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LETTER OF TRANSMITTAL

U.S. SENATE,
SPECIAL COMMITTEE ON AGING,
Washington, DC, 1997.

Hon. ALBERT A. GORE, Jr.,
President, U.S. Senate,
Washington, DC.

DEAR MR. PRESIDENT: Under authority of Senate Resolution 73
agreed to February 13, 1995, I am submitting to you the annual
report of the U.S. Senate Special Committee on Aging, Develop-
ments in Aging: 1996, volume 3.

Senate Resolution 4, the Committee Systems Reorganization
Amendments of 1997, authorizes the Special Committee on Aging
“to conduct a continuing study of any and all matters pertaining
to problems and opportunities of older people, including but not
limited to, problems and opportunities of maintaining health, of as-
suring adequate income, of finding employment, of engaging in pro-
ductive and rewarding activity, of securing proper housing and,
when necessary, of obtaining care and assistance.” Senate Resolu-
tion 4 also requires that the results of these studies and rec-
ommendations be reported to the Senate annually.

This report describes actions taken during 1995 and 1996 by the
Congress, the administration, and the U.S. Senate Special Commit-
tee on Aging, which are significant to our Nation’s older citizens.
It also summarizes and analyzes the Federal policies and programs
that are of the most continuing importance for older persons and
their families.

On behalf of the members of the committee and its staff, I am
pleased to transmit this report to you.

Sincerely,
CHARLES E. GRASSLEY, Chairman.
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ITEM 1—DEPARTMENT OF AGRICULTURE

AGRICULTURAL RESEARCH SERVICE (ARS)

Title and purpose statement of each program or activity which af-
fects older Americans

Studies are conducted at the Jean Mayer USDA Human Nutri-
tion Research Center on Aging (HNRCA) at Tufts University, Bos-
ton, Massachusetts, which address the following problems of the
aging:

1. What are nutrient requirements to ensure optimal func-
tion and well being for a maturing population?

2. How does nutrition influence the progressive loss of tissue
function associated with aging?

3. What is the role of nutrition in the genesis of major chron-
ic, degenerative conditions associated with the aging process?

In addition, studies are performed at the Beltsville Human Nu-
trition Research Center (BHNRC), the Grand Forks Human Nutri-
tion Research Center (GFHNRC), and the Western Human Nutri-
tion Research Center (WHNRC) on the role of nutrition in the
maintenance of health and prevention of age-related conditions, in-
cluding cancer, coronary heart disease, hypertension, diabetes, neu-
rological disorders, osteoporosis, and immunocompetence. Sum-
maries of human nutrition research progress and a list of projects
related to nutrition and the elderly are attached.

Brief description of accomplishments

Researchers at the Jean Mayer USDA Human Nutrition Re-
search Center on Aging (HNRCA) at Tufts University have made
significant strides toward improving the quality of life for men and
women as they age. These accomplishments show promise in delay-
ing the onset of many age-related diseases and conditions.

Immune Function. The decline in immune function during aging,
which increases susceptibility to infection and risk of certain can-
cers, is modulated by protein, vitamin, and mineral intake. Recent
research at HNRCA supports the role of vitamin E in enhancing
immune response:

Vitamin E supplementation enhanced T cell-mediated im-
mune function in healthy elderly; the optimal dose was dem-
onstrated to be 200 IU/day.

Vitamin E supplementation also significantly protected
against exercise-induced oxidative damage and promotes acute
phase immune responses in healthy older men.

Bone Health. Osteoporosis occurs most frequently in post-
menopausal white women and in the elderly. Approximately 20
percent of American women suffer one or more fractures before age
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65 and as many as 40 percent sustain fractures later in life. Almost
50 percent of these people will require long-term care services. In-
adequate calcium and vitamin D intake can lead to bone loss and
increased risk of osteoporosis. Research at HNRCA has shown that:

Calcium absorption has a heritable component that is apparent
at low but not at high calcium intake levels, illustrating an inter-
action between heredity and the nutrient intake. The HNRCA iden-
tified age-related changes in vitamin D-independent calcium trans-
port as a major determinant of intestinal calcium malabsorption
during senescence. Supplementation with calcium and vitamin D to
recommended levels reduced the rate of bone loss and the incidence
of symptomatic fractures in healthy men and women age 65 and
older.

The HNRCA identified a negative role of high dietary calcium in-
takes on zinc homeostasis in the elderly. Specifically, high calcium
intake reduced zinc retention, a finding of substantial relevance to
consumers who self-prescribe calcium supplements and may there-
by put themselves at risk of zinc deficiency.

Exercise, Body Composition, and Prevention of Frailty.
Sarcopenia, the loss of lean body mass as one ages, strongly influ-
ences muscle strength and mobility and contributes to falls and
frailty. Studies in this area have shown that:

Home-based resistance exercise training improves function
and reduces Sarcopenia and frailty in the elderly.

Total body potassium content, a measure of lean body mass,
assessed by total body potassium (K—40) measurements, de-
clined at roughly 0.5-percent in muscle per year without exer-
cise and nutrition intervention.

Percent body fat assessed by neutron inelastic scattering in-
creased with age for female volunteers between the ages of 20
to 50 years and throughout adult life for males.

Elderly persons find it difficult to maintain a constant body
weight (some gain too much, others lose weight) due to an im-
paired ability to regulate food intake.

Sarcopenia is associated with increased production of several
cytokines, but not with low growth hormone.

Prevention of Cardiovascular Disease and Stroke. Cardiovascular
disease is the leading cause of death in the United States. Coro-
nary heart disease (CHD) increases with age and is responsible for
approximately 24 percent of total U.S. deaths. Dietary changes,
particularly reducing total and saturated fat and increasing soluble
fiber intake is often the first step to attempt to reduce elevated
cholesterol levels. Recently, the significant impact for vitamins C,
E, and other antioxidant phytochemicals, and folate and vitamins
B6 and B12 has been investigated. Genetics are also a significant
factor in disease risk.

Additional ARS research results included:

The carbon to oxygen ratio in tissue, measured by neutron in-
elastic scattering, is a measure of fat content. This method was
validated against hydro densitometry and used to study the rela-
tionship between fat distribution patterns and risk for cardio-
vascular disease. Certain body fat distribution patterns are associ-
ated with increased risk for cardiovascular disease.
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Researchers identified a genetic influence on the over-consump-
tion of high fat diets that may help to explain why some individ-
uals become obese.

Consumption of hydrogenated oils were found to adversely im-
pact plasma low density lipoprotein (LDL) cholesterol levels.

Diets were developed that were adequate in essential fatty acids
which reduce LDL cholesterol and promote weight loss.

Low plasma level of docosahexaenoic acid is a risk factor for de-
mentia, as is an apoE-IV genotype. Both apoE and apoA-IV geno-
type determine responsiveness to LDL cholesterol lowering from
diets restricted in saturated fat and cholesterol.

Nutrient factors are the primary determinants of elevated total
plasma homocysteine concentrations, commonly found in older
Americans. Plasma homocysteine is inversely correlated to status
and intake of foliate, vitamin B12 and vitamin B6 and directly pro-
portional to the prevalence of carotid stenosis in the elderly sub-
jects in the Framingham Heart Study.

Cataract and Age-Related Visual Impairments. Visual impair-
ment is common among older adults. In the United States, the
prevalence of cataracts which impact vision is about 40 percent of
people over 75 years. Age-related macular degeneration is the pri-
mary cause of incurable blindness in the United States. Approxi-
mately 25 percent of people 65 years and older have signs of age-
related maculopathy. There is a growing body of evidence that the
onset of cataract and age-related macular degeneration can be re-
tarded in many cases by behavior and nutrition factors.

Clinical/epidermiologic studies suggest a protective effect of die-
tary vitamin C against cataract formation. Use of vitamin C sup-
plements for 10 or more years was associated with an 80% lower
prevalence of age-related lens opacities in women aged 55-71
years. Use of supplements for less than 10 years was without sig-
nificant effect.

Cancer in the aging population. The total incidence of cancer
each year is increasing for both men and women in the United
States. It has been estimated that at least a third of cancer mortal-
ity is related to dietary factors. Research in this area has found
that:

Folic acid supplementation in human subjects who harbor co-
lonic polyps leads to an improvement in a purported inter-
mediary marker of colon cancer, DNA hypomethylation of the
colonic mucosa.

The protection that fruits and vegetables provide against dis-
ease, including cancer and cardiovascular diseases and stroke
has been attributed to their antioxidant content. The total
antioxidant capacity of fruits and vegetables has been meas-
ured using the automated oxygen radical absorbance capacity
(ORAC) assay. Adults who consumed of a meal containing 3400
mol Trolox equivalents of ORAC from spinach, strawberries,
red wine phenolics or vitamin C increased serum ORAC by 10—
15 percent indicating significant absorption of antioxidant
phytochemicals from these food sources.

Food and Diet Studies. Eating foods which are rich in vitamin K
rapidly improves vitamin K status. Epidemiologic studies are un-
derway to examine the relationship between vitamin K status and
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chronic diseases, such as cardiovascular disease and osteoporosis.
In order to adequately assess dietary intake of the vitamin, sci-
entists have developed and validated a comprehensive vitamin K
food composition database.

High prevalences of disability, diabetes, depression and obesity
were found among a representative group of Hispanic elders in
Massachusetts. Puerto Rican elders, had higher rates of these con-
ditions than did other Hispanics or non-Hispanic whites. A food fre-
quency questionnaire developed for this population found that their
diets tend to be high in refined starchy foods and low in variety
and micronutrients.

The Framingham Heart Study revealed that diet patterns of sub-
jects predicted blood folate, homocysteine, vitamin B12 concentra-
tions and bone status. Studies also indicated that:

Fruits, vegetables and breakfast cereal appear to be protec-
tive of folate and homocysteine status; vitamin B12 supple-
ments and fortified breakfast cereal appear protective of vita-
min B12 status; and potassium, magnesium, and fruits and
vegetables were significantly associated with greater bone min-
eral density in elderly men and women and with lower losses
in bone mineral density over time in elderly men.

Long-term feeding of rats with a defined diet containing extracts
of strawberries or spinach or high in vitamin E retarded the onset
of several parameters of aging including; loss of brain cell receptor
sensitivity, and cognitive behavior.

Antioxidants Research Laboratory. The Antioxidants Research
Laboratory works to understand the role of dietary antioxidants
and factors such as drugs and exercise on free radical reactions and
changes in oxidative stress status during aging.

Oxygen free radicals generated during cellular metabolism and
by certain lifestyle factors appear to play a critical role in the aging
process and in the development of chronic diseases common among
the elderly. Diets characterized by high intakes of foods rich in
antioxidant vitamins and other phytochemicals are associated with
better maintenance of physiologic function and a lower prevalence
of many chronic diseases. An understanding of how antioxidants
reduce oxidative stress status and impact the pathogenesis of
chronic disease will enable us to improve health promotion and the
treatment of chronic disease among other adults.

Body Composition Laboratory. The Body Composition Laboratory
evaluates the effect of nutrition on the dynamic interactions be-
tween the body’s protein, water, fat and bone and studies the rela-
tionship of these changes to the aging process. This laboratory
works to understand the mechanisms leading to loss of muscle
mass with age, and develop appropriate interventions that reverse
this decline; develop new techniques of measuring muscle mass ac-
curately in vivo; develop and validate methods for assessing body
composition and nutrition status of non-institutionalized elderly in
epidemiologic studies; and evaluate the efficacy of anti-cachexia
and anti-obesity treatments.

Calcium and Bone Metabolism Laboratory. The Calcium and
Bone Metabolism Laboratory conducts research to improve the sci-
entific basis for understanding and establishing the intake require-
ments for calcium, vitamin D, and other nutrients that influence
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bone health in adult men and women. This requires an under-
standing of how demographic, endocrine, genetic, racial, seasonal,
and physical factors influence bone mass and affect nutrient re-
quirements. It also requires an understanding of the absorption
and metabolism of these nutrients. In this clinical research labora-
tory, volunteers are recruited to participate in both long-term, ran-
domized, placebo-controlled intervention trials as well as smaller,
more intense, shorter metabolic studies.

Energy Metabolism Laboratory. The Energy Metabolism Labora-
tory examines how body weight is normally regulated and why
many people gain weight as they grow older. The importance of ge-
netic and environmental factors in determining body composition
and energy regulation, and quantifying optimal dietary energy re-
quirements are under investigation. Whole-body physiology studies
examine the importance of energy expenditure and energy intake
in determining body fat gain during adult life. Hormonal and cel-
lular investigations are also underway to identify the underlying
metabolic cause of individual differences in body composition and
energy regulation.

Gastrointestinal Nutrition Laboratory. A major focus of the Gas-
trointestinal Nutrition Laboratory is to determine how aging and
associated factors, such as medication use, effect the intestinal ab-
sorption and metabolism of micronutrients, including carotenoids.
Human volunteers, experimental animals, and cell culture models
are studied to investigate whether changes in the requirements for
vitamins A, B6, B12, and niacin are warranted in aging. Research
is conducted in elderly subjects with atrophic gastritis or
hypochlorhydria, representing a sub-population of elderly at risk
for impaired nutrient absorption and metabolism.

The chemopreventive effects of carotenoids against cancer are
also explored. The biologic activity of carotenoid metabolites in
gene expression is examined as a mechanism to explain both
chemopreventive (when present in low concentrations) and cancer
promoting (when present in high concentration) properties. The
functions of carotenoids in preventing light damage to the macula
of the eye and in promoting intestinal immunity are studied in col-
laboration with other HNRC laboratories.

Genetics Laboratory. The Genetics Laboratory studies reactive
oxygen species produced by cellular metabolic reactions that have
been implicated in the pathogenesis of numerous diseases including
atherosclerosis, cancer and Alzheimer’s disease. The laboratory fo-
cuses on the molecular mechanisms, by which reactive oxygen spe-
cies are used as signaling molecules in the regulation of cellular
function and gene expression. Interestingly, clinical and epidemio-
logic studies have, in some cases, indicated that antioxidant nutri-
ents may be effective in disease prevention. Recently molecular and
cellular approaches have demonstrated that reactive oxygen species
and antioxidants can directly affect the cellular signaling appara-
tus, and consequently the control of gene expression. The new re-
search provides the link between reactive oxygen species and anti-
oxidant chemistries, and the mechanisms of disease processes and
prevention.

Laboratory for Nutrition and Vision Research. The Laboratory
for Nutrition and Vision Research seeks to determine the primary



6

causes of eye lens cataract and degeneration of the macula and to
apply this knowledge to extend the useful life of these organs. Cur-
rent clinical/epidemiologic approaches and laboratory tests aim to
define adequate nutrient levels during various life stages which
will ultimately result in delayed accumulation of damaged lens and
retinal proteins and delayed lens opacification and age-related
maculopathy. Human and other mammalian lens tissue, a variety
of animal models, whole lenses in culture, and cultured lens
epithelia cells are studied. Since the lens is primarily composed of
protein, a significant effort is being made to understand inter-
relationships between aging, regulation of lens protein metalobism,
protease function and expression, and nutrition.

Lipid Metabolism Laboratory, Cardiovascular disease (CVD), in-
cluding coronary heart disease (CHD) and stroke, remain the lead-
ing causes of death and disability in our society. In addition to age
and gender, significant CHD risk factors include an elevated level
of low-density lipoprotein cholesterol, a decreased level of high-den-
sity lipoprotein cholesterol, cigarette smoking, hypertension, and
diabetes. Hypertension and age are significant risk factors for
stroke. Dietary intake and exercise level have a significant impact
on cardiovascular risk, as do genetic factors. The Lipid Metabolism
Laboratory focuses on defining the interrelationships between
lipoprotein metabolism and consumption of various dietary fatty
acids, cholesterol another dietary constituents, genetics, and aging.
Other studies are designed to identify lipid and lipoprotein abnor-
malities and genetic mutations associated with CHD, stroke, and
dementia risk. Scientists are developing nutritionally-adequate op-
timal diets for fatty acids, cholesterol, and other dietary constitu-
ents in the elderly to minimize the risk of CVD and dementia.

Mineral Bioavailability Laboratory. The Mineral Bioavailability
Laboratory examines the biochemical and physiologic basis for
changes in absorption and utilization of minerals with aging and
determines the effects of aging on mineral requirements in the el-
derly. Research focuses specifically on understanding calcium, zinc,
and iron metabolism in the elderly, and the effects of nutrient and
hormonal changes on the expression of genes that modulate min-
eral metabolism.

Neuroscience Laboratory. Although the primary focus of a great
deal of research in neuronal aging is directed to identifying the
mechanisms involved in age-related neurodegenerative disease,
e.g., Alzheimer’s disease and Parkinson’s disease, many of the
neurologic deficits seen in aging occur in the absence of
neurodegenerative disease. In fact, these diseases are super-
imposed upon an already declining nervous system. These deficits
may include decreases in both motor and memory functions which
could, in many cases result in hospitalization and/or custodial care.
Research has suggested that both the changes that occur in Alz-
heimer’s disease and Parkinson’s disease, as well as those in aging,
may involve increases in vulnerability to oxidative stress. Research
in the Neuroscience Laboratory is directed to toward identifying
factors that increase vulnerability to oxidative stress with a view
toward identifying nutrient antioxidant regimens to restore these
behaviors or prevent their decline.
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Research in the Neuroscience Laboratory is directed toward de-
termining the membrane and neurotransmitter receptor character-
istics that increase vulnerability to oxidative stress, alter calcium
homestatis, and ultimately, cell viability in neuronal aging. Studies
examine the expression of the behavioral deficits in aging using as-
sessments of cognitive and motor behavior. Other studies examine
the effects of dietary supplementation with fruits and vegetables
high in antioxidant activity, as well as other antioxidants on re-
tarding to age-related cellular, neuronal, and behavioral deficits.

Nutritional Epidemiology Program. The Nutrition(al) Epidemiol-
ogy Program uses the epidemiologic approach and methods to in-
vestigate the role of nutrition in healthy aging. Epidemiology al-
lows for the study of complex interactions between genetic, behav-
ioral, and environmental factors in a community setting. It is also
the bridge between basic science and public policy. This program
identifies nutrition related factors that influence the progressive
loss of physiologic function and genesis of the major chronic, degen-
erative conditions associated with aging, such as cardiovascular
disease and visual impairment. Studies assess the possible modi-
fication of these nutritional relations by personal behavioral, and
genetic factors. This information is used to assist in determining
the nutrient requirements necessary to obtain optimal function and
well being for a maturing population. The research focuses on iden-
tifying the determinants of nutrition status and intake in the elder-
ly, relating nutrition status and intake to measures of health and
well-being, and improving methodology for research relating nutri-
tion and aging.

Nutritional Immunology Laboratory. The Nutrition(al) Immunol-
ogy Laboratory has demonstrated that increased production of sup-
pressive factors free radicals, and enzymatic products of lipid
peroxidation, such as PGE2, play an important role in the
dysregulation of the immune response in older adults, which con-
tributes to increased incidence of infectious, inflammatory, and neo-
plastic diseases. Antioxidant and prooxidant nutrients modulate
immune and inflammatory responses. This laboratory investigates
the role of dietary components (antioxidants and prooxidants in
particular) and their interactions with other environmental factors
in age-associated changes of the immune and inflammatory re-
sponses. Research is designed to develop a means to reverse and/
or delay the onset of these immunological and age-related changes
by appropriate dietary modifications and to determine the molecu-
lar mechansim(s) by which antioxidant and prooxidant nutrients
modulate immune cell functions. Methods are being developed to
use the immune response as a biologically meaningful in determin-
ing specific dietary requirements.

Nutrition, Exercise Physiology, and Sarcopenia Laboratory. The
mission of the Nutrition, Exercise Physiology, and Sarcopenia Lab-
oratory is to understand the interaction of nutrition, hormonal and
immunological factors in sarcopemia (the loss of muscle mass and
function with aging) and to develop new methods of reversing and
preventing these losses. Studies are conducted in healthy humans,
in animals, and in vitro experimental systems. Over the past dec-
ade this laboratory has demonstrated the safety and effectiveness
of progressive resistance exercise training (strength training) in re-
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versing sarcopenia and frailty. Current projects are designed to
better understand the mechansims causing sarcopenia, including
changes in various hormones and in the immune system with age,
and how exercise and diet can improve or prevent these changes.

Phytochemical Laboratory. The Phytochemical Laboratory inves-
tigates the bioavailability, metabolism, and potential health bene-
fits of various phytochemicals with antioxidant activity. Specific
antioxidants currently under investigation include vitamins C and
E, and the flavoniod family of compounds, including flavones,
flavanones, anthocyanins, etc. The Oxygen Radical Absorbance Ca-
pacity assay and various High Performance Liquid Chroma-
tography methods are used to characterize these antioxidants. In
vivo nutrition studies are conducted in human volunteers to asses
biological activity and function.

Vitamin Metabolism Laboratory. The Vitamin Metabolism Lab-
oratory examines the relationship between aging and B vitamin
status with emphasis on requirements and long-term effects of in-
adequate status. The relationship of plasma homocysteine levels to
intake and status of the vitamins folic acid, B12, B6 and B2 and
cardiovascular disease, thrombosis and stroke, cognitive
dysfunciton, certain cancers e.g., breast, colorectal, prostate and
cervical are studied. The polymorphic mutations in the gene encod-
ing enzyme of folate metabolism such as the thermolabile
methylenetetrahy-drofolate reductase mutation are under inves-
tigation. The epidemiologic component of this research is conducted
with a variety of outside collaborators including the National Can-
cer Institute, Johns Hopkins School of Public Health, Harvard
School of Public Health, Hadasah Hospitals and the Farmingham
Heart Study. Basic laboratory research includes the development of
new methods for the study of small human specimens and animal
model studies.

Human Nutrition Research Center on Aging—Research Projects Related to Nutrition
and the Elderly

Funding Level
fiscal year
dollars

Functional Capacity and Nutrient Needs of Aging—HNRC, 1/11/95-1/10/

00. Objective: To examine the effects of increased physical activity,

body composition and diet on the following: (1) Peripheral insulin sen-

sitivity and glucose metabolism; (2) Functional capacity and nutrition

status of the frail elderly; (3) Whole body and skeletal muscle protein

metabolism; (4) Total energy expenditure and its relationship to phys-

ical activity level and body compoSition ..........ccccceceeeeeiiieereiieeeeiieeecieeeeans 940,560
Function and Metabolism of Vitamin K and Vitamin K Dependent Pro-

teins During Aging—HNRC, 1/11/95-1/10/00. Objective: Molecular, bio-

chemical and functional assays of vitamin K nutritional status and die-

tary tools for the assessment of vitamin K intakes will be developed

and validated. In vivo studies with rats will determine dietary sources

of vitamin K and requirements related to the synthesis of matrix gla

protein (MGP). The effects of aging and gender on the expression of

MGP will be studied in relationship to dietary sources of vitamin K

(phylloquinone or menadione) and vitamin K antagonists .........c.ccccceeueue 904,769



9

Human Nutrition Research Center on Aging—Research Projects Related to Nutrition

and the Elderly—Continued

Absorption & Metabolism of Phytochemicals: Enhancement of Antioxidant
Defense Mechanisms in Aging—HNRC, 10/1/96-9/30/99. Objective: De-
termine (1) extent of absorption and metabolism of flavonoids in fruits
and vegetables high in antioxidant activity, (2) usefulness of Oxygen
Radical Absorbing Capacity (ORAC) assay as an indicator of anti-
oxidant capacity of fruits and vegetables and status in animal models
exposed to increased oxidative stress, and (3) possible health related
OULCOIMIES ..eeiiiiiiiiiiiiieee e e ettt et ettt et e e e sttt e e ee s emnee e e e e s eeaanreeeeeeesanmmnnneees

Dietary Antioxidants, Aging, and Oxidative Stress—HNRC, 11/1/94-10/
31/99. Objective: To determine the effect of enhancing antioxidant sta-
tus on oxidative status, immune responsiveness, and other physiologic
functions; interactions between vitamin E, other dietary antioxidants
and/or polyunsaturated fatty acids; the effect of dietary antioxidants on
the generation of eicosanoid and cytokine products and oxidized lipid,
protein, and nucleic acid targets; the value of measures of antioxidants
and oxidative stress status as biomakers of aging and health ................

Regulation of Gene Expression in Nutrient Metabolism—HNRC, 1/11/95—
1/10/99. Objective: The major areas being explored are aimed at defin-
ing the molecular mechanisms which contribute to metabolic dysfunc-
tion in diabetes and obesity. Specifically, we are examining the role of
oxidants in nutrient and hormonal signal transduction and gene ex-
pression. Secondly, we are exploring how aging influences nutrient and
hormonal signalling and gene eXpression .........c.c..cceeererieneriieneneennens

Mineral Bioavailability in the Elderly—HNRC, 1/11/95-1/10/00. Objec-
tive: To define the dietary factors that influence the bioavailability, re-
quirements, and status of minerals, especially Ca, Mg, Fe, and Zn in
humans. To define the relationship between restriction fragment
length polymorphisms in the vitamin D receptor gene and calcium me-
tabolism in humans. To define the mechanism of age-associated intes-
tinal calcium malabSorption ......c..c.ccocceeveeiieririieninieneneeeee e

Bioavailability of Nutrition in the Elderly—HNRC, 1/11/95-1/10/00. Ob-
jective: To study the bioavailability of water soluble vitamins in the
aging population and determine the effect of aging on vitamin require-
ments. To examine the basis for the absorption utilization and excre-
tion of water soluble vitamins from food in the maturing and elderly
population. To assess vitamin status and its relationships to drug in-
take and chronic diseases. To study the impact of subclinical vitamin
deficiencies on the integrity and function of body physiology ..................

Dietary Assessment of Rural Older Persons—HNRC, 2/1/96-12/31/00. Ob-
jective: (1) Test dietary assessment methodologies (24-hr phone recalls
and written food records) in a rural population of older persons; (2)
seek confirmation of dietary findings using doubly-labeled water and
indirect calorimetric procedures; and (3) correlate dietary findings with
biomarkers of nutritional status (i.e. measures of visceral protein,
folate, B12, pyridoxine, homocysteine and iron). Investigate nutrition
knowledge and practices (use of dietary supplements and reduced cal-
orie foods) of rural older PErsONS ..........cccceeciieiieeiiienieeiienee e

Maintaining Bone Health in the Elderly—HNRC, 11/1/94-10/31/99. Ob-
jective: We will define the intake of calcium and vitamin D above
which skeletal mineral is maximally spared. This requires an under-
standing of how hereditary, demographic, endocrine, and physical fac-
tors (e.g. race, sex, age, years since menopause, weight, and activity
level) affect the absorption and utilization of these nutrients. Race dif-
ferences in bone metabolism will be sought in an effort to understand
why blacks have less 0StE0POTOSIS ....ccceeeecvierreiieeeiiieeecieeeeiee e e eevee e

Dietary Effects on Neurological Function—HNRC, 10/1/96-9/30/99. Objec-
tive: Identify selected food components that affect neurological function
and determine their mechanisms of action .........cccocceveevieneiiienieniienenniene

Funding Level

fiscal year
dollars

370,184

670,700

432,679

610,334

901,017

186,857

1,100,401

633,579
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Human Nutrition Research Center on Aging—Research Projects Related to Nutrition
and the Elderly—Continued

Funding Level
fiscal year
dollars

Lipoproteins, Nutrition and Aging—HNRC, 1/11/95-1/10/00. Objective:

Our objectives are to develop optimal diets in terms of fat and choles-

terol content which are effective in reducing LDL cholesterol, as well

as favorably affecting other heart disease risk factors, to study nutri-

tional regulation of plasma lipoproteins in animals, and to study the

interrelationships between aging, nutrition, genetics, and to examine

ways to prevent diet-induced atherosclerosis, lipoproteins, and heart

disease risk in POPUIAtIONS .......cccveeeriiieeriiiieeiieeeiee et e e eeaeeeseeees 1,285,299
Effect of Nutrition and Aging on Eye Lens Proteins, Proteases, and Cata-

ract—HNRC, 1/11/95-1/10/00. Objective: One-half of the eye lens cata-

ract operations and savings of over $1 billion would be realized if we

could delay cataract by only 10 years. We are attempting to use en-

hancement of dietary antioxidants, such as vitamin C, and other nutri-

ents, such as carotenoids or tocopherol, to delay damage to lens-pro-

teins and proteases and to maintain visual functions in elderly popu-

lations. This should delay cataract-like lesions in eye lens prepara-

tions, cataracts in vivo, and age-related maculopathy ............ccceeveneenn. 958,286
Epidemiology Applied to Problems of Aging and Nutrition—HNRC, 1/11/

95-1/10/00. Objective: To define diet and nutritional needs of older

Americans; to advance methods in nutritional epidemiology; and to de-

velop indices which reflect nutrient intake and which predict health or

disease outcomes in aging populations .........c..ccccevviiiiiniiienienieeneenene 1,316,167
Gastrointestinal Function and Metabolism in Aging—HNRC, 11/1/94-10/

31/99. Objective: To delineate the pathways of intestinal carotene me-

tabolism, and to determine if any metabolic intermediate can

transactivate nuclear receptors; to determine if beta-carotene or

cryptoxanthin can prevent gastric cancer in the ferret/model; to deter-

mine relative bioavailabilities of different carotenoid compounds in the

human. To determine niacin requirements in elderly humans. To stud

the effect of antioxidants in gut immunity in young and elderly adults. 1,684,467
Nutrition, Aging and Immune Response—HNRC, 11/1/94-10/31/99. Ob-

jective: Investigate the role of nutrients and their interactions with

other environmental factors in age-associated changes of the immune

response, to reverse and/or delay the onset of these immunological

changes by dietary modification and to use the immune response as an

index in determining the specific dietary requirements for older adults. 1,033,933
The Role of Aging in Energy and Substrate Regulation and Body Com-

position—HNRC, 1/11/95-1/10/00. Objective: To examine the extent

and causes of changes in energy metabolism, energy regulation and

body composition with aging, and to investigate optimal values for die-

tary energy intake and expenditure in the aging population. In particu-

lar, to determine the (1) roles of genetic inheritance and environment

factors in the determining body fat content, (2) extent to which

changes in body fat and protein with aging are inevitable, and (3) mo-

lecular regulation of proteins involved in fat metabolism in adipocytes. 1,879,726

COOPERATIVE STATE RESEARCH, EDUCATION, &
EXTENSION SERVICE (CSREES)

Programs and Accomplishments

Title and purpose statement of each program or activity which af-
fects older Americans

The Cooperative State Research, Education, and Extension Serv-
ice (CSREES) in its mission advances research, extension, and
higher education in the agricultural, environmental, and human
sciences to benefit people, communities, and the Nation. As a major
research and education arm of USDA, CSREES through its Land-
Grant institution network has conducted educational and research
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programs that have benefited older persons, their adult children,
and caregivers. The vision is for older persons to maintain and con-
tinue a quality lifestyle while aging; have a greater opportunity to
be financially secure; experience positive human relations; and to
have the knowledge necessary to access health care options.

CSREES and its state partner institutions collaborate with a va-
riety of national, state, and local organizations and agencies such
as the American Association of Retired Persons, the National Asso-
ciation for Family and Community Education, the Administration
on Aging, the Area Agencies on Aging, American Society on Aging,
American gerontological Society, and State/local departments of
human/family services and health. This collaboration provides more
well-coordinated programs for consumers and extends the resources
of each collaborator to better serve the clientele.

As a component of the CSREES National Initiative on Children,
Youth, and Families at Risk, human and electronic networks are
addressing targeted issues identified by professionals and user
groups throughout the system. One of those networks, the National
Network for Family Resiliency (NNFR), provides leadership for ac-
quisition, development, and analysis of resources that foster family
resiliency. Family resiliency is defined as the family’s ability to cul-
tivate strengths to positively meet the challenges of life. The NNFR
brings together educators, researchers, agency personnel, families,
advocates for families, and practitioners who share an interest in
strengthening families that face multiple risks to their resiliency.
Collaborators from CSREES and 42 Land-Grant institutions share
leadership for maximizing expertise, bringing research to bear on
significant family issues, and guiding research based on evaluation
of programs and practices. The network provides access to re-
sources through multiple avenues including electronic media, train-
ing and education, and community development. Within the net-
work, a special interest group has formed to address
intergenerational issues. The work group is composed of 35 multi-
state and multi-institutional members. Currently their focus is on
“ograndparents raising grandchildren.” An Internet web site is in
development that will highlight resources for grandparents as pri-
mary caregivers and promotion of positive intergenerational rela-
tionships for educators and the general public.

Through the Cooperative Extension System at Land-Grant insti-
tutions, administrators and specialists in such fields as aging/ger-
ontology, housing, financial management, nutrition, health, human
development, family life, community development, and the agricul-
tural sciences; plus the county extension educators serving 3,150
counties have designed, implemented, and evaluated numerous pro-
grams in the field of aging/gerontology. Below are highlights of
these programs.

Brief description of accomplishments
GEORGIA

The University of Georgia Cooperative Extension Service pro-
duces a quarterly newsletter entitled, “Senior Sense Putting
Knowledge to Work for Older Georgians.” The newsletter is distrib-
uted to 2,700 persons and is also available on the College of Family
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and Consumer Sciences web page, where it is accessed and read
worldwide. Topics covered in the newsletters include health issues,
financial management, and care giving tips.

IDAHO

In Idaho, the rapid growth in the numbers of elderly citizens has
produced the need for more people trained with an understanding
of aging development and a wide variety of approaches to serving
the elderly. an Idaho extension/research specialist joined forces
with a teaching/research colleague to develop an interdisciplinary
minor in aging in the School of Family and Consumer Sciences at
the University of Idaho. A team of professionals from academic pro-
grams in psychology, sociology, architecture, family and consumer
sciences, communications, and a representative from the library de-
veloped a proposal and submitted it to the Idaho Board of Edu-
cation. The program has been approved. A minor in Aging will be
an important career complement to majors as the student develops
expertise in a subject matter support area like aging.

The University of Idaho Cooperative Extension Service (CES)
and vocational education staff identified a need for additional
trained home health aides by the year 2005. They discovered that
890 people were employed as aides in 1994 but by the year 2005,
1244 would be needed to meet the demand. The CES and the Idaho
Department of Vocational Education collaborated to plan a second-
ary and post-secondary program for Geriatric Home Care Aides.
They compiled a curriculum to be used to train home care aides,
piloted the program, established sites for student clinical experi-
ence and internships, and established a system for graduate place-
ment. Upon completion of the program including the internship,
the student will be eligible to take the examination for Certified
Nurse Assistant certification. In Idaho, these positions command
approximately $8.00 per hour and prepare people for a wide variety
of career paths.

MICHIGAN

Michigan State University Cooperative Extension Service is in a
partnership with Blue Cross and Blue Shield of Michigan, Kirtland
Community College, Michigan Rural Aging Institute, Office of Serv-
ices to the Aging, Michigan Department of Community Health, and
the Michigan Family Independence Agency to provide caregiver
training that will prepare caregivers to improve the care provided
to older persons. Annually 4,000 caregivers of older adults are
trained on such topics as financial and legal issues of older adults,
dementia, understanding difficult behaviors, working with the frail
elderly, and financial abuse of the elderly. The training is provided
statewide using distance learning technology. Caregivers obtain
certification for completion of the training.

MISSOURI

The Center on Aging Without Walls is a unique way to bring in-
formation on age-related issues to the University Outreach and Ex-
tension network, to the older adults of the State of Missouri, and
the many caregivers who provide care for older citizens. The Center
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is a web site made possible through a partnership between the
Center on Aging Studies at the University of Missouri-Kansas City
and the University of Missouri Outreach and Extension. Care giv-
ing issues have been addressed in this initial phase of the web site.
Topics covered include burdens and rewards, care giver resources,
ethics, health concerns, family relations, and mental health. The
web address is <http:/cei.haag.umkc.edu/casww>.

NEW YORK

A Cornell University program that has young people and senior
citizens interacting in ongoing activities has become a national
model. A detailed handbook for group leaders who want to replicate
the program is available nationally. Geared for children ages 9 to
13, but easily adaptable for other ages, Project EASE—Exploring
Aging through Shared Experiences—is ideal for groups of scouts,
4-H groups, religious youth groups, after-school programs and
other youth organizations. It can also be utilized in the classroom.
The project is based on current research on the effectiveness of
intergenerational programs to develop activities and projects that
youth and senior citizens can share for mutually satisfying, mean-
ingful and goal oriented interaction. Three years in development,
Project EASE has been field tested and evaluated by more than 70
4-H clubs in New York, involving about 600 participants. The
youth and seniors may plan a joint community service project in
which children and elders work together on an activity that the
community will value; shared group activity projects that both
groups enjoy but are not community service; and one-on-one pro-
grams, in which each youth is paired with a senior in activities
such as arts and crafts, sharing oral histories, grooming pets, play-
ing board games, etc. This project is supported in part with grants
from the Charles Stewart Mott Foundation, the Public Welfare
Foundation, and the College of Human Ecology at Cornell.

In another innovative program, Cornell University researchers,
Cooperative Extension Service faculty, and State/local volunteers,
and community agencies are addressing housing options for senior
citizens. Twenty counties in New York have provided multi-faceted
educational programs about community-based housing options for
the elderly for both professionals and the public. Professionals,
housing and human service agency staff, municipal officials, and
residents have new capacity to respond to the housing needs of an
increasing older population. As a result of this project, they are
knowledgeable about low-cost community-based housing options
such as shared housing, accessory apartments, and elder cottages.
As a result of Cornell’s research and extension outreach, state leg-
islation was passed to provide capital funding for the creation of
these new types of housing units. Municipal land-use and zoning
regulations have been changed to permit the development of this
housing in approximately 25 communities. Technical assistance is
provided to attorneys and community planners about zoning and
land-use regulations. There are now 12 shared living residences in
communities throughout the State. A not-for-profit organization
has received $375,000 from the State to develop and operate an
elder cottage lease program for low-income elderly.
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NORTH CAROLINA

The North Carolina Aging with Gusto program has been adopted
in more than half of North Carolina’s 100 counties. This program
is believed to be unique nationally because it focuses on the posi-
tive aspects of aging in how to achieve optimum financial, physical,
and mental well-being in later years. Older adults learn how to
prepare for and cope with problems related to finances, legal
issues, health, care giving, housing and self-care. Recent figures
suggest that the program has reached more than 35,000 people di-
rectly.

North Carolina Cooperative Extension Service (CES) and the
North Carolina Division of Aging have collaborated to pilot a new
approach by distributing nutrition education materials with the
Meals on Wheels food deliveries. This is one way to reach home-
bound elderly that are especially difficult to reach and who are at
greater risk of malnutrition and chronic disease. Sixteen different
learn-at-home lessons have resulted in positive changes in the
stages of change for fruit and vegetable consumption as evidenced
in the pre- and post-test from 177 participants in five counties.

To address another important issue for seniors, North Carolina
CES and the North Carolina State Attorney General’s Office
worked together to educate older adults about consumer scams. In
one county, 785 seniors were reached with 80 percent reporting
they would be more cautious about telephone and mail solicitations
and 77 percent stated that the program motivated them to change
some of their consumer practices such as avoid sharing credit card
information on the telephone, making financial donations to known
charities and organizations, and checking on offers that are “too
good to be true.”

OREGON

Oregon State Cooperative Extension Service (CES) has a grant
to study Behavioral Changes in Dementia Patients; Relationships
to Caregiver Well-Being. Currently data is being collected on care-
givers to Alzheimer’s patients. The goal of the research is to ex-
pand the understanding of later life care giving to dementia pa-
tients and its consequences on caregivers’ mental and physical
health. Extension curricula will be developed as a result of this re-
search.

Dissemination of research-based information is the hallmark of
the Cooperative Extension System. A network of professional edu-
cators provide such information in community-based settings. For
example, Oregon State University is in a four university consor-
tium to provide geriatric education with a special emphasis on
reaching rural areas. A grant from the Geriatric Education Center
Training Grant, Department of Health and Human Services, Public
Health Services makes this program possible. A special focus is on
reaching rural health care professionals to update and expand their
knowledge of geriatric health issues. Oregon CES has disseminated
13 health guidelines for consumers relevant to older populations to
2,700 English and over 625 Spanish consumers. In addition, Exten-
sion sponsored four teleconferences on a variety of women’s health
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issues in later life with satellite downlinks in 27 sites throughout
the State.

PENNSYLVANIA

Pennsylvania State University Cooperative Extension Service
(CES) has a preventive health program for people over age 75 and
their family caregivers. The program provides independent living
through lifestyle changes, nutrition, and regular exercise. Devel-
oped in rural Pennsylvania in Tioga, Bradford, Sullivan, and Sus-
quehanna counties, this program reaches an extremely high-risk
population. Ninety percent of the participants had annual house-
hold incomes below $20,000, and 84 percent had only a high school
or less education. High percentages had nutrition risk, low levels
of physical activity, and losses in daily living activities. This pro-
gram will be expanded statewide.

Pennsylvania CES has also provided a program entitled “Medi-
care Managed Care: What Does It Mean for You?” More than 190
senior citizens and health care professionals in Centre County,
Pennsylvania, participated. The six sessions were organized by
Penn State’s College of Agricultural Sciences and the Pennsylvania
Office of Rural Health, in collaboration with Centre County CES,
American Association of Retired Persons, Centre County Office of
Aging Apprise Program, and the Brookline Village.

In Allegheny County the Extension Service assisted residents of
Carnegie Towers public housing in Pittsburgh to organize and take
leadership for a fledgling community. Originally built for low in-
come elderly citizens, a predominantly young population now occu-
pies the project. Most of the households are headed by single, low-
income females. Intergenerational conflicts existed between elderly
residents and children, partly because the housing area did not in-
clude recreational facilities for youth. After Extension leader train-
ing workshops were completed, residents organized and elected a
tenant council of eight adults and one youth. Since organizing, the
council has sponsored a Community Day Celebration, supported by
various fund raising activities. They have established a computer
room with computer training classes, an outdoor play area, Exten-
sion educational programs related to 4-H youth development and
nutrition, and a program highlighting guest speakers who provide
useful and practical information.

SOUTH CAROLINA

Clemson University Cooperative Extension Service (CES) special-
ist Katherine Carson has developed a program entitled, Learning,
Innovation, Networking, and Celebration (LINC) nutrition pro-
gram. LINC focuses on the elderly and preschool children, as well
as pregnant and parenting adolescents. Changes in attitude, skills,
knowledge, and behavior are documented. LINC has reached 2,407
elderly South Carolinians. LINC is a collaborative effort between
the Clemson University CES, the South Carolina Department of
Social Services, and the State Department of Health and Environ-
mental Control Center for Health Promotion. South Carolina Gov-
ernor David Beasley has recognized Carson for developing a nutri-
tion program that reaches senior citizens by presenting her with
the Governor’s Health Promotion for Older South Carolinians
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Award. This program will be expanded with the assistance of a
$759,000 grant from USDA Food and Consumer Services. One
phase of the expansion will include a Nutrition Education and Re-
source Center on the Internet for people who want information rap-
idly.

ECONOMIC RESEARCH SERVICE (ERS)

Title and purpose statement of each program or activity which af-
fects older Americans

The ERS identifies research and social policy issues relevant to
the elderly population from the perspective of rural development.
Ongoing research looks at demographic and socioeconomic charac-
teristics of the elderly by metro-nonmetro residence. Current re-
search examines the poverty status of the elderly across the rural-
urban continuum, and changes in the concentration of the older
population by residential area, based on 1990 census data and Cur-
rent Population Survey data. We actively participate in the Inter-
agency Forum on Aging-Related Statistics at the National Insti-
tutes of Health, and served on the Forum’s work group on Popu-
lation and Vital Statistics.

Brief description of accomplishments

The following publications on the rural elderly have been pre-
pared by our staff in 1995 and 1996:

Beale, Calvin L., “Nonmetro Population Rebound Continues
and Broadens,” Rural Conditions and Trends, Vol. 7, No. 3
(1996).

Beale, Calvin L., and Kenneth M. Johnson, “Nonmetro Popu-
lation Continues Post—1990 Rebound,” Rural Conditions and
Trends, Vol. 6, No. 3 (Spring 1996).

Fuguitt, Glenn V., Richard M. Gibson, Calvin L. Beale, and
Stephen J. Tordella, “Recent Elderly Population Change in
Nonmetropolitan Areas,” unpublished paper (1996).

Rogers, Carolyn C., “Aging-Related Policy-Making; Demo-
graphic Data Needs and Recommendations,” a joint report pre-
pared as part of a working group of the Interagency Forum on
Aging-Related Statistics (February 1996).

Rogers, Carolyn C., “Health Status Transitions of the Elderly,
by Residential Location,” Family Economics Review, Vol. 8, No.
4 (Fall 1995).

Rogers, Carolyn C., “More Nonmetro Elderly Rate Their
Health as Fair to Poor”, Rural Development Perspectives, Vol.
9, No. 3, June 1994 (released Fall 1995).

FOOD AND NUTRITION SERVICE (FNS)

Title and purpose statement of each program or activity which af-
fects older Americans

The Food Stamp Program (FSP) provides monthly benefits to
help low-income families and individuals purchase a more nutri-
tious diet. In fiscal year 1996, $22 billion in food stamps were pro-
vided to a monthly average of 25 million persons.
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Households with elderly members accounted for approximately
16 percent of the total food stamp caseload. However, since these
households were smaller on average and had relatively higher net
income, they received only 6 percent of all benefits issued although
7 percent of participants are elderly.

Brief description of accomplishments

The FNS continues to work closely with the Social Security Ad-
ministration (SSA) in order to meet the legislative objectives of
joint application processing for Supplemental Security Income (SSI)
households.

In response to recommendations for joint processing improve-
ments, FNS and SSA have stepped up efforts to ensure that SSI
applicants are counseled on their potential eligibility to receive food
stamps. Additionally, a joint Supplemental Security Income/Food
Stamp processing demonstration—the South Carolina Combined
Application Project (SCCAP)—was begun in the fall of 1995. Ap-
proximately 10,000 SSI households in South Carolina receive food
stamp benefits through this project. An independent evaluation of
SCCAP is underway and is scheduled to be completed in 1999.

Title and purpose statement for each program or activity which af-
fects older Americans

The Commodity Supplemental Food Program (CSFP) provides
supplemental foods, in the form of commodities, and nutrition edu-
cation to infants and children up to age 6, pregnant, postpartum
or breast-feeding women, and the elderly (at least 60 years of age)
who have low incomes and reside in approved project areas.

Service to the elderly began in 1982 with pilot projects. In 1985,
legislation allowed the participation of older Americans outside the
pilot sites if available resources exceed those needed to serve
women, infants, and children. In fiscal year 1996, approximately
$51 million was spent on the elderly component.

Brief description of accomplishments

About 57 percent of total program spending provides supple-
mental food to approximately 219,000 elderly participants a month.
Older Americans are served by 18 of 20 State agencies.

Title and purpose statement of each program or activity which af-
fects older Americans

The Food Distribution Program on Indian Reservations (FDPIR)
provides commodity packages to eligible households, including
households with elderly persons, living on or near Indian reserva-
tions. Under this program, commodity assistance is provided in lieu
of food stamps.

Brief description of accomplishments

This program serves approximately 46,000 households with el-
derly participants per month.
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Title and purpose statement of each program or activity which af-
fects older Americans

The Child and Adult Care Food Program (CACFP) provides Fed-
eral funds to initiate, maintain, and expand nonprofit food service
for children, the elderly, or impaired adults in nonresidential insti-
tutions which provide child or adult care. The program enables
child and adult care institutions to integrate a nutritious food serv-
ice with organized care services.

The adult day care component permits adult day care centers to
receive reimbursement of meals and supplements served to func-
tionally impaired adults and to persons 60 years or older. An adult
day care center is any public or private nonprofit organization or
any proprietary Title XIX or Title XX center licensed or approved
by Federal, State, or local authorities to provide nonresidential
adult day care services to functionally impaired adults and persons
60 years or older. In fiscal year 1996, $25 million was spent on the
adult day care component.

Brief discussion of accomplishments

The adult day care component of CACFP served approximately
23 million meals and supplements to over 46,000 participants a day
in fiscal year 1996.

In 1993, the National Study of the Adult Component of CACFP
was completed. Some of the major findings of the study include:
overall, about 31 percent of all adult days care centers participate
in CACFP; about 43 percent of centers eligible for the program par-
ticipate. CACFP adult day care clients have low incomes; 84 per-
cent have incomes less than 130 percent of poverty. Many partici-
pants consume more than one reimbursable meal daily; CACFP
meals contribute just under 50 percent of a typical participant’s
total daily intake of most nutrients.

Title and purpose of statement of each program or activity which af-
fects older Americans

The Emergency Food Assistance Program (TEFAP) provides nu-
trition assistance in the form of commodities to emergency feeding
organizations for distribution to low-income households for house-
hold consumption or for use in soup kitchens.

As estimated $16 million in commodities were distributed to
households including an elderly person. (This figure is estimated
using a 1986 survey indicating that about 38 percent of TEFAP
households have members 60 years of age or older.)

Brief description of accomplishments

About 38 percent of the households receiving commodities under
this program had at least one elderly individual.

Title and purpose statement of each program or activity which af-
fects older Americans

The Nutrition Program for the Elderly (NPE) provides cash and
commodities to States for distribution to local organizations that
prepare meals served to elderly persons in congregate settings or
delivered to their homes. The program addresses dietary inad-
equacy and social isolation among older individuals. USDA cur-
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rently supplements the Department of Health and Human Services’
Administration on Aging with approximately $140 million worth of
cash and commodities.

Brief description of accomplishments

In fiscal years 1995 and 1996, over 245 million meals were reim-
bursed at a cost of almost $150 million. On an average day, ap-
proximately 925,000 meals were provided.

FOOD SAFETY AND INSPECTION SERVICE (FSIS)

Title and purpose statement of each program or activity which af-
fects older Americans

FSIS is continuing a consumer education campaign targeted to
older Americans, one of several groups of people who face special
risks from food-borne illness. The goal is to reduce the incidence of
food-borne illness caused by consumer mishandling of food. Food-
borne illness can lead to serious health problems and even death
for someone who is chronically ill or has a weakened immune sys-
tem. The elderly, with more than 35 million people in their ranks,
are the largest group at risk and are increasing in number because
of longer life expectancies.

Brief description of accomplishments

FSIS continues to distribute food safety information to this group
through direct mail of publications and liaison work with the Ad-
ministration on Aging.

FOREST SERVICE (FS)

Title and purpose statement for each program or activity which af-
fects older Americans

Senior Community Service Employment Program (SCSEP)—Pro-
gram Year 1996, July 1, 1996—dJune 30, 1997, the USDA Forest
Service’s Senior Community Service Employment Program
(SCSEP) provided training and work experience in research, budget
and finance, clerical/administrative, computer, forestry, building/
recreational maintenance, visitor interpreters, and communication.

Brief description of accomplishments

The FS Senior Community Service Employment Program pro-
vided an opportunity for 5,055 participants, age 55 and above, to
upgrade their work skills by receiving training and part-time em-
ployment opportunities while providing community service to the
general public.

Title and purpose statement for each program or activity which af-
fects older Americans

Volunteers in the National Forests—Volunteers continue to con-
tribute to the management of the Nation’s natural resources that
are administered by the FS.
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Brief description of accomplishments

During fiscal year 1997, 112,384 participants assisted in the
management of National Forest System lands including 13,392 par-
ticipants are 55 years and above. Volunteers participated in recre-
ation, resource protection and management, cooperative/inter-
national forestry, and research. Typical positions included camp-
ground hosts, administrative, recreation, wildlife, and fisheries as-
sistants, fire lookouts, and information specialists.

RURAL HOUSING SERVICE (RHS)

Title and purpose statement of each program or activity which af-
fects older Americans

Each person experiences the aging process differently. Some peo-
ple are able to maintain lifelong health and independence, while
others find that they face increasingly more difficult challenges to
their abilities to take care of themselves. The difficulties that aging
can bring are felt not only by elderly people but also by their chil-
dren and grandchildren, making the question of how to address
these difficulties one of intergenerational importance. Adding ur-
gency to this question is the fact that America’s elderly population
is growing rapidly: the US Census Bureau forecasts a growth in
the proportion of people ages 65 and older from 12.5 percent in
1990 to 17.7 percent in 2020, a 41.6 percent increase.

The Rural Housing Service (RHS) recognizes the importance of
providing rural seniors with a wide range of living options. We in-
vest heavily in programs that help elderly people live with as much
independence and dignity as possible. These include the Section
504 loan and grant programs, which make vital home repairs for
very low-income seniors; the Section 515 Rural Rental Housing pro-
gram, which provides affordable rental housing to seniors and peo-
ple with disabilities (as well as families); the Section 521 Rental
Assistance program, which makes rents in the Section 515 program
affordable to tenants with very low incomes; and the Community
Facilities program, which among other things finances a variety of
elder care facilities. Following are descriptions of how each of these
programs serves elderly people.

Section 504 Loan and grant programs. The Section 504 loan and
grant programs allow elderly people with very low to maintain
their independence by remaining in their own homes. The loan pro-
gram is available to any rural person with a very low income, but
most program beneficiaries are elderly: incomes the average age of
borrowers between 1991-1996 was 58, and the median age was 61,
which means that half of all borrowers were 61 or older. The grant
program is available exclusively to very low-income rural seniors.
Both programs provide funds to make such major repairs of ren-
ovations as removing electrical and fire hazards, replacing roofing,
installing or improving water and waste-water disposal systems,
and installing weatherization.

Brief description of accomplishments

In 1996, the Section 504 loan program lent a total of $35.1 mil-
lion to 6,861 very low-income borrowers; in 1995, it lent $29.5 mil-
lion to 6,116 borrowers. In 1996, the Section 504 grant program
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provided $29.5 million to 6,179 very low-income elderly people; in
1995, it provide $27.8 million to 6,964 people. The average income
of Section 504 borrowers between 1991-1996 was $11,652; the me-
dian income was $8,055. Average and median incomes for Section
504 grant recipients are not available but are likely very similar.

Title and purpose statement of each program or activity which af-
fects older Americans

Section 515 Rural Rental Housing program and Section 521
Rental Assistance program. Many relatively independent rural sen-
iors find that they cannot keep up with the yard work and struc-
tural maintenance that home ownership requires. Others find that
they need to live closer to vital services such as doctors, phar-
macies, and grocery stores. For these elderly people, the Section
515 Rural Rental Housing program is an attractive option. In addi-
tion to being virtually maintenance-free, our apartments for elderly
and disabled people are equipped with special amenities such as
strategically placed handrails and emergency call buttons or lights
with which to signal for help. Many of them are wheelchair acces-
sible. Managers of these complexes often arrange services such as
transportation, grocery and pharmaceutical delivery, Meals on
Wheels, health screenings, and entertainment, and they make sure
that the community rooms stay in constant use. In addition, a
small percentage of our Section 515 complexes offer congregate fa-
cilities in which seniors receive two cooked meals per day.

Brief description of accomplishments

In 1997, we invested $45.4 million dollars (47 percent of the total
funds we lent) to build 49 complexes and approximately 1,200 units
for elderly people and people with disabilities. In addition, we lent
$6.9 million to make repairs to 47 existing complexes. The previous
figures are not available for 1995 or 1996. In our existing portfolio
of approximately 18,000 complexes, 6,765 complexes (38 percent of
the portfolio) serve elderly or disabled people. Another 375 com-
plexes (2 percent) serve “mixed” tenant populations of both families
and elderly people. You and apply these same percentages to 1995
and 1996—the portfolio did not grow much and it’s safe to assume
that the percentage did not change. In 1995 (the last year in which
we conducted a complete nationwide tenant survey), 41 percent of
our tenants were elderly people, and a majority of these were
women. The average tenant adjusted income was $7,280.

1995 letter from then 82-year-old Betty C. McAfee of Belfast,
Maine. Before moving (to Section 515 rural rental housing) I lived
alone in a 2-room cabin (with) no foundation, no plumbing and
(which was) heated by a small wood-burning stove. I had a long
walk to the rural mail box over a rough dirt lane. If this (Section
515) complex did not exist, I would still be living there. Many other
low-income elderly people in Maine are living under these condi-
tions, or worse.

To make Section 515 housing available to tenants who cannot af-
ford market rents, RHS provides assistance through its separately
appropriated Section 521 Rental Assistance program, which brings
tenants’ rent down to 30 percent of their adjusted incomes and
makes up the difference to the landlords. In 1996, RHS provided
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more than $540 million worth of Rental Assistance to approxi-
mately 47 percent of Section 515 households, while in 1995 it pro-
vided $523 million. While we lack demographic information on
beneficiaries of Rental Assistance, it is safe to assume that at least
25 percent of the beneficiaries are seniors and that in 1996 seniors
received approximately $135 million in RHS Rental Assistance
while in 1995 they received approximately $131 million.

Title and purpose of each program or activity which affects older
Americans

Community Facilities Loan and Grant Program. Through our
Community Facilities loan and grant program, we finance a range
of service centers for elderly people, including nursing homes,
boarding care facilities and assisted care, adult day care, and a few
intergenerational care facilities which serve both elderly people and
children at the same time.

Brief description of accomplishments

From its inception in 1974 to the end of 1996, the Community
Facilities program has made 535 loans and guarantees worth $547
million facilities that directly benefit seniors. In 1996, the Commu-
nity Facilities program invested $44.4 million—17 percent of its
total funding for the year—to either build or make improvements
to 32 senior facilities. In 1995, the program invested $32.4 mil-
lion—14 percent of its funding—in 27 seniors facilities. In addition,
the program invested heavily in hospitals, clinics, and emergency
services, which benefit people in every generation.



ITEM 2—DEPARTMENT OF COMMERCE

ORGANIZATION OF THIS REPORT

This report provides short descriptions and listings of products
that contain demographic and socioeconomic information on the el-
derly population, 65 years of age and older, here and abroad. All
of the items included in this report were released by the Census
Bureau during calendar years 1995 and 1996.

The items mentioned are available to the public in a variety of
formats including print, electronic databases, microcomputer disk-
ettes, and CD-ROM. Many of these products can also be found on
the Intent at the Census Bureau’s web site (http://www.census.gov).

1. Population, Housing, and International Reports.—Three of the
Census Bureau’s major reports series (Current Population Reports,
Current Housing Reports, International Population Reports) are im-
portant sources of demographic information on a wide variety of
population-related topics. This includes information on the United
States’ elderly population, ranging from their numbers in the total
population, to their income, health insurance coverage, need for as-
sistance with daily living tasks, and housing situation. Addition-
ally, data on elderly around the world, including such facts as the
decreasing age of death among Russian adults, are also found in
this series of reports.

Much of the data used in Current Population Reports are derived
from the Current Population Survey (CPS) and the Survey of In-
come and Program Participation (SIPP). The Current Housing Re-
port series presents housing data primarily from the American
Housing Survey, a biennial national survey of approximately
55,000 housing units. The International Population Report series
includes demographic and socioeconomic data reported by various
national statistical offices, such as the National Institute on Aging
(NTA), agencies of the United Nations (UN), and the Organization
for Economic Cooperation and Development.

Additionally, the Census Bureau’s population projection program
and Special Studies Report series also contained information about
the future estimated size of the elderly population and information
pertaining to statistical methods, concepts, and specialized data.

2. Decennial Products.—A large number of printed reports, com-
puter tape files, CD-ROMs, and summary tape files are produced
every ten years after each decennial census. Included in this is in-
formation (total numbers and characteristics) on people 65 years of
age and older.

3. Database on Aging/National Institute on Aging Products.—
This database provides a summary of analytical studies and other
ongoing international aging projects. Reports are based on compila-
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tions of data obtained from individual country statistical offices,
various international organizations, and estimates and projections
prepared at the Census Bureau. This work is funded by the NIA.

4. Federal Interagency Forum on Aging-Related Statistics Sum-
mary.—The Forum, for which the Census Bureau is one of the lead
agencies, encourages cooperation, analysis, and dissemination of
data pertaining to the older population. A summary of the activi-
ties of the Forum lists a number of aging-related statistics.

5. Other Products

I. POPULATION, HOUSING, AND INTERNATIONAL REPORTS

PopuLATION

Series P-20 (Population Characteristics):

Regularly recurring reports in this series contain data from the CPS on
geographical mobility, fertility, school enrollment, educational attain-
ment, marital status and living arrangements, households and fami-
lies, the Black and Asian and Pacific Islander populations, persons of
Hispanic origin, voter registration and participation, and various other
topics for the general population as well as the elderly population 65
years of age and older.

The Black Population in the United States; March 1994 and 1993 ........... 480
Geographical Mobility: March 1992 to March 1993 ...........ccccveennenn. . 481
Household and Family Characteristics: March 1994 ....... . 483
Marital Status and Living Arrangements: March 1994 . 484
Geographical Mobility: March 1993 to March 1994 .. 485
The Foreign-Born Population: 1994 ...........cc.cccee...... 486
Household and Family Characteristics: March 1995 ............. 488
Educational Attainment in the United States: March 1995 . 489

Marital Status and Living Arrangements: March 1995 ..........ccccoecvvenenne. 491
Series P-23 (Special Studies):
Information pertaining to methods, concepts, or specialized data is fur-
nished in these publications. The reports in this series contain data
on mobility rates, home ownership rates, and Hispanic population for
the general population and the older population. The report Sixty-Five
Plus in the United States focuses on analyses of demographic, social,
and economic trends among the older population. It is a revision of a
1993 report. It expands the use of 1990 census data, incorporates up-
dated national and state population projections, and utilizes new sur-
vey data and analytical findings from Federal agencies and numerous
researchers in the aging studies field.
How We're Changing: Demographic State of the Nation; 1995 .................. 188
Population Profile of the United States: 1995 .......ccccoeevvvvveveeennns . 189
Sixty-Five Plus in the United States ........ccccccceevvieerciieenciieeennen. . 190
How We're Changing: Demographic State of the Nation: 1996 .................. 191
Series P-25 (Population Estimates and Projections):
This series includes monthly estimates of the total U.S. population; an-
nual midyear estimates of the U.S. population by age, sex, race, and
Hispanic origin; state estimates by age and sex; and projections for the
United States and states. This series also includes estimates of hous-
ing units and households for states.

National and State Population Estimates: 1990 to 1994 ...........ccccuevenneene. 1127
Projections of the Number of Households and Families in the United

States: 1995 10 2010 ....ooovieiiiiiiieiieeieeee ettt 1129
Population Projections of the United States by Age, Sex, Race, and His-

panic Origin 1995 t0 2050 .....cc.eceeciieeeeiieeeciieeeeee et rve e e e e 1130
Population Projections for States by Age, Sex, Race, and Hispanic Ori-

GiN: 1995 £0 2025 ..ooiieniiiieieeieeeee et 1131

Series PPL (Population Paper Listings):
This series of reports contains estimates of population and projections of
the population by age, sex, race, and origin. Other topics appear as
well, some of which address issues related to aging.
Hispanic Tabulations from the Current Population Survey: March 1994 26
The Foreign-Born Population: 1994 .........c.ccccccviiieiiiiiniiieeieeeceee e 31
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The Asian and Pacific Islander Population: March 1994 ............................ 32
Child Care Costs and Arrangements: Fall 1993 ........ccccccovvvvviviiiiieeeecieeene 34
U.S. Population Estimates by Age, Sex, Race, and Hispanic origin: 1990

B0 1995 .ottt ettt et et e st e eneeteeneesennes 41
Population of States by Broad Age Group and Sex: 1990 and 1995 . . 44
The Black Population in the United States: March 1995 .................. . 45
Household and Family Characteristics: March 1995 ........ccccccoeviienienienen. 46
Population Projections for States by Age, Sex, Race, and Hispanic Ori-

N2 1995 £0 2025 ...oiviiiieeieieeteeeec ettt 47
Educational Attainment in the United States: March 1995 . . 48
Marital Status and Living Arrangements: March 1995 ..........ccccecvvenneen. 52

Technical Working Paper Series:
This series contains papers of a technical nature that have been written

by staff of the Population Division of the Census Bureau. Topics cov-

ered are varied. Evaluation of population projections, estimates and

1990 census results, examination of immigration issues, race and eth-

nic considerations, and fertility patterns are some of those topics.

“Estimation of the Annual Emigration of U.S. Born Persons by Using

Foreign Censuses and Selected Administrative Data: Circa 1980,” Ed-

ward W. Fernandez ...........cocoooieiiiiniiiiieieciee et 10
“Fertility of American Men,” Amara Bachu .........cccccoeevivvviiienciiiicieeee, 14

“Comparisons of Selected Social and Economic Characteristics Between
Asians, Hawaiians, Pacific Islanders, and American Indians (Including
Alaskan Natives),” Edward W. Fernandez ............ccccceevevviievieeencnneeennnenn. 15

Series SB/CENTER (Statistical Briefs):

These are succinct reports that are issued occasionally and provide time-
ly data on specific issues of public policy. Presented in narrative style
with charts, the reports summarize data from economic and demo-
graphic censuses and surveys. In December 1996, the Statistical Brief
series format was revised and became known as Census Briefs.

Sixty-Five Plus in United States ........ccccccceerviiiiiriiiieiiiecciee e 95-8
How Much We Earn—Factors That Make a Difference .. 95-17
Women in the United States: A Profile .........ccccoceeeviiiiiiiiiiiiiiieeceeeeieees 195-19

Health Insurance Coverage—Who Had a Lapse Between 1991 and 1993? 95-21
The Nation’s Asian and Pacific Islander Population—1994 95-24
The Nation’s Hispanic Population—1994 ............c.ccecvvennenee. .. 95-25

What We’re Worth—Asset Ownership of Households: 1993 95-26
Getting a Helping Hand—Long-Term Participants in Assistance Pro-

BTATIIS ..eeiuiieeeiteeeaiteeestteeeaitteeeaabeeeeasteeeaasteesbtteesabbeeeaabeeeenbeeeesteeenabeeeeabeeanas 95-27
Warmer, Older, More Diverse ..........cccccveeeevveeennns .. 96-1
Election ’96—Counting the American Electorate ..........ccccocveveveciiiercveeennnenn. 96-2

Series PE (Population Electronic):
This series comprises microcomputer diskettes or computer tapes cover-

ing a variety of topics in the population field. The information on the

diskettes is, for the most part, available in printed format.

The Asian and Pacific Islander Population: March 1994 ............................ 25
Population Estimates for States, Counties, MCDs and Incorporated

Places: April 1, 1990 to July 1, 1994 .....ccccoviiiiiiieiiieeieeeeee e 28
Estimates of the Population of States by Age, Sex, Race, and Hispanic

Origin: 1990 t0 1992 ....ociiiiieieeeeee ettt 29
Estimates of the Population of Counties by Age, Sex, and Hispanic Ori-

in: 1990 £0 1992 ..ot 30
The Foreign-Born Population: March 1994 ..........cccccoeoiiiiviiiiicieeeieeee, 32
Estimates of Population for Counties and Components of Change: 1990

B0 1995 .ottt ettt e ae ettt eas 34
National Population Projections by Age, Sex, Race, and Hispanic Origin:

1995 £0 2050 ...eieeeieiiitieiereeere ettt ettt sae et eeeneenreene 37
Population Estimates of States by Single Years of Age and Sex for

States: 1990 t0 1995 ..ottt 38
Population Estimates of States by Selected Age Groups and Sex: 1970

Lo T TSRS 39
Population Estimates of States by Single Years of Age and Sex: 1980 to

1989 ettt b e e te et te e e teeneeteernerenns 0
Projections of the Number of Households and Families: 1995 to 2010 ...... 44
Educational Attainment: March 1995 ........ccccocovieriiininiieniniieneeeeeeene 46

Estimates of the Population of States by Age, Sex, Race, and Hispanic
Origin: 1990—1994 ......ccccoeviiiiiririiiiicietetresete ettt 47
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Estimates of the Population of Counties by Age, Sex, Race, and Hispanic

Origin: 19901994 .......cociiiiiiiiiiieeieeeereet ettt ettt
Series P-60 (Consumer Income):

This series of reports presents data on the income, poverty, and health
iSnsurance status of households, families, and people in the United

tates.

Income, Poverty, and Valuation of Noncash Benefits: 1994 .......................

Health Insurance Coverage: 1994 .........cccccoviieviiiiieniieenieee.

A Brief Look at Postwar U.S. Income Inequality

Money Income in the United States: 1995 ..........

Poverty in the United States: 1995 ............ .

Health Insurance Coverage: 1995 ........ccccoiiiiiiiiniieniienieeeeee e

Series P-70 (Household Economic Studies):

These data are from the SIPP, a national survey conducted by the Cen-
sus Bureau. Its principal purpose is to provide better estimates of the
economic situation of families and individuals. These reports include
data on the elderly population 65 years of age and older.

Dynamics of Economic Well-Being: Health Insurance, 1991 to 1993 .........

The Effect of Health Insurance Coverage on Doctor and Hospital Visits:
1990 £0 1992 ..ottt sttt

Dynamics of Economic Well-Being: Poverty: 1991 to 1993 ........ccccceceeuennen.

Dynamics of Economic Well-Being: Program Participation, 1991 to 1993

Household Economic Studies, Asset Ownership of Households, 1993 .......

Dynamics of Economic Well-Being: Income, 1991 to 1992 .

Beyond Poverty, Extended Measures of Well- -Being, 1992

Health Insurance, 1992 to 1993. Who Loses Coverage and for How Long‘?

Poverty, 1992-1993. Who Stays Poor? Who Doesn’t? .......ccccocevveeveveeniennen.

Dynamics of Economic Well-Being: Labor Force, 1992 to 1993 ...

Program Participation, 1992-1993. Who Gets Assistance? .......... .

Americans with Disabilities: 1994-1995 ........ccccovveriineniienenienieneeneseeeees

1Revised.

HousIiNnG

Series H121 (Housing Characteristics):

These reports present data from the American Housing Survey. Some
characteristics shown in these reports include socioeconomic status of
household, physical condition of the housing unit, and affordability of
housing in relation to income.

Current Housing Report: American Housing Survey, A Quality Profile ...

Current Housing Reports: Our Nation’s Housing in 1993 .........ccccceeueeenne

Series H-150 (Housing Vacancy):

This book presents data on apartments; single-family homes; vacant
housing units; age, sex, and race of householders; income; housing and
neighborhood quality; housing costs; equipment and fuels; and size of
housing units. The book also presents data on home-owner’s repairs
and mortgages, rent control, rent subsidies, previous unit of recent
mover, and reasons for moving. A wall chart accompanies this product.

American Housing Survey of the United States in 1993 ..........cccceeciveriene

Series H-151 (Supplements to the American Housing Survey):

This series provides additional information on occupied housing units.
Family type, household and financial characteristics, and housing
quality is included. Demographic information is available, including a
separate discussion and data on the elderly.

Supplement to the American Housing Survey for the United States in
1998 ettt b ettt ettt e s e saeeteeae

American Housing Survey: Components of Inventory Change: 1980 to
1991, United States and Regions .........cccceeeeveiieciiieeciiee e

Series H-170 (American Housing Survey, Selected Metro Areas):

This book presents data for selected metropolitan statistical areas for
the same characteristics shown above in Series H-150. Eleven metro
areas per year are produced on a 4-year rotation for a total of 44
metro areas.

American Housing Survey for Selected Metropolitan Statistical Areas,
TO94 ettt b e st e bt e e b e e bee et e e teeebeentaeenne

48

189
190
191
193
194
195

43

44
45
46
47
49
150
54
55
57
58
61

95-1

93

93
91-2
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INTERNATIONAL

Series P-95 (International Population Reports):
The reports in this series contain demographic and socioeconomic data
on the older population as estimated or projected by the Census Bu-
reau or published by various statistical offices, several agencies of the
UN, and the Organization for Economic Cooperation and Develop-
ment. Older Workers, Retirement and Pensions: A Comparative Inter-
national Chart Book provides an overview of underlying demographic
and socioeconomic trends as it relates to the elderly. Graphical presen-
tations of comparable statistics on the status of the world’s older popu-
lation are also included. This work is supported by the Office of the
Demography on Aging, NIA.
Older Workers, Retirement and Pensions: A Comparative International
Chart BOOK .....cooiuiiiiiiiieie ettt sttt 95-2
Series PPT/IB (International Briefs):
This series of summaries covers a variety of topics, some of which relate
to aging. Many of the reports present basic demographic data on a
number of countries. The series is now known as International Briefs.
Population Trends: Tanzania 1995 (PPT) .....cccoceeeoiiiieciieecieeeeree e 92-10
Population Trends: Philippines 1996 (PPT) ... .
Old Age Security Reform in China ............ .
Population Trends: Ghana 1996 ..........cccccceveeuveeennnen .. 96-1
World Population at a Glance: 1996 and Beyond ..........c.cccccveveeiveencnveennns 96-3
Series WP (World Profiles):
This series provides comprehensive demographic information for all
countries and regions of the world. The information is maintained in
a database and 1s regularly updated. In addition, each edition of the
iqeries focuses on a specific topic of interest related to the world’s popu-
ation.
World Population Profile: 1996 ..........coccooiiiiiiiiiiniiiieeieeteeieee e 96
Series WID (Women in Development):
This new series contains information on the world’s women, including el-
derly women. Demographic, educational, employment, and political
participation data are included.
Women in Poland .........ccooeiiiiiiiiiiiiice e 5
Series SP (Staff Papers):
A variety of economic and demographic studies are included in this se-
ries of papers, some of which concern issues related to the elderly pop-
ulation.
Pension Reform in china: Implications for Labor Markets ........ccccccceeuenee. 83
2 Revised.

II. DECENNIAL PRODUCTS

1. Printed Reports

Series CPH-L (Population and Housing Data):
These listings give statistics for states, counties, and places, some of
which contain information on the elderly population.
Social and Economic Characteristics of Selected Language Groups for
U.S. and States: 1990 .......cccociviiiiiiiiiiiiiiicieee e 194
Series CP:
This report presents social, economic, and housing census data on the
Black population. It shows data on age in nine categories, each cat-
egory cross-classified by social, economic and housing data.
Characteristics of the Black Population ............cccccoeviiiiiiiiiiniiniiiniecieeen, 3-6
Series CH:
This report presents statistical summaries of data on residences from
the Residential Finance Survey conducted in 1991 as part of the 1990
census. The report covers owner characteristics, one of which is age.
Residential FINance ........cccooeeieiiiieiiiiniiencereeeeeeeeecee e 4-1
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2. Computer Tape Files/ CD-ROM

Series SSTF (Subject Summary Tape Files):
This CD-ROM contains sample data from the 1990 Census of Population
and Housing on the older population. The file contains statistics on
persons 60 years of age and older and on families with a householder
60 years of age and older.
The Older Population of the United States .........ccccocvvvviiereeecieenieeieeeieenne. 19
The compact disks contain sample data from the 1990 Census of Popu-
lation and Housing on the Black population of the United States.
There are cross-classifications by sex and detailed age groups.

Characteristics of the Black Population of the United States .................... 21
III. DATABASE ON AGING/NATIONAL INSTITUTE ON AGING
PRODUCTS

The following papers are based on information contained in the
Database on Aging and other related holdings. This work is carried
out with the support of the NIA. The statistics shown in the wall
chart are intended to highlight the present and future worldwide
dimensions of aging and portray the diversity among nations.

“Aging Trends: Turkey,” Journal of Cross-Cultural Gerontology,
Kevin Kinsella, ed. 1995. “Demographic Imperative,” Kevin
Kinsella, Cancer Control, Vol. 2, No. 2, supplement, 1995.

“Aging and the Family: Present and Future Demographic Issues,”
Kevin Kinsella. In Handbook on Aging and the Family, Rose-
mary Blieszner and Victoria Hilkevitch Bedford, eds. Green-
wood Press, 1995.

Global Aging Into the 21st Century [Wall Chart], U.S. Bureau of
the Census, 1996.

“Demographic Aspects,” Kevin Kinsella. In Epidemiology in Old
Age, Shah Ebrahim and Alex Kalache, eds, British Medical
Journal Publishing Group, 1996.

IV. THE FEDERAL INTERAGENCY FORUM ON AGING-
RELATED STATISTICS SUMMARY

The Census Bureau is one of the lead agencies in the Federal
Interagency Forum on Aging-Related Statistics, a first-of-its-kind
effort. The Forum encourages cooperaton among Federal agencies
in the development, collection, analysis, and dissemination of data
pertaining to the older population. Through cooperation and coordi-
nated approaches, the Forum extends the use of limited resources
among agencies through joint problem solving, identification of
data gaps, and improvement of the statistical information bases on
the older population, which are used to set the priorities of the
work of individual agencies. The work of the Forum is guided by
the Office of Demography at the NIA, the Population Projections
and Aging Studies Branches at the Census Bureau, and the Office
of the Coordinator of Data on Aging, National Center for Health
Statistics. Senior subject-matter specialists from the agencies are
also involved in the activities of the Forum.

The Forum goals include widening access to information on the
older population, promoting communication between data produc-
ers and public policymakers, coordinating the development and use
of statistical databases among relevant Federal agencies, identify-
ing information gaps/data inconsistencies, and evaluating data
quality. The work of the Forum facilitates the exchange of informa-
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tion about needs at the time new data are being developed or
changes are being made in existing data systems. It also promotes
communication between data producers and policymakers.

As part of the Forum’s work to improve access to data on the
older population, the Census Bureau publishes a newsletter, Data
Base News in Aging, which includes recent developments in data-
bases of interest to researchers and others in the field of aging.
Much of the information comes from Government-sponsored sur-
veys and products. All Federal agencies are invited to contribute to
the newsletter.

The Census Bureau released Federal Forum Report 1991-93
(May 1995). It reviews the activities of the Forum and its member
agencies during 1991-1993. Various sections of the report summa-
rize Forum work and accomplishments, cooperative efforts of mem-
bers, publications by member agencies, and activities planned for
the near future. An interagency telephone contact list of specialists
on subjects related to aging is also included. During the 1991-1993
time period, the Forum oversaw activities of three working groups
formed to address technical issues related to the elderly and dis-
ability, rural residence, and minority status. The working groups
were composed of area-specific experts in the Federal Government
who regularly sought advice from experts outside the Federal serv-
ice. Four policy-related areas focused on were: health, retirement,
population projections, and database development.

V. OTHER PRODUCTS

American Housing Survey

Computer data tapes and CD-ROM are available for the 1995
and 1996 survey efforts. The survey is designed to provide informa-
tion on the housing situation in the United States. Information is
available by age.

CPS and SIPP Surveys
Data for both surveys are available in electronic media.

Statistical Abstract of the United States: 1995 and 1996

As the national data book, this annual product contains an enor-
mous collection of statistics on social and economic conditions in
the United States. Selected international data are also included.
The Abstract appears in both print and CD-ROM versions.

International Database

The International Database is a computerized data bank contain-
ing statistical tables of demographic and socioeconomic data for all
countries of the world. Most of the data are obtained from censuses
and surveys or from administrative records and are regularly up-
dated. Selected information from the Database is highlighted in the
International Briefs series of reports. In addition, Series WP re-
ports, World Population Profiles, provide detailed data, which are
taken from the Database.



ITEM 3—DEPARTMENT OF DEFENSE

The Department of Defense has several ongoing initiatives in
support of older Americans. They are detailed below.

ELDERCARE SUPPORT

The Department’s Family Centers reports that there is an in-
creasing demand for information about eldercare. The Centers pro-
viding information workshops on eldercare issues describe them as
well-attended and very useful. In addition to workshops and semi-
nars on eldercare, the Centers access the national 1-800 eldercare
locator to assist family members with eldercare support services in
other parts of the country. The Centers also have a number of use-
ful pamphlets and handouts on eldercare that they provide to mili-
tary family members seeking assistance for a particular eldercare
issue.

The Family Centers often work with the local Retired Affairs Of-
fices across the country in sponsoring Retired Affairs Seminars
that draw thousands of military retirees and their families. For
these seminars, the staff brings in experts to discuss eldercare top-
ics such as long-term care insurance, respite care, medical informa-
tion, Social Security benefits, and eldercare legal issues. These
seminars are an important vehicle to update the military retiree
community on current eldercare issues.

The Department of Defense recognizes that eldercare is a grow-
ing issue for military personnel and their family members and will
continue to be responsive to the needs of the active duty and re-
tired community in this regard.

HeEALTH CARE

The Department of Defense has nearly completed implementa-
tion of TRICARE, its new, regionally managed care program for
members of the uniformed services and their families and survivors
and retired members and their families. Retirees and their families
are finding that this new program has increased their access to
high-quality health care.

TRICARE gives beneficiaries three choices for their health care
delivery: TRICARE Standard, TRICARE Extra, and TRICARE
Prime. All active-duty members will be enrolled in TRICARE
Prime. Those CHAMPUS-eligible beneficiaries who elect not to en-
roll in TRICARE Prime and Medicare-eligible DoD beneficiaries
will remain eligible for care in military medical facilities on a
space-available basis. The three options are described below:

TRICARE Standard—This option is the same as the stand-
ard CHAMPUS program.

TRICARE Extra—In the TRICARE Extra program, when a
CHAMPUS-eligible beneficiary uses a preferred network pro-
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vider, he or she receives an out-of-pocket discount and usually
does not have to file any claim forms. CHAMPUS beneficiaries
do not enroll in TRICARE Extra but may participate in Extra
on a case-by-case basis just by using the network providers.

TRICARE Prime—This voluntary enrollment option offers
patients the advantage of managed health care, such as pri-
mary care management, assistance in making specialty ap-
pointments, and having someone else to do their claims filing.
The Prime option offers the scope of coverage available today
under CHAMPUS, plus additional preventive and primary care
service. For Prime enrollees, the new cost-sharing provisions
do away with the usual standard CHAMPUS cost sharing. Of
particular note, families of active duty personnel will have no
enrollment fees. CHAMPUS-eligible retirees who enroll in
Prime will pay an enrollment fee but will pay only $11 per day
for civilian inpatient care in comparison to the $360 per day
plus 25 percent of professional fees charge faced by those retir-
ees who use TRICARE Standard. For Prime enrollees, there
will be copayments for care received from civilian providers.
These copayments are significantly less than for the other two
options. Enrollees in TRICARE Prime obtain most of their care
within the integrated military and civilian network of
TRICARE providers. Additionally, under a new point of service
option, Prime enrollees may retain freedom of choice to use
non-network providers, but at significantly higher cost sharing
than in TRICARE Standard.

Military beneficiaries over the age of 65 have traditionally relied
on a combination of health care entitlements, including (1) an
earned entitlement to Medicare, (2) space-available access to mili-
tary hospitals, and (3) other benefits gained through non-military
employment. With the post-Cold War drawdown in the military,
space in military facilities is less available. The Department of De-
fense is seeking ways to enhance its services to its over-65 bene-
ficiaries; one approach will be tested in a three-year demonstration
program authorized in the Balanced Budget Act of 1997. The De-
partment will enroll military Medicare-eligible beneficiaries in
“TRICARE Senior Prime” and receive capitated payments from the
Medicare Trust Fund. The demonstration will be conducted at six
sites and includes a requirement for Defense to maintain its budg-
eted level of effort for Medicare beneficiaries prior to receiving pay-
ments from Medicare. An additional component of the demonstra-
tion, Medicare Partners, will enable the Department to receive re-
imbursement from Medicare+Choice plans for inpatient and spe-
ciality services it renders to their military enrollees.



ITEM 4—DEPARTMENT OF DEFENSE

POSTSECONDARY EDUCATION

The Office of Postsecondary Education administers programs de-
signed to encourage participation in higher education by providing
support services and financial assistance to students.

In fiscal year 1997, an estimated $43 billion was made available
to students through the student financial assistance programs au-
thorized by Title IV of the Higher Education Act of 1965, as
amended (HEA). There are no age restrictions for participation in
the Title IV programs. For example, the Pell Grant Program, our
largest grant program, made an estimated 3.6 million awards in
award year 1995-1996 (the most recent year for which this infor-
mation is available). Approximately 6.2 percent of the awardees
were over age 40.

The Federal TRIO programs fund postsecondary education out-
reach and student support services that encourage individuals from
disadvantaged backgrounds to enter and complete college. Because
age is not an eligibility criterion under most of these programs,
data on the age of participants are not available.

In addition to these programs, the Office of Postsecondary Edu-
cation’s Fund for the Improvement of Postsecondary Education
(FIPSE) supports innovative projects, which include some projects
designed to meet the needs of older Americans. In fiscal year 1997,
FIPSE funded a Dissemination Project entitled Enhanced
Intergenerational Learning at Eckerd College in St. Petersburg,
Florida. In 1984 Eckard College initiated a program that drew on
the experience and wisdom of high-achieving retired men and
women who would serve as “Living Library Resources” to supple-
ment other educational resources available to professors and stu-
dents. Periodic evaluations by faculty and students attest to the
educational value of this program, and today an Academy of Senior
Professionals at Eckard College includes some 200 high achieving
individuals who offer their knowledge, perspectives, and experi-
ences to enhance the learning experience. FIPSE is supporting
Eckerd College to serve as mentor to six adapter institutions
throughout the country to determine if this program can be rep-
licated on other campuses.

Because jobs in today’s workplace require an increasingly higher
level of knowledge and skill, it is essential that all Americans have
the opportunity for further education. The Administration is in-
cluding two initiatives in its proposal to reauthorize the HEA that
would encourage and assist working Americans improve their
wages through lifelong learning.

(1) Learning Anytime Anyplace Partnerships: This program
has been designed to encourage and enable working Americans
to increase their levels of knowledge and skills by taking ad-
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vantage of the increasing opportunities for distance education.
It calls for a more innovative and comprehensive approach to
lifelong learning by supporting regional or national partner-
ships among education institutions, state and local govern-
ments, community agencies, software and other technology de-
velopers, learning assessment specialists, and private industry
to expand non-traditional learning opportunities.

(2) College Awareness Program: This program has been de-
signed to provide better information on preparing for college
and on the sources of financial aid to middle and high school
students, and to adults who want to continue learning over
their lifetimes. In addition to serving middle and junior high
school students, their parents, teachers, and school counselors,
this program would also address the interests of the increasing
number of adults of all ages who want to go back to college.

ADULT EDUCATION

In the past, the education of persons 60 years of age and older
may not have been considered an educational priority in the United
States. The 1990’s may well be considered the decade of growth in
educational gerontology. Demographics have tended to make this
development inevitable. A recent study entitled, Profiles of the
Adult Education Target Population—Information from the 1990
Census, prepared by the Center for Research in Education, Re-
search Triangle Institute, indicates that more than 44 million
adults, or nearly 27 percent of the adult population of the United
States, have not completed a high school diploma or its equivalent.
These individuals make up the adult education target population.
Of the 44 million adults in the target population, more than 18 mil-
lion or 41 percent are 60 or more years old. Over 53 percent of the
adults age 60 and over in the target population have completed
fewer than 8 years of schooling. The high rate of under-education
indicates a need for emphasizing effective basic skills and coping
strategies in programs for older adults.

The U.S. Department of Education is authorized under the Adult
Education Act (AEA), Public Law 100-297, as amended by the Na-
tional Literacy Act of 1991, (Public Law 102-73), to provide funds
to the State and outlying areas for educational programs and relat-
ed supporting services benefiting all segments of the eligible adult
population. The central program established by the AEA is the
State-administered Basic Grant Program. The AEA has also pro-
vided funds for programs of workplace and English Literacy. In ad-
dition, the 1991 amendments established four new programs:

State Literacy Resource Centers; National Workforce Lit-
eracy Strategies; Functional Literacy for State and Local Pris-
oners; and Life Skills Training for State and Local Prisoners.

The above-mentioned programs are administered by the Office of
Vocational and Adult Education.

In addition, amendments to the AEA State-administered Basic
Grant Program include, in part:

The authorization for competitive 2-year “Gateway Grants”
by States to public housing authorities for literacy programs
for housing residents.
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A requirement for States to develop a system of indicators of
program quality to be used to judge the quality of State and
local programs.

An increase in the State set-aside under Section 353 for in-
novative demonstration projects and teacher training from 10
to 15 percent, with two-thirds of that amount to be used for
training of professional teachers, volunteers, and administra-
tors.

A requirement in allocating Federal funds to local programs,
that each State consider: past program effectiveness (especially
with respect to recruitment retention and learning gains of
program participants), the degree of coordination with other
community literacy and social services, and the commitment to
serving those most in need of literacy services.

A requirement that each State educational agency receiving
financial assistance under this program provide assurance that
local educational agencies, public or private nonprofit agencies,
community-based organizations, correctional education agen-
cies, postsecondary education institutions, institutions which
serve educationally disadvantaged adults and any other insti-
tution that has the ability to provide literacy services to adults
and families will be provided direct and equitable access to all
Federal funds provided under this program.

A requirement that States evaluate 20 percent of grant re-
cipients each year.

Generally, the purpose of the AEA is to encourage the establish-
ment of programs for adults lacking literacy skills who are 16 years
of age and older or who are beyond the age of compulsory school
attendance under State law. These programs will:

(1) Enable adults to acquire the basic educational skills nec-
essary for literate functioning;

(2) Provide sufficient basic education to enable these adults
to benefit from job training and retraining and to obtain pro-
ductive employment; and

(3) Enable adults to continue their education to at least high
school completion.

In Program Year 1992-93, 3.9 million adult learners were served
through the AEA program nationwide. Of these learners, 597,543
were 45 years of age or older.

Many of the emerging workforce participants, including a large
number of older adults, lack the basic literacy skills necessary to
meet the increased demands of rapid change and new technology.
Thus, employers will have to make training and retraining a prior-
ity in order to upgrade the labor force.

The adult education program addresses the needs of older adults
by emphasizing functional competency and grade level progression,
from the lowest literacy level, to providing English as a second lan-
guage instruction, through attaining the General Education Devel-
opmental Certificate. States operate special projects to expand pro-
grams and services for older persons through individualized in-
struction, use of print and audio-visual media, home-based instruc-
tion, and curricula relating basic educational skills to coping with
daily problems in maintaining health, managing money, using com-
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munity resources, understanding government, and participating in
civic activities.

Equally significant is the expanding delivery system, increased
public awareness, as well as clearinghouses and satellite centers
designed to overcome barriers to participation. Where needed, sup-
portive services such as transportation are provided as are out-
reach activities adapting programs to the life situations and experi-
ences of older persons. Individual learning preferences are recog-
nized and assisted through the provision of information, guidance
and study materials. To reach more people in the targeted age
range, adult education programs often operate in conjunction with
senior citizens centers, nutrition programs, nursing homes, and re-
tirement and day care centers.

Increased cooperation and collaboration among organizations, in-
stitutions and community groups are encouraged at the national,
State and local levels. In addition, sharing of resources and serv-
ices can help meet the literacy needs for older Americans.

U.S. DEPARTMENT OF EDUCATION

ENFORCEMENT OF THE AGE DISCRIMINATION ACT OF 1975

I. STATUS OF THE DEPARTMENT OF EDUCATION’S IMPLEMENTING
REGULATION

The Department of Education’s final regulation implementing the
Age Discrimination Act of 1975 was published on July 27, 1993.
The effective date of implementation was August 26, 1993.

The Department’s regulation prohibiting age discrimination ap-
plies to all elementary and secondary schools, colleges and univer-
sities, public libraries, and vocational rehabilitation services. It cov-
ers age discrimination at these institutions except age discrimina-
tion in employment.

The regulation describes the standards for determining age dis-
crimination; the responsibilities of recipients; and procedures for
enforcing the statute and regulation

II. AGE DISCRIMINATION ACT IMPLEMENTATION

The Department of Education’s (ED) Office for Civil Rights
(OCR) is responsible for enforcement of the Age Discrimination Act
of 1975 (the Age Act), as it relates to discrimination on the basis
of age in federally funded education programs or activities. The
Age Act applies to discrimination at all age levels. The Age Act
contains certain exceptions that permit, under limited cir-
cumstances, continued use of age distinctions or factors other than
age that may have a disproportionate effect on the basis of age.

The Age Act excludes from its coverage most employment prac-
tices, except in federally funded public service employment pro-
grams under the Job Training Partnership Act (formerly the Com-
prehensive Employment and Training Act of 1974). The Equal Em-
ployment Opportunity Commission (EEOC) has jurisdiction under
the Age Discrimination in Employment Act of 1967 to investigate
complaints of employment discrimination on the basis of age. OCR
generally refers employment complaints alleging age discrimination
to the appropriate EEOC regional office. However, the EEOC does
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not have jurisdiction over cases alleging age discrimination against
persons under 40 years of age. Rather than referring such a case
to the EEOC, OCR would close the complaint and inform the com-
plainant that neither OCR nor the EEOC has jurisdiction over the
complaint.

The Department of Health and Human Services (HHS) has pub-
lished a general government-wide regulation on age discrimination.
Each agency that provides Federal financial assistance must pub-
lish a final agency-specific regulation. On July 27, 1993, ED pub-
kisheg in the Federal Register its final regulation implementing the

ge Act.

Under ED’s final regulation, OCR forwards complaints alleging
age discrimination to the Federal Mediation and Conciliation Serv-
ice (FMCS) for attempted resolution through mediation. FMCS has
60 days after a complaint is filed with OCR in which to mediate
the age-only complaints or the age portion of multiple-based com-
plaints. ED’s regulation provides that mediation ends if: (1) 60 days
elapse from the time the complaint is received; (2) prior to the end
of the 60-day period, an agreement is reached; or (3) prior to the
end of the 60-day period, the mediator determines that agreement
cannot be reached.

If FMCS is successful in mediating an age-only complaint or the
age portion of a multiple-based complaint within 60 days, OCR
closes the case or the age portion of the complaint. If mediation is
unsuccessful, the mediator returns the unresolved complaint to ED
for further case processing.

OCR helps its working relationship with FMCS by designating
enforcement office contact persons who coordinate directly with
FMCS. OCR also accepts verbal or facsimile referrals from FMCS
after unsuccessful attempts at mediation, and may grant FMCS ex-
tensions of up to 10 days beyond the 60 day mediation period on
a case-by-case basis when mediated agreements appear to be forth-
coming.

The other statutes which OCR enforces are Title VI of the Civil
Rights Act of 1964, which prohibits discrimination on the basis of
race, color, and national origin; Title IX of the Education Amend-
ments of 1972, which prohibits discrimination on the basis of sex;
and Section 504 of the Rehabilitation Act of 1973 and Title II of
the Americans with Disabilities Act of 1990, which prohibit dis-
crimination on the basis of disability.

III. COMPLAINTS

(a) Receipts

OCR received 203 age complaints in FY 1997. Of these 55 were
age-only complaints and 148 were multiple bases complaints. As
shown on Table 1, 125 of the 203 receipts were processed in OCR
and 78 were referred to other Federal agencies for processing. The
most frequently cited issues in the FY 1997 age-only complaint re-
ceipts were “academic retention/dismissal,” “harassment,” and “re-
taliation.” These were also the most frequently cited issues con-
tained in multiple-based complaint receipts.

Table 1: Fiscal year 1997 age-based complaint receipts
Processed by OCR .....ooouiiiieiiiieeeeeee ettt e e e te e s are e s naae s ssbaeeenaeeenns 125
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Table 1: Fiscal year 1997 age-based complaint receipts—Continued

Processed by FIMICS ...ttt ettt ettt s 27
Processed by EEOC ........ccoooovvveiiveninns 42
Processed by Other Federal Agencies 9

TOtAl TECEIPES .vvriererieieiiieeeitee ettt etee e eerte ettt e e ete e e e te e e e areeessneeessraaenns 203

(b) Resolutions

During FY 1997, OCR resolved 210 age-based complaints, includ-
ing 62 age-only complaints and 148 multiple-based age complaints.
The resolution of the complaints are shown in Table 2.

Table 2: Fiscal year 1997 age-based complaint resolutions

Inappropriate for OCR Action . 146
OCR Facilitated Change .... . 17
No Change Required .......... . 47

Total TESOIULIONS ...ccviieeiieiieiiieiieeie ettt ettt et et eebeeseeeesbaesaneenne 210

Inappropriate for OCR action

Of the 210 complaint resolutions, 146 were resolved because they
were “Inappropriate for OCR Action.” These would include a reso-
lution achieved by (1) referral of a complaint to another federal
agency; (2) lack of jurisdiction over recipient or allegation contained
in a complaint; (3) complaint was not filed in a timely manner; (4)
complaint did not contain sufficient information necessary to pro-
ceed; (5) complaint contained similar allegations repeatedly deter-
mined by OCR to be factually or legally insubstantial or were ad-
dressed in a recently closed OCR complaint or compliance review;
(6) subject of a complaint was foreclosed by previous decisions by
federal courts, Secretary of Education, Civil Rights Reviewing Au-
thority, or OCR; (7) there was pending litigation raising the same
allegations contained in a complaint; (8) allegations were being in-
vestigated by another federal or state agency or through a recipi-
ent’s internal grievance procedures; (9) OCR treated complaint as
a compliance review; (10) allegation(s) was moot and there were no
class implications; (11) complaint could not be investigated because
of death of the complainant or injured party or their refusal to co-
operate; and (12) complaint was investigated by another agency
and the resolution met OCR standards.

OCR facilitated change

There were 17 complaints resolved because “OCR Facilitated
Change.” These would include a resolution achieved by (1) a recipi-
ent resolving the allegations contained in the complaint; (2) OCR
facilitating resolution between the recipient and complainant
through Early Complaint Resolution; (3) OCR negotiating a correc-
tive agreement resolving a complainant’s allegations; and (4) settle-
ment achieved after OCR issued a letter of findings.

No change required

In 47 complaints, there was “No Change Required.” These would
include a resolution achieved by (1) complainant withdrawing his
or her complaint without benefit to the complainant; (2) OCR deter-
mining insufficient factual basis in support of complainant’s allega-
tions; (3) OCR determining insufficient evidence to support a find-
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ing of a violation; and (4) OCR issuing a no violation letter of find-
ings.

OLDER AMERICANS IN THE 1992 NATIONAL ADULT LITERACY SURVEY

While for some the importance of literacy derives from the in-
creasing needs of business for literate workers, for others the im-
portance of literacy derives from the benefits of literacy skills in
the everyday life of adults. Older adults need literacy skills to live
independently, to manage their health care and personal finances,
and more generally, to function in society. Knowing the nature and
extent of the literacy problem in the United States today is an im-
portant early step in devising effective policies to ensure adequate
literl‘acy skills for every adult and to meet our Nation’s literacy
goal.

The Adult Education Amendments of 1988 required the U.S. De-
partment of Education to report to Congress on the definition of lit-
eracy and to estimate the extent of adult literacy in the nation. In
response, the National Center for Education Statistics (NCES) and
the Office of Vocational and Adult Education (OVAE) cooperated to
fund a statistical survey that would assess the literacy of the adult
population of the United States.

The 1992 National Adult Literacy Survey adopted this definition
of literacy: Using printed and written information to function in so-
ciety, to achieve one’s goals, and to develop one’s knowledge and po-
tential. This definition of literacy differed from previous definitions
in that it rejected such arbitrary standards as signing one’s name,
completing some number of years to school, or scoring above some
grade level on a test of reading achievement. Further, this defini-
tion went beyond simply decoding words, to include varied uses of
many forms of information.

The 1992 results are based on personal interviews with nearly
27,000 adults aged 16 and older—the oldest was 99 years old—con-
ducted in their homes using an area-based sample of households lo-
cated in 200 counties throughout the United States. The sample in-
cludes 1,100 inmates of federal and state prisons and 1,000 extra
residents in each of thirteen states that paid for sample supple-
ments (CA, FL, IL, IN, IA, LA, KY, NJ, NY, OH, PA, TX, and WA).
The survey design provides nationally representative results, and
for participating states, state-representative results. The literacy of
adults was assessed using simulations of three kinds of literacy
tasks adults would ordinarily encounter in daily life (prose literacy,
document literacy, and quantitative literacy). Besides completing
literacy tasks, participants answered questions about their demo-
graphic characteristics, educational backgrounds, reading practices,
labor market experiences, and more.

Results from the survey have so far been published in Adult Lit-
eracy in America, in Behind Prison Walls, and in Literacy of Older
Adults in America, each available from NCES. State-specific re-
ports are available from the thirteen state offices of adult literacy.
Further reports are planned in several areas: schooling and lit-
eracy; literacy in language minority communities; literacy in the
labor force; and reading habits, voting and literacy.

Results for older adults were briefly covered in the initial survey
report, and more extensively presented in a special report on lit-
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eracy among older adults. The report included chapters on the dis-
tribution of literacy skills among older adults, comparisons of older
adults with adults under 60 years old, economic issues, civic par-
ticipation, and literacy and patterns of mass media usage. The re-
sults of the survey provide a factual basis for policy decisions af-
fecting literacy programs designed for older adults or for adults
with limited literacy skills.

The results of the 1992 National Adult Literacy Survey indicate
that low levels of prose, document, and quantitative literacy are a
significant problem for a large portion of the older adult population
in the United States.

Seventy-one percent of adults age 60 and older, or approxi-
mately 29 million individuals nationwide, demonstrated lim-
ited prose skills, performing in the two lowest levels of prose
literacy defined in the survey. This is a larger proportion than
‘lche ill percent of adults under age 60 performing in two lowest
evels.

Slightly more than two-thirds, or 68 percent, of older adults
appeared to have difficulty finding and processing quantitative
information in printed materials. In population terms, this
means that an estimated 28 million persons age 60 and older
across the nation have limited quantitative literacy skills. This
is a larger proportion than the 42 percent of adults under age
60 performing in the two lowest levels.

The problem appears to be even more acute in the area of
document literacy, which is associated with activities such as
filling out forms, reading and following directions, and using
schedules. Four of every five older adults (80 percent) dem-
onstrated limited document literacy skills in the assessment,
performing in the two lowest proficiency levels defined. This is
a larger proportion than the 44 percent of adults under age 60
performing in the two lowest levels.

Notable differences in performance are also evident within
the older adult population. Those age 60 to 69 performed those
age 70 to 79, who in turn outperformed those age 80 and older.

Many older individuals with limited literacy skills do not
seem to behave that they have a problem. The percentage of
older Americans who said they perform various types of lit-
eracy activities “very well” was about the same as that of per-
sons under 60. In actuality, however, the average literacy pro-
ficiencies of older adults were much lower than those of young-
er persons.

Many older adults reported receiving help from family or
friends with literacy tasks such as filling out forms, writing
notes and letters, doing math, and processing written informa-
tion.

The cost of including older adults in the survey and preparing a
report on older adults came to about $870,000, or about 8 percent
of the federal share of the total costs of the survey.

NATIONAL INSTITUTE ON DISABILITY AND REHABILITATION
RESEARCH PROJECTS THAT RELATE TO AGING

The National Institute on Disability and Rehabilitation Research
(NIDRR) authorized by Title IT of the Rehabilitation Act, has spe-



40

cific responsibilities for promoting and coordinating research that
relates directly to the rehabilitation of disabled persons. Grants
and contracts are made to public and private agencies and organi-
zations, including institutions of higher education, Indian Tribes
and tribal organizations, for the purpose of planning and conduct-
ing research, demonstrations, and related activities which focus di-
rectly on the development of methods, procedures and devices
which assist in the provision of rehabilitation services.

The Institute is also responsible for facilitating the dissemination
of information concerning developments in rehabilitation proce-
dures, methods, and devices to rehabilitation professionals and to
disabled persons to assist them in leading more independent lives.

The Institute accomplishes its mission through the following pro-
grams:

Rehabilitation Research and Training Centers.

Rehabilitation Engineering and Research Centers.

Research and Demonstration Projects.

Field-Initiated Projects.

Dissemination and Utilization Projects.

Career Development Projects which include: Fellowships; Re-
search Training.

State Technology Assistance.

Small Business Innovative Research.

REHABILITATION RESEARCH AND TRAINING CENTERS

The primary goals of these centers are: (1) To conduct research
targeted toward the production of new knowledge which will im-
prove rehabilitation methodology and service delivery systems, alle-
viate or stabilize disabling conditions, and promote maximum so-
cial and economic independence; (2) To institute related teaching
and training programs to disseminate and promote the utilization
of research findings, thereby reducing the usual long intervening
delay between the discovery of new knowledge and its wide applica-
tion in practice.

The three major activities, research, training, and service, are ex-
pected to be mutually supportive. Specifically, this synergy calls for
research ideas to derive from service delivery problems, for re-
search findings to be disseminated via training, and for new profes-
sionals to be attracted to research and service via training.

1. Rehabilitation Research and Training Center on Aging with a
Disability, Rancho Los Amigos Medical Center, Downey, CA

This Center is a collaborative effort between the Rancho Los
Amigos Medical Center, the University of Southern California
School of Medicine and the Andrus Gerontology Center.

In ever-increasing numbers, people who acquired a disability in
an earlier part of life are now reaching an advanced age. As they
age, many people are developing new medical, functional, social,
and psychological problems. Little is known about the etiology, con-
sequences, or treatment of these problems. This RRTC investigates
several of these problems and conducts training to help reduce the
impact of these changes. Studies are under way that examine: (1)
the natural course of aging in people with postpolio, cerebral palsy,
rheumatoid arthritis, and stroke; (2) the physiological demands of
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mobility; (3) the benefit of training aging individuals in the use of
in-home personal assistants; (4) the feasibility of using residential
care facilities for older people who have a disability; (5) ways to
maintain employment through the use of job modification; and (6)
how federal and state policies need to change to facilitate access to
assistive devices as people age. The training programs focus on
medical, allied health, and social service personnel at all levels,
from student through practicing professional. The project provides
information to consumers through an extensive system of linkages
to consumer organizations and publication in consumer-oriented
periodicals.

2. Rehabilitation Research and Training Center on Aging With
Mental Retardation, The University of Illinois at Chicago, Uni-
versity of Illinois UAP, 1640 West Roosevelt Road, Chicago, IL

The Illinois University Affiliated Program in Developmental Dis-
abilities (UAP), University of Illinois at Chicago (UIC) has estab-
lished the Rehabilitation Research and Training Center on Aging
with Mental Retardation. This center will build on the strength
and continuity of the current RRTC on Aging and Developmental
Disabilities and bring to it the resources of a major university with
considerable commitment, applied research and clinical expertise in
the fields of mental retardation and aging. The RRTC will build on
the continuity of their collaboration over the last five years. The
RRTC has developed a greater understanding of aging and develop-
mental disabilities by capitalizing on large data bases, longitudinal
investigations, and multi-state sites.

Investigators from other universities in Minnesota, Ohio, Indi-
ana, Wisconsin, Kentucky, and Hawaii contribute strengths to the
RRTC in epidemiological and clinical research on age-related
changes, family future planning, self-determination, cultural diver-
sity, and public policy analysis. In addition, the RRTC has assem-
bled a network of national, state, and local organizations to ensure
that the RRTC programs are widely disseminated, have practical
applications, and will stimulate public policy change.

The research is applied and examines individuals’ lives in their
natural settings. It 1s focused on outcomes in the lives of older per-
sons with mental retardation. The main goal of the research is to
translate the knowledge gained into practice through broad-based
training; technical assistance; and dissemination to persons with
mental retardation, their families, service providers, administrators
and policy makers, advocacy groups, and the general community.

3. Rehabilitation Research and Training Center on Enhancing
Quality of Life of Stroke Survivors, Rehabilitation Institute Re-
search Corporation, 345 East Superior, Chicago, IL

The project is developing methods to prevent the occurrence and
minimize the consequences of comorbid medical conditions to stroke
patients during rehabilitation. It is evaluating methods of assess-
ing, classifying, monitoring, and predicting some of the clinical
functioning. It is evaluating the efficacy of procedures used to en-
hance social and community functioning, and studying the natural
history of impairment, disability, quality of life after stroke, and
the associations between each of those characteristics. The Center
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trains rehabilitation professionals in new approaches, innovations,
and the specialized principles and practices of rehabilitative care of
individuals with stroke. The RRTC also develops and studies the
effects of an ideal method or providing education to caregivers of
stroke patients, disseminates information of new developments in
the areas of stroke care and research to individuals with stroke
and their families. Ultimately, through all these methods, the
project enhances the quality of life of individuals with stroke.

4. Rehabilitation Research and Training Center on Aging with Spi-
nal Cord Injury, Craig Hospital and the University of Colorado
Health Science Center, Research Department, 3425 South
Clarkson, Englewood, CO

This project is conducting longitudinal research to document the
natural consequences of aging with spinal cord injury (SCI) and to
identify risk factors associated with increasing medical complica-
tions, functional limitations, psychosocial concerns, and escalating
costs. The project is developing, implementing, and evaluating life-
time management and intervention strategies that minimize, delay,
or enable people with SCI to cope better with the problems of aging
with SCI. The project disseminates management and intervention
strategies and insights gained from longitudinal research and im-
plementation strategies.

5. Rehabilitation Research and Training Center Aging with Spinal
Cord Injury and Aging, Rancho Los Amigos Medical Center,
Downey, CA

The Rehabilitation Research and Training Center (RRTC) on
Aging with Spinal Cord Injury (SCI) is devoted to undertaking the
unique problems people with spinal cord injury experience as they
age. Topics of research include: the course of aging with SCI, car-
diovascular and pulmonary aspects of aging with SCI, bone loss
across ethnic groups, activities of daily living, employment, depres-
sion, and formal and informal care systems for people aging with
SCI. The RRTC has several goals for education, training, dissemi-
nation, and utilization: to train current and future health, allied
health, and rehabilitation professionals about aging with SCI; to
train and develop rehabilitation research professionals in the area
of aging with SCI; to have health and rehabilitation professionals
adopt and use knowledge and treatment regimens developed in the
RRTC; to disseminate information about aging with SCI to people
with SCI and their families; and to train graduate students and
medical students in advanced knowledge and techniques from stud-
ies about aging with SCI. Training and dissemination occurs
through advanced and continuing education courses, local and na-
tional conferences, workshops, and the Internet.

6. Disability Statistics Rehabilitation Research and Training Cen-
ter, University of California, San Francisco, Institute for Health
and Aging, Box 0646, Laurel Heights, San Francisco, CA
94143-0646

The center conducts research in the demography and epidemiol-
ogy fields of disability and disability policy, including costs, employ-
ment statistics, health and long-term care statistics, statistical in-
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dicators, and congregate living statistics. Statistical information is
disseminated through published statistical reports and abstracts,
journals, professional presentations, and a publications mailing list.
Training activities and resources (such as a predoctoral program)
disseminate scientific methods, procedures, and results to both new
and established researchers, policymakers, and other consumers,
and assist them in interpreting statistical information. A National
Disability Statistics and Policy Forum is conducted periodically to
establish a national dialogue between people with disabilities and
representative organizations, researchers, and policymakers.

7. Rehabilitation Research and Training Center in Secondary Com-
plications in Spinal Cord Injury, University of Alabama/Bir-
mingham, Department of Physical Medicine and Rehabilitation,
Birmingham, AL

The primary goal of this RRTC is to conduct high-quality basic
and applied research that improves existing methods of care for
people with spinal cord injury (SCI). Current RRTC research areas
include urology, pressure ulcer healing, spasticity, psychosocial ad-
justment, obstetric/gynecologic complications, costs of rehospitaliza-
tion, and pulmonary complications. The Center’s training compo-
nent disseminates RRTC research results to rehabilitation profes-
sionals and consumers with SCI in useable formats such as video-
tapes, audiotapes, written materials, journal articles, and short-
term training programs.

8. Research and Training Center on Personal Assistance Services
(PAS), World Institute on Disability, Oakland, CA

Activities of this project are designed to further the understand-
ing that Personal Assistance Service (PAS) systems design can bet-
ter promote the economic self-sufficiency independent living, and
full integration of people of all ages and disabilities into society.
This is accomplished by exploring the models, policies, access to,
and outcomes of personal assistance services, through (1) gathering
perspectives of consumers, program administrators, policy makers,
and personal assistants using a State of the States survey and
database development; (2) a policy study on the impact of devolu-
tion; (3) a cost-effectiveness study; (4) a study of workplace PAS;
and (5) a study on the supply of qualified PAS

9. Rehabilitation Research and Training Center on Blindness and
Low Vision, Mississippi State University

The Center is conducting a series of research, training and dis-
semination projects using a multidisciplinary strategy. The project
works to investigate and document employment status, identify
barriers to employment and techniques and reasonable accommoda-
tions to overcome these barriers, identify training needs in the
Business Enterprise Program, and develop and deliver training
programs. Training and dissemination activities include an infor-
mation and referral center, national conferences, in-service training
and technical assistance, advanced training for practitioners, ad-
vanced training in research, and publication and distribution of a
variety of materials in accessible media.
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10. Missouri Arthritis Rehabilitation Research and Training Center,
University of Missouri/Columbia, Multipurpose Arthritis Cen-
ter

This project conducts a coordinated and advanced multidisci-
plinary program of arthritis rehabilitation research in a clinical
service setting. Disciplinary education and training, including grad-
uate training to physicians, health professionals, and other poten-
tial rehabilitation personnel is provided to help them provide effec-
tive rehabilitation services to people with arthritis and musculo-
skeletal diseases. Research projects include: (1) medication and
physical therapy treatment of primary fibromyalgia syndrome, (2)
early interventions to prevent disability in juvenile arthritis, (3) ar-
thritis patient disability and physical fitness levels before and after
conditioning exercise intervention, (4) a computerized exercise per-
formance support system for osteoarthritis rehabilitation, (5) de-
pression management as a strategy for reducing disability in rheu-
matoid arthritis, and (6) a rehabilitation research database in mus-
culoskeletal disease. The Center enhances education programs on
arthritis care and rehabilitation and builds awareness through
Missouri’s Regional Arthritis Center.

11. Rehabilitation Research and Training Center on Rural Reha-
bilitation Services, University of Montana, Missoula, MT

This RRTC has the following objectives for improving rural reha-
bilitation services: (1) identify the employment and vocational reha-
bilitation service needs of people with disabilities in rural areas; (2)
develop interventions to improve employment outcomes; (3) dem-
onstrate rural entrepreneurial models; (4) identify issues in rural
independent living and develop interventions to improve transpor-
tation, health care, housing, and accessibility; (5) coordinate with
rural independent living centers to identify or design and test al-
ternative models of delivery of rural rehabilitation services; (6) pro-
vide training in rural rehabilitation research and practice; (7) con-
duct an annual meeting on the state-of-the-art in rural employment
and disability; (8) conduct an annual interactive conference on dis-
ability issues in rural America; and (9) disseminate research find-
ings to rehabilitation service-delivery personnel.

REHABILITATION ENGINEERING AND RESEARCH CENTERS

This program provides support for the Rehabilitation Engineer-
ing Research Centers to conduct programs of advanced research of
an engineering or technical nature in order to develop and test new
engineering solutions to problems of disability. Each center is affili-
ated with a rehabilitation setting, which provides an environment
for cooperative research and the transfer of rehabilitation tech-
nologies into rehabilitation practice. The centers’ additional respon-
sibilities include developing systems for the exchange of technical
and engineering information and improving the distribution of
technological devices and equipment to individuals with disabil-
ities.
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1. Rehabilitation Engineering Center: Assistance Technology and
Environmental Interventions for Older Persons with Disabil-
ities, New York University at Buffalo, Buffalo, NY

Activities of the RERC focus on research, assistance device devel-
opment, education, and information relating to assistive technology
for older people in the home and beyond the home. The projects of
the RERC fall into four major areas: (1) research: ten projects ad-
dress assessments in the home and community, issues for minority
elders, highly problematic device categories, clinical trials of effec-
tiveness, and managed care work issues; (2) device development:
six projects, including devices addressing automobiles, obesity, mo-
bility, balance, stairs, and pubic seating; (3) education: four
projects, addressing professional students, graduate students, and
rehabilitation and aging service professionals; and (4) information:
ten project areas, including a “Helpful Products” series of videos
and booklets, training manuals, resources for hotel and motel
guests, product information, national conferences, newsletter in-
serts, a World Wide Web site, monograph series, resource
sourcebook, and a resource phone line.

2. Rehabilitation Engineering Research Center in Augmentative
Communication, Applied Science and Engineering Laboratories,
University of Delaware, Wilmington, DE 19899

Research in the field of augmentative communication is divided
into five themes: language, speech, interface, systems, and informa-
tion. Specific projects within each of the first four themes are de-
signed to enhance accessibility of communication for individuals
with communication disabilities. The project serves as a dissemina-
tion service for information on augmentative and alternative com-
munication. All projects are designed so that technology transfer
can be implemented as quickly and effectively as possible so that
people with disabilities can pursue their educational, vocational,
and independent living goals.

3. Rehabilitation Engineering Research Center on Universal Tele-
communications Access, Gallaudet University, Washington, DC

This RERC conducts research and engineering activities with the
overall goal of improving the accessibility of emerging tele-
communications systems and products. The Center moves forward
the available telecommunications knowledge base for access issues
confronting people with all types of disabilities. The program areas
of the RERC are: (1) systems engineering analysis; (2) tele-
communications access research, focusing on needs assessment and
development of design solutions; (3) universal design specification
and review, aimed at developers of products and services; (4) devel-
opment of telecommunications standards that include accessible
features; (5) telecommunications applications for increased inde-
pendence; and (6) knowledge utilization and dissemination. The
RERC combines expertise from Gallaudet University, the Trace Re-
search and Development Center at the University of Wisconsin,
and the World Institute on Disability (WID) with the expertise of
the telecommunications industry through active involvement of two
noted telecommunications consultants, Richard P. Brandt and Dale
Hatfield.
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4. Rehabilitation Engineering Research Center on Prosthetics and
Orthotics, Northwestern University, Rehabilitation Engineering
Research Program and Prosthetics Research Laboratory, Chi-
cago, IL

Activities of the Center include material science studies and ap-
plications in limb prosthesis and orthoses, biomechanical character-
izations and functional design of prostheses and orthoses, state-of-
the-art studies that delineate the status of the field and help orga-
nize and plan for the advancement of prosthetics and orthotics, and
an information and education resource service.

5. Rehabilitation Engineering Research Center on Accessible and
Universal Design and Housing, North Carolina State Univer-
sity School of Design, Center for Universal Design, Raleigh, NC

The RERC’s mission is to: (1) conduct research in documenting
problems in housing for people with disabilities; (2) identify or gen-
erate and test solutions to documented problems; (3) demonstrate
the general utility of solutions to documented problems; and (4)
conduct training to address skill acquisition, knowledge diffusion,
and general awareness of issues related to housing for people with
disabilities. The Center also provides information and referral serv-
ices to address identified needs through development and dissemi-
nation of publications and other information materials and referral
to other organizations and agencies who can assist with specific in-
formation requests. The Center’s audience includes designers, con-
tractors, developers, financial providers, consumer advocates, and
users of residential environments.

6. Vermont Rehabilitation Engineering Research Center for Low
Back Pain, University of Vermont, Vermont Back Research Cen-
ter, Burlington, VT

The Vermont RERC improves the employability of people with
back disorders and back disability by developing and testing assist-
ive technology. Engineering projects include studies of lifting, pos-
ture, seating, vibration, and materials handling in connection with
back pain and disability. Applied research projects include the test-
ing of rehabilitation engineering products, evaluation of exercise
programs, and the development of a statewide model program to
hasten return to work of people with back injuries. The Center’s In-
formation Services Division provides toll-free assistance in locating
research and rehabilitation programs, as well as bibliographic
searching and fact finding. The Center also maintains an Elec-
tronic Discussion Group: BACKS-L (Send subscription request to
listproc@list.uvm.edu; body of message should read: subscribe
backs-l __your name_ ).

7. Rehabilitation Engineering Research Center on Adaptive Comput-
ers and Information Systems, University of Wisconsin/Madi-

son, Trace Research and Development Center, Waisman Center,
Madison, WI

This REFC is focused on maximizing the number of people with
disabilities who are able to access directly and use the next genera-
tion of electronic devices and information systems, either with or
preferably without assistive technologies. This RERC makes all
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electronic products and systems more accessible to individuals with
the full range of type, degree, and combination of disability, such
as low vision, blindness, hearing impairment, deafness, deaf-blind-
ness, physical disabilities, cognitive disabilities, and language dis-
abilities. Electronic products include dedicated products (e.g.,
phones, faxes, ATMs, etc.), general purpose computers and operat-
ing systems, and access to information systems (e.g., Internet, tele-
vision set-top boxes, kiosks, electronic directories, and information
phones). The work of the Center includes basic research into more
flexible interfaces; extensions to human interfaces of existing com-
puters, operating systems, and information systems; development
of design guidelines; development of prototype systems and simula-
tions; support of industry; development of consumer awareness and
education materials; training programs; and joint service-delivery
programs.

FIELD INITIATED RESEARCH PROGRAM

This program is designed to encourage eligible applicants to
originate valuable ideas for research and demonstrations, develop-
ment, or knowledge dissemination activities in areas which rep-
resent their own interests, yet are directly related to the rehabilita-
tion of people with disabilities.

1. Aging and Adjustment after Spinal Cord Injury: A 20-Year Lon-
gitudinal Study, Shepherd Center for Spinal Injuries, Inc.,
2020 Peachtree Road, NW, Atlanta, GA

This fourth study phase will be the most extensive follow-up yet
performed and will use an expanded version of the same question-
naire that was used in each of the three previous follow-ups (1973,
1984, 1988). Three types of research designs will be used for data
analysis including: (1) traditional longitudinal analysis of 1973 to
1992 data from the original participant sample; (2) cross-sequential
analysis of the repeated measures data from 1984 to 1992 for sam-
ples one and two; and (3) time-sequential analysis of time-lagged
data comparing the 1984 data for sample two with that of the new
third sample.

2. Perceived Direction and Speech Intelligibility in Sensorineural,
Hearing Loss and Blindness, Smith-Kettlewell Eye Research In-
stitute, 2232 Webster Street, San Francisco, CA 94115

Experiencing great difficulty processing speech in noise is one of
the most characteristic and devastating aspects of the sensory defi-
cit of hearing loss in aging (presbycusis). Conventional binaural
hearing aids do not satisfactorily solve this problem. The digital
four-channel hearing aid is innovative because of its use of tem-
poral as well as intensity parameters, unlike any other binaural
hearing aid on the market. Since sensorineural hearing loss
(SNHL) and blindness may interfere with localization of potentially
hazardous situations, a second goal of this project is to explore and
develop the parameters for improved localization as well as im-
proved speech intelligibility (comprehension) utilizing a new ration-
al. According to our model, a binaural balance of interaural inten-
sity difference (IID) and interaural time delay (ITD) across fre-
quencies is required to restore optimum speech intelligibility and
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localization ability by eliminating or lessening exaggerated domi-
nance consequent of asymmetric hearing loss. Variations of either
or both IID and ITD at different frequencies would impair direc-
tional localization and, therefore, intelligibility of one speaker in a
group. This new hearing aid may permit people with SNHL and
blindness, using acoustic cues, to locate and avoid a hazard. To ac-
complish this, the project will adjust the physical inputs of inten-
sity and interaural delay time across frequencies to compensate for
perceptual imbalances (i.e., deviations from IID and ITD) and to
test for the consequent restoration of optimal localization and
speech intelligibility inherent in normally balanced auditory sys-
tems.

3. Development of a Novel PC-Based Test to Aid the Rehabilitation
of People with Macular Vision Loss, Smith-Kettlewell Eye Re-
search Institute, San Francisco, CA

Patients with age-related macular degeneration (AMD) lose the
ability to read and recognize faces on television. They must learn
to perform these tasks using their less-detailed peripheral vision as
a substitute. Research has shown that people with AMD can learn
this, but a majority do so only with goal-directed instructions and
training that must be based on each patient’s individual vision sta-
tus. For the purpose of this assessment, a new computerized test
was developed at this laboratory on Amiga computers that are no
longer commercially available. The overwhelmingly positive re-
sponse to this new procedure warrants this special effort to trans-
fer the test to the most common small computer, the IMB PC and
its compatibles. The product of this research is an inexpensive and
easy-to-run computerized test that can be performed within min-
utes in the eyecare specialist’s office, without requiring special ex-
pertise and on widely available equipment. The results of the test
can be used: (1) to help the eyecare specialist customize instruc-
tions and training procedures in order to keep the required adapta-
tion time as short as possible, and (2) to help AMD patients under-
stand the nature of their impairment.

4. Remote Signage Development to Address Current and Emerging
Access Problems for Blind Individuals, Smith-Kettlewell Eye
Research Institute, San Francisco, CA

This project is developing new, practical enhancements of remote
signage technology to solve a range of specific current and emerg-
ing accessibility problems faced by people who are blind and who
have other print-reading disabilities. For blind users, access to any
place or facility begins with the problem of knowing it is there;
then the problem of finding it must be addressed. Specific solutions
are being developed for safe usage of light-controlled pedestrian
crossings, identification and onboard announcements of stops for
buses, identifying route number and destination of oncoming buses,
locating and accessing automated teller machines and other vend-
ing information terminals, and access to signage by people with
cognitive impairments. These innovative solutions are being devel-
oped from the infrared Talking Signs (R) system of remotely read-
able signs for people who are blind that was developed by Smith-
Kettlewell. This system is currently gaining increased acceptance
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as an aid to orientation and navigation for those who cannot read
the print signage that fully sighted people take for granted in navi-
gating and accessing the world.

5. Toward a Risk Adjustment Methodology for People with Disabil-
ities, Medlantic Research Institute, National Rehabilitation
Hospital Research Center, Washington, DC

The principle goal of this knowledge dissemination project is to
provide its primary audiences, health care policy-makers and pay-
ers, with key information to advance the development of a risk ad-
justment system for working- and retirement-age people with dis-
abilities. Risk adjustment reduces the incentive for risk selection
and promotes access to needed health services. To achieve this
goal, the project assembles a panel of leading experts on risk ad-
justment and disability to guide the development of a consensus re-
port that: (1) details the state of science in risk adjustment, (2)
evaluates the appropriateness of health care outcome indicators for
people with physical and mental disabilities, and (3) provides a set
of recommendations for modifying and implementing risk adjust-
ment methodologies that enhance access to health services for peo-
ple with disabilities enrolled in public and private sector health
plans.

6. Cash and Counseling Models for Americans with Disabilities,
The National Council on the Aging, Inc. (NCOA), Research and
Development Department, Washington, DC 20024

In the “cash and counseling” model, consumers with disabilities
control most elements of their service needs, normally through cash
payments that allow them to purchase support services. Activities
of this three-year study include: (1) continuing in-depth field re-
search and ongoing monitoring of domestic and overseas programs
that currently use cash and counseling or a similar model; (2) con-
ducting two surveys of state administrators to identify existing
cash and counseling programs, determined their level of knowledge
and interest in employing cash and counseling approaches, and
identify opportunities and barriers to program implementation, as
well as technical assistance needs; (3) collaborating on the Cash-
and Counseling Demonstration and Evaluation Project at the Uni-
versity of Maryland Center on Aging funded by the Robert Wood
Johnson Foundation and the U.S. Department of Health and
Human Services; (4) providing information and technical assistance
to state administrators and policy analysts interested in advancing
cash and counseling approaches, including the four states awarded
cash and counseling demonstration and evaluation grants; (5) de-
veloping a series of analyses concerning the feasibility, design, and
implementation issues of cash and counseling approaches; and (6)
disseminating new knowledge to policy makers, administrators,
and the aging and disability communities.



50

7. Aging; Spinal cord injuries; Ethnic groups; Women Physician
Training in the Major Health Issues of Women with Disabil-
ities: Learning to Act in Partnership, Health Resource Center
for Women with Disabilities, Rehabilitation Institute of Chi-
cago, Chicago, IL

Women with disabilities report that their health needs are often
overlooked or poorly addressed by physicians, who evidence unfa-
miliarity with, and negative attitudes toward, people with disabil-
ities. These subjective reports are corroborated by studies that sug-
gest women with disabilities may find their health service options
severely compromised when physicians lack information about
their special needs and experience. This project designs and tests
the efficacy of a training module that introduces medical students
to the health issues of women with disabilities, in three phases: (1)
fourth-year medical students respond to a questionnaire to assess
their deficiencies in knowledge regarding the health needs and ex-
periences of women with disabilities, (2) a training module is devel-
oped incorporating a video, a corresponding in-person educational
presentation led by women with disabilities, and a handbook of
supplementary readings, (3) the efficacy of the module in improving
attitudes and knowledge is tested in a pretest/post-test design with
a control group. Women with a broad range of disabilities, ages,
and ethnic/racial/cultural backgrounds are participating in all as-
pects of the project, from research direction through training devel-
opment to dissemination of results. Consequently, the project rep-
resents a model of consumer-physician partnership that is endorsed
by women health activists with disabilities.

8. Illinois Joint Training Initiative on Disability and Abuse: Advo-
cacy and Empowerment Through Knowledge Dissemination,
University of Illinois/Chicago, Institute on Disability and
Human Development, Chicago, IL

This project provides information and skills to advocates, con-
sumers, family members, service providers, and others to empower
them to enforce the rights of adults with disabilities who have been
abused or neglected. It is largely a training project, with the follow-
ing objectives regarding abuse-neglect: (1) develop interactive con-
sumer-responsive materials that train consumers, family members,
and service providers to recognize incidents; (2) make the social
and legal system respond to cases; (3) provide referral to resources
available for victims; (4) conduct state-wide training using the ma-
terials; (5) provide each training participant with the opportunity
to become a local trainer on these issues; and (6) provide technical
assistance, materials, and resources to local trainers hosting train-
ing events.

9. Knowledge Dissemination for Vision Screeners, University of
Kansas, Institute for Life Span Studies, Parsons, KS

This project is disseminating a CD—-ROM to providers of vision
screening and evaluation services, in order to increase the quantity
and quality of vision services available nationally to infants, tod-
dlers, preschoolers, and older people with disabilities. These popu-
lations are sometimes considered difficult to test, and as a con-
sequence, often do not receive traditional vision screening services.
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The project addresses the training needs of a variety of personnel
by providing an interactive CD-ROM program, modeled after the
“knowledge on demand” technology used in industry, that can be
readily delivered in a variety of settings. The program is providing
a model for using CD-ROM to disseminate “knowledge on de-
mand.”

10. Secondary Conditions, Assistance, and Health-Related Access
Among Independently Living Adults with Major Disabling Con-
ditions, Massachusetts Health Research Institute, Boston, MA

Participants in this study are affiliated with six Massachusetts
independent living centers (ILCs). The cross-disability sample in-
cludes people with a range of significant physical, mental, sensory,
and developmental disabilities who require assistance with activi-
ties of daily living. Primary outcomes of interest are: (1) the fre-
quency and severity of secondary conditions, including skin prob-
lems, seizures, chronic pain, spasms, falls, fatigue, respiratory tract
infections, and urinary tract infections; and (2) reactions to medica-
tion, depression, anxiety, and injuries related to medical equip-
ment. Mediating variables include: adequacy of personal assistance,
assistive technology, access to health promotion and health care
services, environmental barriers, transportation, employment, edu-
cation, socioeconomic status, smoking, use of substances, and com-
pliance with prescribed health care routines. The research study in-
cludes two annual cross-sectional surveys, each of 300 randomly-se-
lected ILC consumers, to determine prevalence, distribution, fre-
quency, and severity of secondary conditions. Focus groups of ILC
consumers and others help interpret the data.

11. The Universal Bathroom, Research Foundation of State Univer-
sity of New York, State University of New York (SUNY)/Buf-
falo, Amherst, NY

While the greatest potential benefactors of a universal bathroom
are non-institutionalized people with disabilities who are living
independently, the new bathroom’s design will be created to be
safe, accessible and usable by all people regardless of their age,
sex, and disabling conditions. Its assumed modular, interchange-
able components will include three primary units, for bathing/
showering, toileting, and grooming. Since the bathroom of the
user’s choice can be custom built from a large range of component
units, this will be a marketable, culturally responsive one with ac-
cepted layouts and levels of privacy. Additionally, the “lifespan per-
spective” of the bathroom’s design will allow able-bodied care-pro-
viders such as parents of young children and those assisting older
individuals to make layout changes and product alterations based
on their current needs. Thus the bathroom’s assistive qualities will
reduce temporary dependence on others and increase safety by pre-
venting accidents that lead to disability. It will empower independ-
ent users, dependent users, and care-providers equally—the young,
the old, married couples, people with children, and families with
“live-in” grandparents.
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12. Pressure Ulcer Prevention by Interactive Learning, MetroHealth
Center for Rehabilitation, Spinal Cord Injury Unit, 2500
MetroHealth Drive, Cleveland, OH

This project assembles a set of materials for teaching pressure
ulcer prevention, uses text, diagrams, animations, sound, and
video; links existing material where possible with new resources
where necessary; and converts the materials to digital format.
Teaching programs are then written to provide access through a
personal computer in a variety of interactive sequences. These se-
quences are customized, not only during design but also by inter-
action during use, for users with different learning abilities and re-
quirements. The initial target group is people with disabilities at
risk of developing pressure ulcers. However, the technology is well
suited for customization for other uses such as training for nurses
and other health professionals. The project plans to make the ma-
terials available to larger audiences and is producing a CD-ROM
containing a set of teaching programs for institutions to train peo-
ple with disabilities on how to prevent pressure ulcers. The project
expects to distribute the CD-ROM nationally and to make selected
portions available on computer networks.

13. Further Development of a Lower Limb Prosthetic Socket CAD
System Based on Ultrasound Measurement Wright State Uni-
versity, Department of Biomedical and Human Factors Engi-
neering, Dayton, OH

This project has four objectives: (1) to improve the performance
of an ultrasound-based computer-aided socket design (CASD) sys-
tem developed by this research team; (2) to enhance the utility of
the system by developing and testing new devices and procedures
for limb measurements using the system; (3) to conduct a clinical
trial to evaluate the usefulness of the ultrasound-based CASD sys-
tem in improving daily prosthetic socket design/fitting; and (4) to
investigate applications of ultrasound measurements in finite-ele-
ment modeling for the study of limb-prosthesis interaction.

14. Women’s Personal Assistance Services (PAS) Abuse Research
Project, Oregon Health Sciences University/ Portland, Child De-
velopment and Rehabilitation Center, Portland, OR

The purpose of the project is to increase the identification, as-
sessment, and response to abuse by formal and informal personal
assistance service (PAS) providers of women with physical and
physical and cognitive disabilities living independently in the com-
munity. The aims of the project: (1) develop culturally sensitive
screening approaches to identify PAS abuse, (2) develop a cul-
turally appropriate PAS abuse assessment protocol, and (3) develop
culturally appropriate response strategies to prevent and manage
PAS abuse. Culturally diverse participants assist in the develop-
ment of these three aims. The study includes three phases, begin-
ning with a focus group study of culturally diverse women with
physical and cognitive disabilities. Phase II involves the use of
findings from Phase I to develop and disseminate a survey of 260
culturally diverse females with disabilities drawn from four na-
tional organizations. Phase III involves the development and field
testing of the effectiveness of the screening, assessment, and sup-
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port protocols, the final product being a comprehensive package of
PAS abuse prevention materials. The project plans to disseminate
these materials on a national basis.

15. A Pilot Study for the Clinical Evaluation of Pressure-Relieving
Seat Cushions for Elderly Stroke Patients, University of Pitts-
burgh, Pittsburgh, PA

This project designs and tests the feasibility of a randomized
clinical trial to determine the efficacy of pressure-relieving seat
cushions for immobile, elderly stroke patients. Older people with
disabilities who are immobile and, thus, spend their time either in
bed or seated, are at risk for developing pressure ulcers. Commer-
cial seat cushions intended to reduce the risk of sitting-induced
pressure ulcers are available. The elderly population, however, is
not customarily evaluated for seating and positioning needs or pro-
vided with the benefits of this technology. Reimbursement is not
available, due in part to the fact that the effectiveness of this inter-
vention has not been sufficiently demonstrated for this high-risk
population, and these services and technology are not available. If
these cushions are a successful intervention for increased comfort,
improved quality of life, and pressure ulcer incidence rate reduc-
tion, the project plans to disseminate the findings and provide jus-
tification for third party funding. If successful, the project plans to
increase the availability of seating and positioning services and
products to this deserving population.

16. Access Solutions, Vermont Center for Independent Living, Mont-
pelier, VT

The Vermont Center for Independent Living, in conjunction with
Bike Track, Inc., is developing and testing a new system for build-
ing modular, reusable, and highly durable access ramps using a
newly developed, non-toxic material made from recycled plastic.
The ramp system’s performance, material, and elements are field
tested in a variety of setting and in a wide range of climatic condi-
tions. The results of this project are: (1) the development, testing,
and evaluation of an innovative technology for building access
ramps; and (2) dissemination of the findings of the project among
builders, ADA compliance experts, and consumers.

RESEARCH AND DEMONSTRATION PROJECTS

These projects address rehabilitation priorities identified by
NIDRR and published in the Federal Register. These priorities ad-
dress a variety of problems encountered by people with disabilities.
Projects are funded for up to 36 months.

1. Exercise and Recreation for Individuals with a Disability: Assess-
ment and Intervention, Rehabilitation Institute of Chicago, Cen-
ter for Health and Fitness, Chicago, IL

This project demonstrates that participation in exercise and
physical activities improves function, facilitates community re-
integration, and enhances the quality of life of people with disabil-
ities. The project: (1) investigates the long-term effects of an exer-
cise fitness program on the physiology, metabolic performance, and
quality of life of people with spinal cord injury, stroke, and cerebral
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palsy; (2) examines the role of self-efficacy in maintaining partici-
pation in an exercise fitness program; (3) describes the types and
frequency of recreation and fitness activities among people who
have had a stroke, people with spinal cord injury, and people with
cerebral palsy; (4) examines the relationships between participation
in recreation and exercise programs and the health status, life sat-
isfaction, and depression in the above populations; and (5) delin-
eates barriers and deterrents to participation in recreation and ex-
ercise programs that exist for a variety of disability groups.

2. Research and Demonstration of a Model for Successfully Accom-
modating Adults with Disabilities in Adult Education Pro-
grams, University of Kansas Institute for Adult Studies and
Kansas State University Department of Special Education,
Lawrence, KS

This project provides adult educators and adults with disabilities
with validated accommodations useful in instruction and assess-
ment. These accommodations help the individuals meet their edu-
cational needs and successfully function in employment and com-
munity settings. Also, information about their legal rights and re-
sponsibilities is made available, including handbooks on legal
rights and responsibilities for both adults with disabilities and
adult service providers, a “Compendium of Materials and Re-
sources,” and a “Procedural Guide.” These materials are compiled
through: (1) a national survey of adult education programs, (2) a
state survey of enrollees with disabilities in adult education, and
(3) a case study of one local program in an urban center with high
unemployment and multicultural diversity. This process is aided by
information gained from two symposia with adult educators and
subject matter experts (proceedings and videotapes of the first sym-
posium are available). An accommodations model that matches the
functional needs of adults with disabilities to the demands of adult
education programs is being developed; the accommodations model
and related products are being tested using a national sample of
adult educators.

3. Reducing Risk Factors for Abuse Among Low-Income Minority
Women with Disabilities, Baylor College of Medicine, Depart-
ment of Physical Medicine and Rehabilitation, Houston, TX

This project pursues strategies to reach women with disabilities
at all stages of change in resolving abusive situations. To accom-
plish this purpose, the project has the following objectives: (1) iden-
tify risk factors for emotional, physical, and sexual abuse faced by
women with disabilities; (2) assess the ability of rehabilitation and
independent living counselors to identify women in abusive situa-
tions and refer them to appropriate community resources; (3) de-
velop and test models for programs that reduce the risk of abuse
for women with disabilities, particularly among women with dis-
abilities from low-income, minority backgrounds where the inci-
dence of abuse is the highest; and (4) establish an agenda for fu-
ture research on women with disabilities using a national advisory
panel. The project works not only with programs that help battered
women, but also those that have contact with women with disabil-
ities in various community contexts.
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4. Understanding and Increasing the Adoption of Universal Design
in Product Design, University of Wisconsin/Madison, Trace Re-
search and Development Center, Madison, WI 53705-2280

This project: (1) identifies the factors that cause industry to prac-
tice, or not to practice, universal design of products; and (2) identi-
fies ways that people outside companies can encourage and facili-
tate the practice of universal design of products on a more wide-
spread basis. The project brings together experts who have been ac-
tive in universal design from across the technology spectrum to
work with industry in addressing these questions. Areas of exper-
tise include housing and architecture, computers and electronic
products, media and materials, telecommunications, and edu-
cational software.

UTILIZATION PROJECTS

This program supports activities that will ensure that rehabilita-
tion knowledge generated from projects and centers funded by the
Institute and other sources is fully utilized to improve the lives of
individuals with disabilities.

1. Improving Access to Disability Data, InfoUse, Berkeley, CA

InfoUse’s Center on Access to Disability Data is the central
source for disability statistics data and related technical reports in
accessible, easy-to-understand, user-friendly formats. The Center
provides this information to businesses, the media, urban planners
and policymakers, and the disability community. The first major
product, the “Chartbook on Disability in the United States, 1996,”
provided updated statistical information on a range of disability
topics. Material for the “Chartbook” series and related fact sheets
are available to the public in a variety of published and electronic
formats, including print and electronic media. The Center’s Web
site serves as a source for electronic documents, includes guidelines
for accessible Web publishing, and provides links to major national
data sources including data sites developed by other NIDRR grant-
ees and by major national disability data suppliers.

2. National Rehabilitation Information Center (NARIC), KRA Cor-
poration, Silver Spring, MD

The National Rehabilitation Information Center (NARIC) main-
tains a research library of more than 51,000 documents and re-
sponds to a wide range of information requests, providing facts and
referral, database searches, and document delivery. Through tele-
phone information referral and the Internet, NARIC disseminates
information gathered from NIDRR-funded projects, other federal
programs, and from journals, periodicals, newsletters, films, and
videotapes. NARIC maintains REHABDATA, a bibliographic data-
base on rehabilitation and disability issues, both in-house and on
the Internet. Users are served by telephone, mail, electronic com-
munications, or in person.
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3. Abledata Database Program, Macro International, Inc., Silver
Spring, MD

The project maintains and expands the ABLEDATA database,
develops information and referral services that are responsive to
the special technology product needs of consumers and profes-
sionals, and provides the data to major dissemination points to en-
sure wide distribution and availability of the information to all who
need it. The ABLEDATA database contains information on more
than 23,000 assistive devices, both commercially produced and cus-
tom made. Requests for information are answered via telephone,
mail, electronic communications, or in person.

4. National Center for the Dissemination of Disability Research
(NCDDR) Southwest Education Development Laboratory, Aus-
tin, TX

This project provides information and technical assistance to
NIDRR grantees in identifying and improving dissemination strate-
gies designed to meet the needs of their target audience. The
project also analyzes and reports on dissemination trends relevant
to disability research. Task force and material development activi-
ties address multicultural factors that influence dissemination and
utilization. This project conducts ongoing informational network
through a variety of approaches, including an interactive World
Wide Web site highlighting events and other information about
specific NIDRR grantees, the production of quarterly issues of “The
Research Exchange,” and in-person and online technical assistance
support.

FELLOWSHIPS

Fellowships, named for the late Mary E. Switzer, build future re-
search capacity. NIDRR makes awards on two levels: Distinguished
Fellowships go to individuals of doctorate or comparable academic
status who have had seven or more years of experience relevant to
rehabilitation research. Merit Fellowships are given to persons in
earlier stages of their research careers.

1. Quality Indicators for Comparative Analysis of Stroke Outcome,
Bartlett, IL, Principal Investigator: Robin Turpin, PhD

The goal of this study is to develop a set of a quality indicators
to assess the impact of medical rehabilitation services on the lives
of stroke survivors. Development involves the World Health Orga-
nization’s “International Classification of Impairments, Disability,
and Handicaps” (ICIDH), as well as quality of life literature. The
indicators assess the impact of rehabilitation services from health
status of community integration and quality of life. Such a set of
quality indicators would be useful and feasible for a wide variety
of care across settings and providers.
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2. Telemedicine and Neuropsychological Services: Improving Access
to Care to Care for Rural Residents with Brain Injury, Univer-
sity of Missouri/Columbia, Department of Physical Medicine
and Rehabilitation) Columbia, MO, Principal Investigator:
Laura H. Schopp, PhD

Objectives of this study include: assessing telemedicine versus in-
person care in consumer, family member, provider, and rehabilita-
tion counselor satisfaction; assessing costs, psychological and
neuropsychological status, and level of community integration; and
providing qualitative and (to the extent possible) quantitative eval-
uation of racial/ethnic differences in needs and attitudes toward
telemedicine.

RESEARCH TRAINING GRANTS

The purpose of this program is to expand capability in the field
of rehabilitation research by supporting projects that provide ad-
vanced training in rehabilitation research. These projects provide
research training and experience at an advanced level to individ-
uals with doctoral or similar advanced degrees who have manage-
ment or basic science research, in fields pertinent to rehabilitation,
in order to quality those individuals to conduct independent re-
search on problems related to disability and rehabilitation.

1. Doctoral Training in Physical Therapy University of Iowa, Phys-
ical Therapy Graduate Program, Iowa City, IA

This project supports five physical therapist trainees for three
years and five other physical therapist trainees for the first two
years of their doctoral program of study at the University of Iowa.
the long-term goal is to increase the supply of physical therapists
who have both the clinical experience and advanced skills required
to conduct effective rehabilitation research. Specifically, the stu-
dent must: (1) be able to perform original scholarship and research
that advances the understanding of physical therapy clinical prac-
tice; (2) have comprehensive knowledge of theoretical and research
literature in areas of specialization; (3) be skilled in the application
of basic and advanced concepts in the area of cardiopulmonary,
ergonomic, musculoskeletal, or neuromuscular physical therapy;
and (4) be able to teach at the basic professional, master’s degree,
and doctoral levels of physical therapy education.

2. Rehabilitation Research Training in Physical Therapy, Texas
Woman’s University, School of Physical Therapy, Houston, TX

The purpose of this training project is to produce qualified indi-
viduals who are capable of conducting valid scientific research in
rehabilitation. Participants are physical therapists who have well-
defined interests in pursuing research careers in physical therapy.
Four predoctoral student fellows are recruited for a three-year
course of study leading to a PhD degree with a major in physical
therapy. Fellows are selected on the basis of their interest in pro-
grammatic research conducted in one of the laboratories within the
School of Physical Therapy. Those laboratories are actively engaged
in investigating neuromuscular and musculoskeletal aspects of re-
habilitation. In addition, each fellow is expected to participate in
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external projects conducted in conjunction with the laboratory. A
plan of both process and outcome evaluation ensures the excellence
of this training program.

SMALL BUSINESS INNOVATIVE RESEARCH

New ideas and products useful to people with disabilities and the
rehabilitation field are encouraged with small business innovative
research grants. This three-phase program takes an idea from de-
velopment to market readiness.

1. Development of a Lightweight, Portable, Easily-Assembled Scoot-
er Lift-Carrier for Automobiles and Other Vehicles, ACCESS/
ABILITIES, Mill Valley, CA

ACCESS/ABILITIES, in collaboration with the Veterans Admin-
istration Rehabilitation Research and Development Center, is de-
veloping a portable, lightweight, easy-to-assemble lift/carrier for 3-
wheeled scooters that can be used with automobiles. Design selec-
tion is based on technical feasibility, commercial viability, physical
practicality for users, and cost efficiency, using technical data on
scooter specifications gathered from manufacturers. Three design
approaches are considered.

2. Hiking Trails Web Site with Universal Access Information, Bene-
ficial Designs, Inc., Santa Cruz, CA

Although many people with disabilities enjoy visiting outdoor
parks and recreational areas, obtaining information about the ac-
cessibility of outdoor trails is currently difficult. The goal of the
Trails Web site is to provide universal access information for trails
throughout the United States that is useful to all hikers, regardless
of their ability. The Universal Trails Assessment Process enables
trail managers to assess specific trails objectively with regard to
grade, cross slope, width, surface characteristics, and obstacles.
The collected trail data is processed to create Trail Access Informa-
tion in a format similar to the Nutritional Facts food label. The ob-
jectives of Phase I are to develop the Web site and trail access in-
formation database, to collect and enter trail access information,
and to evaluate its effectiveness through online evaluations. The
Web site allows users to search for trails that meet their specific
access needs. The site also contains links to other Web sites with
related information. Trail access information obtained remotely al-
lows Web site users to plan appropriate outdoor travel by being
able to determine in advance where they can hike.

3. Alternative communication; Computer applications; Communica-
tion; Hearing impairments; Deaf blindness; Sign language; The
Adaptive Device Locator System on the World Wide Web, Aca-
demic Software, Inc., Lexington, KY

This project’s goal is to save the Adaptive Device Locator System
(ADLS), a unique and valuable national resource, by transforming
the entire Locator System database content and program code into
a World Wide Web site on the Internet. The planned state-of-the-
art, multilevel format is universally accessible to teachers, health
professionals, and consumers with disabilities. The site lists com-
puter access products the company provides; vendor links allow
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ADLS visitors to jump directly to other commercial sites once ap-
propriate assistive technology devices are located. On the Web,
ADLS will be an export leader, focusing on international trade in
this field. ADLS on the WEB will feature monthly infomercials,
new product announcements, and other information of interest to
consumers.

4. Broadcast Radio for Individuals Who Are Deaf: Gaining Equity
(BRIDGE), Associated Enterprises, Inc. (AEI), TeleSonic Divi-
sion, Annapolis, MD

Talk radio reaches large audiences of people and is a signifi-
cantly less expensive medium than television. Yet radio broadcasts
are inaccessible to deaf and certain hard of hearing people. In
project BRIDGE, TeleSonic’s goal is to broadcast information via
the radio simultaneously in multiple transmission forms to delivery
both audio and visual information. Users of TTYs, for example, re-
ceive “closed captioned” broadcasts of radio programs. The Phase I
hypothesis is: it is feasible to transmit multimedia signals over
commercial radio to be received by special decoder devices. Phase
I includes: (1) defining technical trial test approaches, (2) develop-
ing test transmitter/receiver devices, (3) producing a brief radio
talk show, (4) organizing focus group feedback sessions, (5) con-
ducting trials, (6) developing preliminary product design specifica-
tions, and (7) documenting results. Anticipated long-term results
include development of a commercially marketable radio trans-
mission and receiving device.

5. Miniature, Voice Output Independent Reading Device (IRA), As-
cent Technology Inc., Boulder, CO

This project is developing and testing an innovative reading de-
vice that interprets and speaks along the printing found in books,
labels, and other everyday items, this device enhances the abilities
of people with visual impairments in schooling, employment, and
independent living. The unique optical character recognition and
voice synthesis device requires only one hand for operation and can
read food and pharmacological packaging, including curved sur-
faces. The simplicity of the device allows the user to acquire func-
tional reading capability after only a few minutes of training. In
addition to serving people with visual impairments, this technology
is applicable to the needs of people with cognitive impairments,
such as people who have had a stroke, and to the needs of people
who cannot read and non-native language readers. The prototype
is being tested using 15 people with visual impairments aged 55
and older and four adults under the age of 45 to determine its ap-
plicability to the tasks of independent living.

STATE TECHNOLOGY ASSISTANCE PROGRAMS

This program, funded under The Technology-Related Assistance
for Individuals with Disabilities Act of 1988, as amended, supports
consumer-driven, statewide, technology-related assistance for indi-
viduals of all ages with disabilities.

States and territories are eligible to apply for one 3-year develop-
ment grant, a first-extension grant for year 4 and 5, and a second-
extension grant for years 6-10. The purpose of these grants is to
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establish a program of statewide, comprehensive, technology-relat-
ed assistance for individuals with disabilities of all ages.

INDEPENDENT LIVING SERVICES FOR OLDER INDIVIDUALS WHO ARE
BrLIND, CHAPTER 2 OF TITLE VII

Section 752 of the Rehabilitation Act of 1973, as amended, au-
thorizes discretionary grants to State vocational rehabilitation (VR)
agencies for projects that provide independent living services for
persons who have severe visual impairments and who are aged 55
and older. Each designated State unit that is authorized to provide
rehabilitation services to blind individuals may either directly pro-
vide independent living services or it may make subgrants to other
public agencies or private non-profit organizations to provide these
services.

The services most commonly provided are: (1) training for activi-
ties of daily living, (2) the provision of adaptive aids and appli-
ances, (3) low vision services, (4) orientation and mobility services,
(5) training in communication skills, (6) family and peer counsel-
ing, and (7) community integration, which includes outreach and
information and referral.

During FY 1996, the most recent year for which we have ana-
lyzed data, 26,846 older individuals with significant visual impair-
ment or blindness received services. Of these consumers, 64.4 per-
cent were at age 76 or older and 45 percent were age 81 or older.
The individuals served by this program represent approximately
one-half of the individuals with significant visual impairments or
blindness who receive rehabilitation and independent living serv-
ices through public and private rehabilitation programs as esti-
mated by the Mississippi State University and the New York
Lighthouse for the Blind.



ITEM 5—DEPARTMENT OF ENERGY

INTRODUCTION

The Department of Energy (DOE) is a major government enter-
prise. If included among the Nation’s Fortune 500 firms, it would
rank in the top 50. It funds the largest environmental cleanup in
history as well as research and development that supports the Na-
tion’s defense and its energy and economic security. The Depart-
ment employs more than 11,000 Federal workers and 100,000 con-
tract employees. It owns and manages over 50 major installations
located on 2.4 million acres in 35 States and is the fourth largest
Federal landowner in the United States.

The Department of Energy is an energy policy, supply, and tech-
nology enterprise. It invests in developing a secure, clean, and sus-
tainable energy system. It helps the Nation meet its environmental
challenges by administering the largest pollution prevention and
energy efficiency program in the world, with partners from every
sector of the economy. It enhances the Nation’s energy security by
increasing the diversity of energy sources and fuel choices: bringing
renewable energy sources into the market, strengthening domestic
production of oil and gas, maintaining the U.S. nuclear energy op-
tion, and increasing the efficiency with which we use energy and
generate electricity. The Department also maintains the Strategic
Petroleum Reserve and operates Power Marketing Administrations
that sell and distribute over $3 billion of electric power generated
at Federal hydroelectric plants.

The Department of Energy is a national security enterprise. It is
a key player in the Administration’s furtherance of the Comprehen-
sive Test Ban Treaty and its overall goal of reducing the global
danger from nuclear weapons. DOE ensures the safety and reliabil-
ity of the U.S. nuclear weapons stockpile without underground test-
ing. At the same time, it manages and safely dismantles excess nu-
clear weapons, disposes of surplus fissile nuclear materials, and en-
sures the security of vital Departmental nuclear assets. It provides
policy and technical assistance to curb global proliferation of weap-
ons of mass destruction, emphasizing U.S. nonproliferation, arms
control, and nuclear safety objectives in the states of the former So-
viet Union and world-wide. Further, DOE develops and ensures the
safety and reliability of nuclear reactor plants to power U.S. Navy
warships.

The Department of Energy is an environmental remediation en-
terprise. It cleans up the 50-year environmental legacy left at the
industrial complexes where nuclear weapons were designed and
manufactured. It manages the problems associated with the large
quantities of various types of radioactive wastes, surplus nuclear
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materials, and spent nuclear fuels that remain at the sites of the
Nation’s nuclear weapons facilities and at nuclear energy research
and development sites. In addition, DOE must address the growing
inventory of spent nuclear fuel from commercial nuclear reactors
that is awaiting disposal. These wastes must be dealt with respon-
sibly to ensure the safety and health of the public.

The Department of Energy is a science and technology enter-
prise. At the center of all we do are our 27 laboratories, our addi-
tional scientific user facilities, and our researchers at the Nation’s
universities. These form the backbone of U.S. scientific leadership
by conducting and facilitating breakthrough research in energy
sciences and technology, high energy physics, global climate
change, genomics, superconducting materials, accelerator tech-
nologies, environmental sciences, and supercomputing in support of
DOE’s mission. The laboratories, described as the crown jewels of
the Nation’s science establishment, and the Department’s funding
of research at universities have resulted in 70 Nobel prize winners.
The Department is also an investor in the Nation’s most precious
resource—its youth—by supporting science and mathematics edu-
cation in our schools through grants, educational programs, and
fellowships.

The Department of Energy is a global enterprise. The outcome of
our work is the technology that stimulates the private market for
the expansion of clean energy to meet national and global energy
requirements of almost 500 quadrillion Btu’s by the year 2010—a
staggering 36 percent increase over 1995. Overseas energy market
needs include coal, nuclear power, oil and gas exploration, energy
efficiency, and renewable energy technologies that are available for
export now or that will soon be available for the international mar-
ketplace. The Department of Energy supports the export of U.S. en-
ergy services and technologies by assisting the nations in Asia,
South America, Eastern Europe, and Africa, and the states of the
former Soviet Union in developing private markets for environ-
mentally responsible, sustainable energy. These alliances support
U.S. competitiveness in a global economy of growing energy infra-
structure requirements and create jobs in the United States at all
skill levels.

ENERGY EFFICIENCY PROGRAMS

Weatherization Assistance Program.—The program’s mission is to
make energy more affordable and improve health and safety in
homes occupied by low-income families, particularly those with el-
derly residents, children, or persons with disabilities. Elderly resi-
dents make up approximately 40 percent of the low-income house-
holds served by this program. As of September 30, 1996 about 4.5
million homes had been weatherized with Federal, State, and util-
ity funds; of these, an estimated 1.8 million were occupied by elder-
ly persons.

Low-income households spend an average 15 percent of income
for residential energy—more than four times the proportion spent
by higher income households. The weatherization program allows
low-income citizens to benefit from energy efficiency technologies
that are otherwise inaccessible to them. Alleviating the high energy
cost burden faced by low-income Americans helps them increase
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their financial independence and their flexibility to spend house-
hold income on other needs.

The program has become increasingly effective due to improve-
ments in air-leakage control, insulation, water heater systems, win-
dows and doors, and space heating systems. A low-income house-
hold now saves approximately $193 per year, about one-third of its
space heating costs. Program benefits are further described in
Progress Report of the National Weatherization Assistance Program
that features 90 photo illustrations of specific benefits. The report
is available through the National Technical Information Service,
703/487-4650, 5285 Port Royal Rd., Springfield, VA 22161.

The program is implemented by states through community-based
organizations. The Department of Energy and its State and com-
munity partners weatherize approximately 70,000 single- and
multi-family dwellings each year. The program awarded $214.9
million in Fiscal Year 1995 and $111.7 million in Fiscal Year 1996
for grants to the 50 States, the District of Columbia and six Native
American tribal organizations. In addition to DOE appropriations,
State and local programs receive funding from the Department of
Health and Human Services Low Income Home Energy Assistance
Program, from utilities, and from States.

State Energy Program.—The program provides grants to State
energy offices to encourage the use of energy efficiency and renew-
able energy technologies and practices in states and communities
through technical and financial assistance. In FY 1995 $53 million
was appropriated and $25.9 million was appropriated in FY 1996.
States have broad discretion in designing their projects. Typical
project activities include: public education to promote energy effi-
ciency; transportation efficiency and accelerated use of alternative
transportation fuels for vehicles; financial incentives for energy
conservation/renewable projects including loans, rebates and
grants; energy audits of buildings and industrial processes; devel-
opment and adoption of integrated energy plans; promotion of en-
ergy efficient residences; and deployment of newly developed en-
ergy efficiency and renewable energy technologies.

There have been some projects that specifically target the elderly
such as Louisiana’s low-income/handicapped/elderly/Native Amer-
ican outreach program that provided energy-related assistance
through a joint venture with utilities. The elderly also benefit from
programs that provide energy audits, hands-on energy conservation
workshops, and low-interest loans for homeowners that can result
in significant energy savings. Energy efficiency improvements in
local and state buildings and services also benefit the elderly by
freeing up state and local government tax revenues for non-energy
expenses. Energy efficient schools can be less of a burden on prop-
erty taxes.

An emerging issue is the restructuring of the electric utility in-
dustry. The State Energy Program has supported workshops with
States and local communities to ensure that homeowners and dis-
advantaged groups are not overlooked or denied the economic bene-
fits of lower-cost sources of energy after deregulation. Utility de-
regulation workshops for public officials have emphasized tech-
niques and negotiating strategies, e.g. franchising, to ensure that
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vulnerable populations such as the elderly are not excluded from
energy pricing competition.

INFORMATION COLLECTION AND DISTRIBUTION

The Energy Information Administration collects and publishes
comprehensive data on energy consumption in the residential sec-
tor through two surveys: the Residential Energy Consumption Sur-
vey (RECS) and the Residential Transportation Energy Consump-
tion Survey (RTECS). The RECS is now collected every 4 years and
the RTECS was discontinued after the 1994 survey. The Residen-
tial Energy Consumption Survey includes data collected from indi-
vidual households throughout the country, along with the actual
billing data from the households’ fuel suppliers for a 12-month pe-
riod. The data include information on energy consumption, expendi-
tures for energy, costs by fuel type, and related housing unit char-
acteristics (such as size, housing type, and major energy-consuming
appliances). The Transportation Survey collected information on
characteristics of household vehicles and annual miles traveled for
a subsample of the RECS respondents. Both surveys contain data
pertaining to older Americans.

The results of these surveys are analyzed and published by the
Energy Information Administration. The most recent household
survey for which reports have been published is the 1993 RECS.
Results of the 1993 RECS are published in two reports: Housing
Characteristics 1993 (published in June, 1995) and Household En-
ergy Consumption and Expenditures 1993 (published in October,
1995). The data file for the 1993 RECS is available on PC disk-
ettes. The reports and data file are also available on the Internet
at http://www.eia.doe.gov/emeu/recs/contents.html. The RECS file
contains demographic characteristics of the elderly such as age,
employment status, marital status and family income, as well as
estimates of consumption and expenditures for electricity, natural
gas, fuel oil, kerosene, and liquefied petroleum gas used in the el-
derly households.

In the 1993 RECS, 27.8 million, or 29 percent of all U.S. house-
holds, were headed by a person 60 years of age or older. Of these
elderly households, 42 percent were one-member households (11.7
million people living alone) and 45 percent contained 2 people. In
the 2-member elderly households, 78 percent of the second persons
were also at least 60 years old.

Analysis of the 1993 RECS data shows that consumption pat-
terns differed between the elderly and nonelderly for some uses of
energy. The elderly used more energy to heat their homes, for ex-
ample, but used less energy for air conditioning, water heating, and
appliances. Expenditures followed the same pattern. Specifically,

The average expenditures per household member in elderly
households was $681. This amount was higher than the com-
parable amount for all other households, due to the fact that
households headed by persons 60 years or more of age tend to
be smaller than those headed by persons under 60 years of
age.

About 61 percent of total energy consumption and about 38
percent of total energy expenditures in elderly households were
for space heating.
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The most recent triennial Residential Transportation Energy
Consumption Survey was conducted for the calendar year 1994 and
the results reported in Household Vehicles Energy Consumption
1994 (published August, 1997).

This report and the RTECS data files are also available on the
Internet at http://www.eia.doe.gov/emeu/rtecs/contents.html. Data
in this publication, vehicle miles traveled, gallons of motor fuel con-
sumed, expenditures for motor fuel, and number of vehicles, are
categorized by household characteristics and type of vehicle. These
data show that for calendar year 1994, elderly households drove
fewer miles and used less fuel on average than did all households.
For example, elderly households with one adult and no children
drove an average of 8,600 miles and consumed an average of 435
gallons of motor fuel. Elderly households with 2 or more adults and
no children averaged 17,000 miles and 907 gallons of motor fuel.
These averages are below the corresponding averages for all U.S.
households, 21,100 miles and 1,067 gallons of motor fuel. Elderly
households may travel fewer vehicle miles because they make rel-
atlively less use of their vehicles for commuting to work or earning
a living.

RESEARCH RELATED TO AGING

In 1995 and 1996, the Office of Environment, Safety and Health
(EH) sponsored research to further an understanding of the human
health effects of radiation. As part of this research program, the
Department of Energy sponsored epidemiologic studies concerned
with understanding biological changes over time. Lifetime studies
of humans constitute a significant part of EH’s research; because
the risks of various health effects vary with age, these studies take
age into consideration. EH supports research to characterize late-
appearing effects induced by chronic exposure to low levels of phys-
ical agents and some basic research concerning certain diseases
that occur more frequently with increasing age.

Because health effects resulting from chronic low-level exposure
to energy-related toxic agents may develop over a lifetime, they
must be distinguished from normal aging processes. To distinguish
between induced and spontaneous changes, information is collected
from both exposed and nonexposed groups on changes that occur
throughout the life span. These data help characterize normal
aging processes and distinguish them from the toxicity of energy-
related agents. Summarized below are specific research projects
that the Department sponsored in 1995-1996.

Long Term Studies of Human Populations.—Through EH, DOE
supports epidemiologic studies of health effects in humans who
may have been exposed to chemicals and radiation associated with
energy production or national defense activities. Information on life
span in human populations is obtained as part of these studies. Be-
cause long-term studies of human populations are difficult and ex-
pensive, they are initiated on a highly selective basis.

The Radiation Effects Research Foundation, sponsored jointly by
the United States and Japan, continues to work on a lifetime fol-
lowup of survivors of atomic bombings that were carried out in Hir-
oshima and Nagasaki in 1945. Over 100,000 persons are under ob-
servation in this study. An important feature of this study is the
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acquisition of valuable quantitative data on dose-response relation-
ships. Studies specifically concerned with age-related changes are
also conducted. No evidence of radiation-induced premature aging
has been observed.

Multiple epidemiologic studies involving about 400,000 contractor
employees at DOE facilities are being managed by the Department
of Health and Human Services through a Memorandum of Under-
standing between the two agencies. These studies include assess-
ments of health effects at older ages due to ionizing radiation and
other industrial toxicants. Several of the studies will look closely at
workers who were first exposed at age 45 or older, assessing the
impact of these late exposures in relation to the burden of chronic
diseases that are common among older people. The average age of
workers included in these studies is greater than 50 years.

The United States Uranium/Transuranium Registry, currently
operated by Washington State University, collects occupational
data including work, medical, and radiation exposure histories and
information on mortality among workers exposed internally to plu-
tonium or other transuranic elements. Most of the workers partici-
pating in this voluntary program are retirees.

In response to the Defense Authorization Act of 1993, EH has es-
tablished a program involving a number of ongoing projects across
the DOE weapons complex to identify former workers whose health
may have been placed at risk as a result of occupational exposures
that occurred from the 1940s through the 1960s. These projects
provide medical screening and monitoring for former workers to
identify those at high risk for occupationally related diseases and
to identify workers with diseases that may be reduced in severity
by timely interventions.

In addition to its epidemiologic research and health monitoring
programs, EH has established the Comprehensive Epidemiologic
Data Resource, a growing archive of data sets from the many epi-
demiologic studies sponsored by DOE. This public archive provides
the research community with data that continue to be used to gain
additional insights into the relationships between occupational ex-
posures and a variety of health outcomes including diseases of
aging, such as cancer.

OTHER DOE-FUNDED RESEARCH RELATED TO AGING

Since the inception of the Atomic Energy Commission, the De-
partment and its predecessor agencies have carried out a broad
range of research and technology development activities which
have impacted health care and medical research. The Medical Ap-
plications and Biophysical Research Division within the Office of
Biological and Environmental Research carries out a Congressional
mandate to develop beneficial applications of nuclear and other en-
ergy related technologies including research in aging affecting older
Americans. The Aging Research involves study of a brain chemical,
dopamine (DA), and its function in humans as they age. A signifi-
cant decline in the function of the brain DA system with age has
long been a recognized fact, but the functional significance of this
loss is not known. Medical imaging studies, using radiotracers and
positron emission tomography, are designed to investigate the con-
sequences of the age-related losses in brain DA activity in cerebral
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function and to investigate mechanisms involved with the loss of
DA function with normal aging. The results of these studies have
already shown that in healthy volunteers with no evidence of neu-
rological dysfunction there is a decline in parameters of DA func-
tion, which are associated with decline in performance of motor and
cognitive functions. The results of these studies also indicate that
changes in life style, such as exercise, may be beneficial in promot-
ing the health of dopamine system in the elderly.

Cancer is a disease generally associated with aging. One of the
essential steps in the conversion of a normal cell to a malignant
cancer cell is a heritable loss of the cell’s ability to control its nor-
mal growth behavior. In addition, cancer cells often escape from
the normal cell aging process. Research is funded on the role of cell
aging (or senescence) in the aging of the whole organism. This re-
search received an award from the Alliance for Aging Research, the
nation’s leading citizen advocacy organization for promoting sci-
entific research in human aging and working to ensure healthy lon-
gevity for all Americans.

Additional research has resulted in the creation of a new sci-
entific discipline known as biodemography, a melding of biology
and demography. This research is searching for biological informa-
tion, at all levels of biological organization, that predicts and ex-
plains patterns of age-related mortality observed in populations. In
the long term, biodemography provides a conceptual framework
that helps policy makers assess the impact that specific biomedical
interventions such as heart bypass surgery, renal dialysis, chemo-
therapy, or gene therapy will have on population aging and, as a
result, on the fiscal solvency of government entitlement programs
for aging citizens.

The programmatic costs for aging research are estimated at ap-
proximately $400K annually.



ITEM 6—DEPARTMENT OF HEALTH & HUMAN SERVICES

THE ADMINISTRATION ON AGING AND THE OLDER
AMERICANS ACT

INTRODUCTION

Today, 44 million, or one in six, Americans are 60 or older. While
most older Americans are active members of their families and
communities, others are at risk of losing their independence. These
include the 4 million Americans 85 or older, those living alone
without a caregiver, members of minority groups, older persons
with physical or mental impairments, low-income older persons,
and those who are abused, neglected, or exploited.

To meet the diverse needs of the growing number of older people,
the Older Americans Act of 1965 (the Act), as Amended, calls for
programs that offer services and opportunities for older Americans.
The Act established the Administration on Aging (AoA), an agency
of the U.S. Department of Health and Human Services, which is
headed by the Assistant Secretary for Aging.

Among its major responsibilities, the AoA administers programs
at the federal level, which help those elderly at risk of premature
or unnecessary institutionalization to remain in their own homes
by providing supportive and nutrition services. This report summa-
rizes the major activities of the AoA in Fiscal Years 1995 and 1996.

THE NATIONAL AGING NETWORK

The AoA is the federal focal point and advocacy agency for older
persons. In this role, the AoA works to heighten the awareness of
other federal agencies, organizations, and the business and public
sectors about older persons—their many contributions to the na-
tion, their resources, but also their needs and concerns. The AoA
also works with these various groups to ensure that, whenever pos-
sible, their programs and resources are targeted to the elderly and
coordinated with those of the aging network. The AoA works close-
ly with the nationwide network of State Units on Aging (SUA’s),
Area Agencies on Aging (AAA’s), and Indian Tribal Organizations
(ITO’s) to plan, coordinate, and develop community-level systems of
services designed to meet the unique needs of older persons and
their caregivers. The AoA awards funds for nutrition and support-
ive in-home and community services to the 57 SUA’s which are lo-
cated in every state and territory. Additional funds are awarded to
these state agencies for elder rights programs, including the nurs-
ing home ombudsman program, and elder abuse prevention efforts.

Funding for programs is allocated to each SUA, based on the
number of older persons in the state, to plan, develop, and coordi-
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nate systems of supportive services. Most states are divided into
Planning and Service Areas (PSA’s) so that programs can be devel-
oped and targeted to meet the unique needs of the elderly residing
in that area.

Nationwide, approximately 655 AAA’s receive funds from the
SUA to plan, develop, coordinate and arrange for services in each
PSA. The AAA’s contract with public and private groups to provide
in-home and community-based services. Nationwide, there are
some 27,000 service provider agencies.

The AoA also awards funds to 222 tribes and native organiza-
tions to assist older American Indians, Alaskan Natives, and Na-
tive Hawaiians. Funds are allocated to ITO’s based on the number
of older American Indians, Alaskan Natives or Native Hawaiians
to be served in their designated geographic area. The ITO’s provide
home and community-based service in keeping with the unique cul-
tural heritage of these Native Americans.

Volunteers are a vital component of the national aging network.
The AoA uses the talents of a half-million volunteers, many of
them older persons, to assist in service programs supported under
the Act. These volunteers work at the community level to enhance
the independence of the elderly. Additionally, the rich talents of
older Americans are being tapped. Through intergenerational pro-
gramming, they are helping families by working with Head Start
children and their parents, as counselors to troubled youth, and by
providing respite care for disabled children. Appendix I includes an
organizational chart of the National Aging Network.

Discretionary grant programs

The discretionary grant programs authorized by Title IV of the
Older Americans Act constitute the major research, demonstration,
training, and information dissemination effort of the AoA. These
programs are aimed at expanding our understanding of older per-
sons, developing innovative model programs, training personnel for
service in the field of aging, and providing technical assistance and
information to the aging network and to others who work with
older persons.

Because of severe reductions in Title IV funding for fiscal year
1996, there were only three demonstration project areas—the
Eldercare Locator, Family Friends, in which older volunteers serv-
ice children with disabilities and their families, and Senior Legal
Hotlines/Legal Assistance and related elder rights projects.

The Act under Title II requires the establishment of resource
centers. The AoA has provided funds to educational institutions to
develop curricula and training programs for professionals and para-
professionals.

In the past, the AoA awarded funds to support national resource
centers on long-term care, housing, nutrition, Native Americans,
older women, and elder abuse.

The budgets for AoA in FY 1995 and FY 1996 are included in Ap-
pendix II.

AGING IN THE FUTURE

During FY 1995-1996, the AoA worked to shape an environment
where Americans will have the best opportunity to adopt attitudes
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and lifestyles that enable them to remain independent in their
later years. Through consumer advocacy and outreach and edu-
cation, the AoA is seeking to enable older Americans, and those
nearing retirement, to make changes that help them to enjoy a ful-
filling future. The key is to plan and to adopt, for their later years,
lifestyles that include the goals of good health, a satisfying quality
of life and financial security.

Through these and many other programs supported by the AoA,
the mandate of the Act—to ensure the dignity and independence of
older Americans in their own homes and the opportunity to contrib-
ute to their communities and our nation—is coming closer to being
fully realized for present and future generations.

This report is organized and divided into five sections summariz-
ing the major activities during FY 1995-1996. Section I discusses
the activities focused on “Improving Services for Seniors and Their
Families.” Section II discusses the activities related to “Enhancing
the Capacity of the Network.” Section III discusses those activities
geared toward “Planning for the Future.” Section IV discusses
those activities focused on “Addressing Diversity.” Section V con-
tains those activities related to “Expanding international Partner-
ships.”

SECTION I —IMPROVING SERVICES FOR SENIORS AND THEIR FAMILIES

Preserving and strengthening the Older Americans Act

The AoA, in consultation with key partners in the aging network,
produced a reauthorization proposal for the Older Americans Act
(the Act) designed to strengthen its services and maintain the in-
tegrity of its successful programs and titles, while improving local
flexibility, protecting the most vulnerable, and preparing for a
growing and diverse aging population. The Act was not reauthor-
ized by the 104th Congress and continues to be discussed in the
105th Congress.

Protecting elders’ rights

As a result of the five Bi-Regional Elder Rights Protection meet-
ings conducted in fiscal year 1995, a number of state elder rights
coalitions were established during fiscal year 1996 to develop ways
to resolve problems affecting large numbers of vulnerable older per-
sons and to assist elders secure the rights and benefits to which
they are entitled.

In FY 1995, the Institute of Medicine, National Academy of
Sciences completed its study to evaluate the State Long-Term Care
Ombudsman Programs concluding that the ombudsman program
serves a vital public purpose and merits continuation with its
present mandate. Through advocacy efforts at both the individual
resident and the system levels, paid and volunteer ombudsmen
uniquely contribute to the well-being of LTC residents—com-
plementing, but not duplicating, the contributions of regulatory
agencies, families, community-based organizations, and providers.
The summary report can be found in Appendix III.

The Congressionally-mandated National Ombudsman Reporting
System (NORS), established to obtain detailed ombudsman compli-
ant and program information, was fully implemented. The informa-
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tion received from this report will serve as a basis for policy devel-
opment and as a baseline against which to measure program out-
comes in future years. The Introduction and Summary from the FY
1995 Long-Term Care Ombudsman Annual Report is included in
Appendix IV.

A special task force to develop outcome measures for the work of
ombudsmen resulted in a report entitled “An Approach to Measur-
ing the Outcomes of the Long-Term Care Ombudsman Program”
which was issued to states and other interested parties.

The Congressionally-mandated National Long-Term Care Om-
budsman Resource Center continued to provide technical assistance
and training activities for state long-term care ombudsmen in nurs-
ing homes and board and care facilities.

Preventing crime and violence

A Crime/Violence Prevention Initiative which focused on the pre-
vention of crimes and violence against older persons was initiated.

The Congressionally-mandated National Center on Elder Abuse
continued to serve the information, knowledge and skills develop-
ment, and knowledge-building needs of organizations, individuals,
and professionals working within and outside the nation’s elder
abuse/neglect prevention network.

The AoA, in collaboration with the Department of Health and
Human Services (HHS) Administration for Children and Families,
is supporting a National Elder Abuse Incidence Study designed to
examine the incidence of elder abuse, neglect, and financial exploi-
tation. The study also identifies the characteristics of victims of do-
mestic elder abuse, as well as those of the perpetrators. The second
year of the three-year study was devoted to collecting data. The
third year of the study will be devoted to the analysis of the data
and dissemination of a final report upon completion.

An interagency agreement with the Department of Justice to ad-
dress the public safety and security needs of older Americans re-
sulted in the formation of local and state TRIAD programs (efforts
to increase cooperation between law enforcement and aging and so-
cial services providers to reduce criminal victimization).

Final products from AoA-funded projects to link, at the state and
local levels, domestic violence and aging networks were completed.
They include manuals and other resources that are useful for de-
veloping programs for the protection of older women against do-
mestic violence.

Cracking down on fraud

The AoA worked in partnership with the Office of Inspector Gen-
eral and the Health Care Financing Administration in carrying out
Operation Restore Trust—a Presidential initiative to detect and
prevent fraud and abuse in the Medicare and Medicaid programs.
This demonstration program began operating in five states—New
York, Florida, Illinois, Texas, and California—and plans to expand
nationally under the Health Insurance Accountability Act (Kasse-
baum-Kennedy bill).

Through September 30, 1996, the program produced $57.5 mil-
lion in criminal and civil restitutions, fines, settlements and pen-
alties.
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The AoA joined the American Association of Retired Persons, the
National Association of Attorneys General, the Federal Bureau of
Investigation, the U.S. Postal Inspection Service, the National
Fraud Information Center, the Royal Canadian Mounted Police,
MCI and Federal Express in launching “Operation Unload.” This
national effort, named after the boiler room operations (phone cen-
ters) commonly used by fraudulent telemarketers, warned elderly
victims and potential victims that their names appear on telephone
lists used by criminals and unscrupulous telemarketers for tele-
marketing schemes. Alerting potential victims that their names
were on such lists, resulted in unloading their names from the
lists. This effort reached nearly 2,000 people across the United
States.

Increasing visibility of nutrition as key health component

An independent Congressionally-mandated evaluation of the El-
derly Nutrition Program (ENP) under Titles IIT and VI of the Act
was completed. The study determined the effectiveness of the ENP
in meeting the nutritional needs of older persons, as well as in ad-
dressing unmet needs. It was the first national evaluation of nutri-
tion programs of the Act since 1983, and the first-ever to evaluate
Title VI nutrition programs. Key findings include:

The ENP provides an average of one million meals per day
to older Americans;

People who receive ENP meals have higher daily intakes of
key nutrients than similar nonparticipants;

ENP meals provide approximately 40 to 50 percent of par-
ticipants’ intakes of most nutrients;

Participants have more social contacts per month than simi-
lar participants; and

A dollar of Title III congregate nutrition funding is supple-
mented with $1.70 from other sources. The leveraging rate for
home-delivered meals is higher: a dollar of Title III home-deliv-
ered nutrition funding is supplemented with $3.35 from other
sources.

The final report on the national evaluation of the Elderly Nutri-
tion Program is included in Appendix V.

Implementing expedited assistance for disasters

Because of the loss of Title IV discretionary funds in fiscal year
1996, AoA could not reserve funds to give to states for disaster as-
sistance.

The AoA signed a Statement of Understanding with the Amer-
ican Red Cross to make the delivery of relief efforts to elderly vic-
tims of disasters more efficient through cooperative efforts, includ-
ing training, data collection, emergency meal distribution and tran-
sition of services.

A training video distributed to the aging network which address-
es the impact of disasters on the elderly was produced in both
English and Spanish.
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Improving customer service

The first-ever strategic plan for the AoA was developed. The plan
articulated the mission as well as goals and objectives for the agen-
cy and the aging network.

A customer service plan for the AoA was included with HHS Sec-
retary Shalala’s plan. The plan contains nine customer service
standards for the AoA employees in delivering services to older per-
sons and their families, to State and Area Agencies on Aging,
ITO’s, as well as other agencies, organizations and grantees.

The use of these standards was expanded by establishing a com-
prehensive AoA Website (http://www.aoa.dhhs.gov) on the Internet
which provides current data and information on a variety of mat-
ters of concern to older consumers and their families.

The “AoA Update,” a monthly newsletter, was created for dis-
tribution to the aging network, agency employees and other inter-
ested individuals to keep them apprised of agency activities/initia-
tives.

A National Symposium on Performance-Based Management
brought together representatives of the aging network to address
data and technology requirements for the future.

SECTION II—ENHANCING THE CAPACITY OF THE NETWORK

Improving research, training and discretionary grants process

The AoA undertook a variety of efforts which resulted in an im-
proved discretionary grants process:

Utilized the research, training and discretionary funding
program to move forward priorities of the agency including
home and community-based long-term care, older women, nu-
trition/malnutrition, crime/violence prevention, and planning
for the future.

Improved the peer review process in awarding grants.

Established field-initiated projects to encourage creativity
and innovation. Field-initiated projects offer applicants an op-
portunity to propose and develop innovative approaches which
expand knowledge in any policy, program, or related issue of
importance to older Americans without being confined by spe-
cific priority areas.

Assessing cost sharing for services to older persons

In anticipation of changes in the Act relating to cost sharing, the
AoA commissioned the HHS Office of Inspector General to survey
states and territories. The purpose of this activity was to describe
current cost sharing activities within states and discuss implemen-
tation issues concerning cost sharing for services to older persons
under Title IIT of the Act. The review found that although 36 states
currently make use of cost sharing programs, states’ specific experi-
ences with these practices will affect their readiness to implement
Title III cost sharing. This report is contained in Appendix VI.

Establishing a national aging data base information and resource
center

A Congressionally-mandated National Aging Information Center
funded by AoA provided convenient access to a wide range of re-
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sources for those interested in aging issues and information. The
Center served policymakers and Congress, the aging network, edu-
cators, researchers, practitioners and the public, and is the reposi-
tory of documents and the final report of the 1995 While House
Conference on Aging.

Working to expand home and community-based long-term care

Four long-term care resource centers contributed to a long-term
care agenda aimed at the development of consumer-driven home
and community-based systems of care for older persons who need
services. Products included guidebooks, policy papers, manuals,
and research briefs on such diverse topics as expanding consumer
choices, addressing the needs of persons with disabilities, over-
coming barriers to long-term care assistance in rural areas, exam-
ining managed care and frail elders, highlighting home and com-
munity-based cared best practices, evaluating housing for rural and
African American elders, analyzing assisted living alternatives, re-
ducing the cost of institutional care, improving transportation for
the elderly, and others.

Phase II of AoA’s Health Care University (conference on man-
aged care) brought together 750 representatives of the aging net-
work to understand the concepts of managed care for the elderly
and individuals with disabilities and its relationship to Medicare,
Medicaid and the Act. The conference also provided an opportunity
to examine ways to assure consumer protection and offer advocacy
to those in managed care.

The National Long-Term Care Mentoring Program continued to
assist states to develop more extensive programs in home and com-
munity-based care, profile model home and community-based pro-
grams, and provide a corps of “mentors” with a wide range of ex-
pertise.

The AoA continued support for the Neighborhood Senior Care
Program which resulted in innovative neighborhood-based efforts
which encourage health professionals and community volunteers to
provide home and community-based services.

A working partnership with the Department of Housing and
Urban Development (HUD) enhanced the availability and acces-
sibility of services for the elderly and persons with disabilities who
reside in federally-assisted housing facilities. This collaboration
with HUD also resulted in “Best Practice” awards to the top-rated
housing facilities demonstrating successful coordination between
the aging network and government-assisted housing facilities.

Establishing linkages between aging and disability communities

The AoA joined as a participant in the National Coalition on Dis-
ability and Aging. The Coalition, comprised of twenty-eight na-
tional aging and disability organizations, seeks to focus national at-
tention on the common concerns of aging and disability constitu-
encies. As a result of this linkage, collaboration was enhanced be-
tween the disability and aging communities, particularly with re-
spect to home and community-based services. Examples of collabo-
rative efforts included:

Funding projects to provide information and technical assist-
ance on consumer-directed services; building model partner-
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ships between communities; fostering involvement of home and
community-based consumers in systems development; and co-
ordinating with agencies that serve persons with develop-
mental disabilities;

Provided joint funding with the HHS Office of the Assistant
Secretary for Planning and Evaluation for the National Insti-
tute on Consumer-Directed Home and Community-Based Care
Systems to foster increased opportunities for consumer choice
and direction in systems and services for adults with disabil-
ities;

Renewed an informal partnership with the National Easter
Seal Society designed to call greater attention to the needs of
individuals who suffer from post-polio syndrome, the long-term
impact of which mirrors an accelerated aging process.

Documenting value of aging network in human terms

The approval of the National Aging Program Information System
State Program Report (SPR) by the Office of Management and
Budget represents a successful conclusion to over four years of co-
operative work between AoA and all levels of the aging network.
The Congressionally-mandated SPR is a comprehensive and coordi-
nated information and reporting system designed to provide data
primarily on clients, services and costs of the programs provided to
the elderly under the Act. The new state reporting requirements
will replace a report having up to 30 categories of services with a
report of no more than 15 categories of services, while at the same
time providing more in-depth data on client characteristics. The re-
porting system, which includes electronic submission of reports to
AoA, is an important step in enhancing the capacities of the aging
network at all levels to utilize the data in support of policy develop-
ment, program enhancement, and advocacy. Note that Appendix
VII includes Executive Summary of the State Program Report for
fiscal year 1995.

SECTION III—PLANNING FOR THE FUTURE

Preparing for the needs of a growing aging population

An Initiative on Redefining Retirement resulted in a variety of
efforts designed to lay the foundation for changing behaviors, atti-
tudes and choices about planning for the future. This Initiative
sought to educate and motivate baby boomers to make thoughtful
choices now so that they will be more likely to be financially se-
cure, productive, healthy and socially involved in their later years.
Some examples of these efforts include:

Initiated the National Planning Objectives Project which
brought together for the first time various leaders of the public
and private sector to explore and initiate a process for setting
national planning objectives for an aging society;

Established mechanisms for policy dialogue at the national,
state and local level by funding the National Academy on
Aging to serve as a resource for objective information on broad
policy issues;
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Provided funding to the Council of Governor’s Policy Advi-
sors to work with states to help them better understand the
implications of an aging population for state policymaking;

Established partnerships with other federal agencies such as
the Social Security Administration and the Department of
Labor; and

Cosponsored a publication produced by the Metropolitan Life
Insurance Company which provides tips on how to enjoy one’s
retirement.

Improving service delivery to Hispanic elders

The Assistant Secretary for Aging co-chaired the HHS Working
Group on Hispanic Issues which worked to improve the delivery of
services to Hispanic customers. The working group prepared a final
report and recommendations for the Secretary on strategies for im-
proving services to Hispanic Americans.

Through the Eldercare Locator, a nationwide information and re-
ferral service funded by AoA, assistance is being made available in
Spanish and the Locator is beginning an outreach campaign to in-
form the Hispanic community about this important service. A
Spanish language brochure and advertisements have been devel-
oped.

Improving service delivery to American indians, Alaskan Natives,
and native Hawaiians

To understand and respond to the home and community-based
long-term care needs of American Indians and Alaskan Natives
better, a survey of home and community-based long-term care in
American Indian and Alaskan Native communities was completed.
The Executive Summary from the report appears in Appendix VIII.

The AoA convened the Fourth American Indian, Alaskan Native,
and Native Hawaiian Elders Roundtable in Washington, D.C. The
focus was on home and community-based long-term care in Native
American communities.

Grants totaling $16,057,000 were awarded to 221 ITO’s and one
Native Hawaiian organization for providing nutrition and support-
ive services to elders. A summary of the program performance data
is contained in Appendix IX.

The Third Annual National Title VI Training and Technical As-
sistance Meeting was held in Denver, Colorado. The focus was on
“Aging with Honor” and included training on preventive health
care, elder rights and abuse, and coordination of program re-
sources.

The University of Colorado at Denver and the University of
North Dakota at Grand Forks were awarded cooperative agree-
ments by AoA totaling approximately $500,000 to establish Na-
tional Resource Centers for Older Indians, Alaskan Natives and
Native Hawaiians. The primary focus of both centers is health,
community-based long-term care and related issues. The Centers
are the focal points for the development and sharing of technical
information and expertise to ITO’s, Title VI grantees, Native Amer-
ican communities, educational institutions, and professionals and
paraprofessionals in the field.
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The Federal Interagency Task Force on Older Indians which fa-
cilitates coordination among federally-funded programs to improve
services to older Indians focused on three areas of concern to older
Indians during fiscal year 1996: health, transportation, and data.
The Task Force will make recommendations to further interagency
collaboration and enhance services to older Indians, and highlight
problems, issues and/or barriers that prevent or diminish collabora-
tion.

Working to improve the quality of life for older women

The AoA participated in a variety of collaborative efforts de-
signed to improve the quality of life for older women:

Launching the “Pensions Not Posies Campaign”—a public
education effort developed by the Pension Policy Consortium to
inform women about the importance of pensions and future
planning;

Convening a roundtable entitled “Grass Roots Innovations
for Older Women’s Employment” in collaboration with the Pen-
sion Rights Center. The forum highlighted innovative mecha-
nisms at the state and local level for assisting women to over-
come barriers to employment in areas of job training,
caregiving and pensions; and

Working with HHS Secretary Donna Shalala’s work group to
prepare for the 39th Session of the United Nations’ Commis-
sion on the Status of Women; the Beijing Task Force which fo-
cused on implementation of recommendations adopted by the
4th World Conference on Women; and the National Action Plan
on Breast Cancer Federal Coordinating Committee.

The National Policy and Resource Center on Women and Aging,
established by AoA to provide a national focal point for coordinat-
ing efforts to educate older women at a grassroots/local level, con-
vened a National Conference on Women and Aging in conjunction
with the Office of Women’s Health in HHS. The Center published
a monthly newsletter focused on critical issues impacting older
women, as well as numerous pamphlets and reports on topics of in-
terest to women including hormone replacement therapy,
caregiving, housing, health care and economic security.

SECTION V—EXPANDING INTERNATIONAL PARTNERSHIPS

Established cooperative efforts with Mexico and China

The AoA worked to establish stronger partnerships between Mex-
ico, China and the United States in preparing for the growing num-
bers of older persons in their honored countries and to elevate
aging matters as a priority issue of mutual concern.

The Assistant Secretary for Aging was a keynote speaker at the
International Symposium of Geriatrics and Gerontology, held in
Guadalajara, Mexico.

Provided briefings for foreign officials

In fiscal year 1996, the AoA held a number of briefings for visit-
ing officials, including those from China, Japan, France, Mexico,
Uruguary, Latvia, Korea, Taiwan, Turkey, Argentina and the Slo-
vak Republic.
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Provided international training and technical assistance

A Memorandum of Understanding between AoA and Sister Cities
International resulted in joining aging professionals and volunteers
in the United States with their counterparts in other countries to
%)rovide technical assistance in meeting the needs of an aging popu-
ation.

With the cooperation of the U.S. Information Agency’s Individual
Visitor Program and the National Personnel Authority in Japan,
the AoA also mentored two officials from the Japanese Ministry of
Health and Welfare who studied health care reform and aging in
the U.S.
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SECTION I—THE NATIONAL AGING SERVICE NETWORK
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SEcCTION II—FY 1995 AND FY 1996 BUDGET TABLES AND CHARTS

ADMINISTRATION ON AGING
(8 in Thousands)

FY 1995 FY 1996

Enacted Enacted
Supportive Services/Senior Centers 306,711 300,556
Congregate Meals 375,809 364,535
Home Delivered Meals 94,065 105,339
In-Home Svc. Frail Elderly 9,263 9,263
Preventive Health Services 16,982 15,623
Research/Discretionary 25,630 2,850
Grants for Native Americans 15,212 16,057
Grants for Native Hawaiians 1,690 0
Ombudsman Services 4,449 [4,449] 1/
Sec. 371 Elder Abuse 4,732 [4,732] v
Outreach, Public Benefit and
Insurance Counseling 1,976 0
Federal Council on Aging 176 0
White House Conference on Aging 3,000 0
Program Direction 16,312 15,097
Total, Aging Service Programs 876,007 829,320

V Earmarked under Supportive Services.
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Fiscal Year 1995 Enacted

$876,007,000
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SECTION III—SUMMARY REPORT OF THE INSTITUTE OF MEDICINE’S
“REAL PEOPLE, REAL PROBLEMS: AN EVALUATION OF THE LONG-
TERM CARE OMBUDSMAN PROGRAMS OF THE OLDER AMERICANS
Act”

SUMMARY

INSTITUTE OF MEDICINE

Real People
Real Problems:

An Evaluation of the
Long-Term Care
Ombudsman Programs

of the Older Americans Act

1995
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Preface

The subject of this study, the long-term care (LTC) ombudsman programs,
came about two decades ago in response to the widespread perception that
there was a crisis in nursing home quality. Despite laws and regulations to
address these concerns and to protect nursing home residents, scandals
involving poor and negligent care were surfacing. The mission of the
ombudsman program was twofold: while advocating for broad policy changes,
ombudsmen were to help resoive the very real problems faced by real people
in nursing facilities. In 1981, the program’s mission was extended to cover the
concerns of residents of board and care facilities.

Over the past two decades, quality assurance activities for nursing facilities
have multiplied. In particular, a 1986 Institute of Medicine study, Improving
the Quality of Care in Nursing Homes, made far-reaching recommendations for
federal policy in this area. As a result of that study and subsequent legislation
in 1987, several policies have been adopted to address problems in nursing
home quality. Phasing in these changes is a slow and lengthy process that is
far from complete. Although ombudsmen do not bear the responsibility of
implementing these changes, much of their activity for the past decade has
been concerned with and shaped by the anticipation, inception, and
implementation of these new laws and regulatory reforms.

In the early 1990s, policymakers—at the urging of ombudsmen
themselves—concluded that an in-depth examination of the program was
warranted to examine its present strengths and weaknesses and assess its
potential for future contributions. The Congress of the United States directed
the Assistant Secretary for Aging of the Administration on Aging (AoA) to
conduct a study of the state LTC ombudsman programs. AoA subsequently
contracted with the Institute of Medicine to perform the study.
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The effectiveness of the current program is not well understood, and its
potential for having a meaningful impact beyond the relatively narrow settings
of LTC facilities is not known. Nevertheless, the program serves as a model
for several proposed “health care ombudsman™ programs. Consequently, many
experts and parties interested in the LTC arena, as well as those concerned
more broadly with comprehensive health care reform, will look to this study
for guidance. Can the structure, activities, and accomplishments of the present
LTC ombudsman program be successfully generalized to other settings,
populations, and challenges?

This report is the culmination of a 12-month effort by a committee of 16
individuals recognized for their expertise in LTC, medicine, medical sociology,
health care policy and research, clinical research, health law, health care
administration, state government policy and program administration, consumer
advocacy, public health, voluntarism, and the LTC ombudsman program. The
charge to this committee was to assess the LTC ombudsman programs’
performance and, when appropriate, to make recommendations on public
policy strategies by which the program can better achieve its objectives.

The committee engaged in several factfinding activities, including: site
visits to six states; seven commissioned papers; structured, systematic contacts
with directors of state units on aging, state and local LTC ombudsmen, LTC
physicians, and grassroots advocacy groups; a one-day invitational symposium;
a public hearing; two “open-mike” sessions at national professional
conferences; discussions with four national associations of LTC facility
providers; and a technical panel that was convened twice and called upon as
needed throughout the course of the study.

The committee concluded that the ombudsman program serves a vital
public purpose and merits continuation with its present mandate. Through
advocacy efforts at both the individual resident and the system levels, paid and
volunteer ombudsmen uniquely contribute to the well-being of LTC
residents—complementing, but not duplicating, the contributions of regulatory
agencies, families, community-based organizations, and providers. To
underscore this commitment to the mission of the program, the committee sets
forth several recommendations that are intended to bring the programs in
compliance with the legislated mandates; build a nationwide database on key
structure, process, and outcomes measures for the program; enhance each
state’s ability to operate a unified statewide Office of the LTC Ombudsman;
stimulate and guide needed research; and encourage leadership from the federal
government.

The committee conjectured about the future of the ombudsman program
in light of the health care reform movement and recent trends in health care
and LTC. For more than a decade, virtually all components of the health care
delivery system have undergone restructuring and have experienced the
“ripple” or “domino” effects of Medicare and other policy changes. The
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process of change holds significant clues about the future direction of health
care and implications for the LTC ombudsman program.

The increasing growth and dominance of managed care organizations raise
complex issues for LTC. Among the more pressing are: the relationship of
LTC facilities and services to managed care organizations, how cost-
containment strategies will be implemented in LTC settings, and how they will
influence the organization, scope, and delivery of care. Additionally, the
nature and scope of community-based Service delivery has altered to such an
extent that traditional conceptions of post-hospital care and LTC are no longer
realistic. Average lengths of stay in nursing homes are decreasing and the
nursing home is shifting in some respects from a long-term residence to a sub-
acute facility. The home care sector is experiencing considerable growth,
attributable in part to advances in medical technology that have led to the
transfer of “high-tech” medical procedures from hospitals, clinics, and nursing
facilities to the home setting.

Increased demand for ombudsman-type services will likely rise as
managed care and cost-containment strategies play a more prominent role in
decision making about who does—or does not—enter nursing facilities and
other LTC facilities, and as more LTC services are provided in home- and
community-based settings. If the ombudsman of the future serves only
residents of LTC facilities, many vulnerable persons needing the services
offered by an ombudsman will be denied access. The extent to which the LTC
ombudsman program is poised for integration into the frameworks of the
larger, restructured health care system and coordinated with other forms of
consumer advocacy depends in part on how successfully the present program
fulfills it ‘mission. The committee’s recommendations are intended to
strengthen the program’s capacity to carry forth with its current mission and
prepare for the real problems that will be faced by real people in the future.

Carroll L. Estes
Chair
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Summary

Long-term care (LTC) ombudsmen' advocate to protect the health, safety,
welfare, and rights of the institutionalized elderly in nursing facilities® and
board and care (B&C) homes. Given the dramatic changes that are occurring
in the entire LTC sector, the need for such advocates is compelling. A
multiplicity of factors—sociodemographic, economic, political, and
clinical—are converging in ways that call for significant attention to the
quality-of-care and quality-of-life needs of all persons needing LTC services.

“LTC services” is a broad term that describes a constellation of services
used by people with disabilities to achieve a meaningful life according to their
own expectations and yardsticks. These services include health care, social
services, housing, transportation, and other supportive services. Typically,
LTC is associated with the elderly, although many older persons never require
such care and many who are not elderly do require LTC services. Elderly
residents of LTC facilities (nursing facilities, B&C homes, and other group
residential homes) are the designated constituency of ombudsmen.

'The term “ombudsmen” carries no meaning with respect to the gender of the
occupant of the position. Indeed, in the United States, the vast majority of long-term
care ombudsmen are women.

?In this report “nursing facility,” the technical term for a Medicaid-certified nursing
facility, is used more broadly to describe any nursing home-—whether or not it is
Medicaid-certified, Medicare-certified, or private-pay.

1



101

2 REAL PEOPLE, REAL PROBLEMS
ORIGINS OF THE STUDY AND REPORT

This report from the Institute of Medicine (IOM) addresses important
aspects of the LTC ombudsman program—specifically the LTC ombudsmen’s
ability to deal with problems that affect the care provided to and the quality
of life achieved by elderly residents of LTC facilities. The ombudsman
program arose in response to the widespread perception of problems in nursing
facility quality. The program began in 1972 through five state demonstration
projects that were funded by the Department of Health, Education, and
Welfare’s Health Services and Mental Health Administration. The
Administration on Aging (AoA) received responsibility for the program during
a departmental reorganization in 1973 and has retained that responsibility over
the past two decades.

Recently, policymakers—at the urging of ombudsmen themselves—
concluded that a more in-depth examination of the program is warranted, with
the aim of clarifying present strengths and weaknesses and assessing the
program’s potential for future contributions. To this end, the Congress of the
United States directed, in the 1992 reauthorization of the Older Americans Act
{OAA), that the Assistant Secretary for Aging conduct a study of the state
LTC ombudsman programs. Through a contractual arrangement, the IOM
carried out the study.

This report is the culmination of that work, which commenced in October
1993. To conduct the study, the IOM appointed a 16-member expert
committee comprising individuals recognized for their expertise in LTC,
medicine, medical sociology, heaith care policy and research, clinical research,
health law, health care administration, state government policy and program
administration, consumer advocacy, public health, voluntarism, and the LTC
ombudsman program (for details of committee members’ backgrounds and
specialties, see Appendix D).

The committee’s report examines four key issues:

I.  the extent of compliance with the program’s federal mandates,
including conflict of interest issues;

2.  the availability of, unmet need for, and effectiveness of the
ombudsman program for residents of LTC facilities;

3. the adequacy of federal and other resources available to operate the
programs; and

4.  the need for and feasibility of providing ombudsman services to
older individuals who are not residing in LTC facilities.

To inform itself on issues pertaining to this charge, the committee engaged
in a variety of factfinding activities. These inciuded site visits, seven
commissioned papers, numerous contacts with a wide array of ombudsmen and
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individuals with whom they interact, a one-day invitational symposium, and
two meetings of a technical panel.

THE LONG-TERM CARE OMBUDSMAN PROGRAM

Concerns with the quality of nursing facilities, the care provided in them,
and the government’s ability to enforce regulations in them led to the creation
of the LTC ombudsman program in the early 1970s. In contrast to regulators,
whose role is to apply laws and regulations, ombudsmen are supposed to help
identify and resolve problems on behalf of residents in order to improve their
overall well-being. The ombudsman program works alongside other programs,
groups, and individuals engaged also in efforts to improve the quality of care
and quality of life of residents in LTC facilities.

Although the classic model of the ombudsman stresses neutrality and
mediation, the role of the LTC ombudsman is considered a hybrid, since it was
designed to encompass both active advocacy and representation of residents’
interests over those of other parties involved. Additionally, in the classic
model the ombudsman intervenes between the government and individual
citizens. In the case of the LTC ombudsman program, however, intervention
usually also includes a private third party—the nursing or B&C facility.

Today the LTC ombudsman program operates in all 50 states, the District
of Columbia, and Puerto Rico. No single model can accurately describe these
multifaceted programs. Variability in organizational placement, program
operation, funding, and utilization of human resources has given rise to at least
52 distinctive approaches to implementing the program. The Office of the
State LTC Ombudsman program is most often housed within the state unit on
aging (SUA); 42 states have this arrangement. The SUAs in these states
themselves vary in their organizational placement: some are housed in
independent, single-purpose agencies; some reside in larger, “umbrella”
agencies in which several other agencies report to a head office. Others are
housed in independent state-run ombudsman agencies. Some even operate
completely outside state government. Recent estimates of LTC ombudsman
staffing put the number of full-time equivalent (FTE) paid staff at about 865.
Volunteer ombudsmen number about 6,750, excluding volunteers who serve
chiefly on advisory committees.

Funding for LTC ombudsman programs is patched together from multiple
sources at the federal, state, and local levels. Most federal funding comes
from the OAA. Sources for other funding include state and local governments,
area agencies on aging (AAAs), the United Way, and foundations.

The primary activity required of LTC ombudsmen by the OAA is the
identification, investigation, and resolution of individual complaints relating to
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the residents of LTC facilities. The program clearly performs this function.
In 1993, LTC ombudsmen received more than 197,800 cemplaints, lodged by
more than 154,400 people.

Ombudsmen are required to address and attempt to rectify the broader, or
underlying, causes of problems for residents of LTC facilities. When working
on the systemic level, ombudsmen’s responsibility to advocate for policy
change includes evaluating laws and regulations, providing education to the
-public and facility staff, disseminating program data, .and promoting the
development of citizen organizations and resident and family councils.

STATE COMPLIANCE WITH PROGRAM MANDATES

If a state is operating a LTC ombudsman program in compliance with
congressional mandates, the program will perform several functions. For
purposes of reviewing the extent of compliance, the committee collapsed the
several statutory functions of the LTC ombudsman program into two primary
services: (1) direct, individual advocacy services, which should be accessible,
available, and meet the needs of residents of nursing and B&C facilities, and
(2) systemic advocacy services.

Findings

Although in some states and locales elements of the ombudsman programs
are vigorously implemented, the ombudsman program as a whole has not been
fully implemented with regard to the provisions of the OAA that call for
ombudsman services to be available and accessible to residents of LTC
facilities. The committee finds the following:

. Not all residents of LTC facilities in need of advocacy assistance
have meaningful access to the services of an ombudsman.

. Given the lack of a frequent visitation pattern to LTC facilities by
ombudsmen in many parts of the country and little, if any, evidence that other
methods. are used effectively to build an awareness in the community of the
availability of ombudsman services, large numbers of residents of LTC
facilities are unaware of, and thus would probably not be able to use, the
ombudsman programs’ services.

. For the most part, ombudsmen provide timely responses to
complaints. However, serious problems exist in some locales. For example,
some state programs serve a large proportion of their LTC residents largely
throngh one central toll-free telephone service. In such cases, it is not unusual
for ombudsmen to investigate complaints through telephone inquiries only.
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Those residents most in need of an ombudsman to assist in protecting their
health, safety, welfare, and rights may be reluctant or simply unable to initiate
complaints to the ombudsman by such means ‘as telephone calls because they
are too frail or cognitively impaired.

. Implementation of the ombudsman program for residents of nursing
facilities has been uneven among and within states.

. Implementation of the ombudsman program for residents of B&C
homes has not been achieved in any significant way except in a small number
of states.

. The ombudsman program activities of too many states are piecemeal,
fragmented, and focused primarily on responding to complaints that relate to
individual residents of nursing facilities. These states are not in compliance
with the spirit of the program provisions as stated in the OAA; the Offices of
the State LTC Ombudsman programs do not function as a whole, statewide,
unified, integrated program delivering a range of individual, systemic, and
educational efforts.

. AoA has not mandated any level of implementation for the legislated
LTC ombudsman program, nor has the agency monitored the states’ efforts at
implementation. Although ombudsman programs vary in the amount of staff
and volunteer resources being expended to serve the residents of LTC
facilities, no agreed-upon level of effort exists to signify that an ombudsman
program has been implemented at a minimum acceptable level in a state.
States do not uniformly comply with the essential requirements for operating
statewide ombudsman programs, and neither AoA nor any other federal agency
employs mechanisms to require such compliance.

. AoA has not developed technical guidance materials that inform
states of the federal government’s operational definitions of a fully
implemented Office of the State LTC Ombudsman program.

. Ombudsman programs need competent legal advice and backup,
including, when the circumstances call for legal interventions, assistance to
LTC facility residents in pursuing issues in the courts -and in regulatory
hearings. The availability of these services is extremely uneven across the
country.

. Except in a very few states, SUAs have not fulfilled their
responsibility to ensure that adequate and independent legal counsel is
available to the ombudsman programs for the purpose of providing advice and
counsel related to LTC residents.
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Recommendations on Compliance

The committee considers the mission of the LTC ombudsman program to
be worthy in purpose and deserving of support from public funds. Accordingly,
the programs should operate throughout the country in compliance with federal
mandates. The committee proposes eight recommendations as a result of this
part of its review.®

3.1. The committee recommends that Congress amend the Older
Americans Act to allow state ombudsman programs to serve younger
individuals who reside in long-term care facilities in which primarily
elderly individuals reside. However, state ombudsman programs should
strive to comply fully with their current mandates before using Older
Americans Act resources to serve residents who are younger than 60 years
of age. When applicable, the state long-term care ombudsman shouid
coordinate activities and advocacy efforts with other organizations that
serve as advocates for nonelderly residents.

3.2. The committee recommends that the Department of Veterans
Affairs (VA) institute an agreement with the Administration on Aging
(Ao0A) to ensure that long-term care ombudsman services are available to
all veterans residing in nursing and domiciliary homes operated by the
VA. The agreement should include the transfer of adequate funds from
the VA to the AoA to support the provision of ombudsman services to VA-
owned or VA-managed facilities.

33. The committee recommends that the Assistant Secretary for
Aging develop and distribute a policy statement detailing the sanctions the
AoA is authorized to use to enforce state compliance with statutory
mandates of the long-ferm care ombudsman program. The statement
should describe the sanctions and explain which conditions require or
justify invoking each sanction.

34. The committee recommends that the Assistant Secretary for
Aging issue clearly stated policy and program guidance that sets forth the
federal government’s expectations of state long-term care ombudsman
programs. Such guidance should articulate operational principles in terms
of basic elements of the program, including:

*In this summary, recommendations are numbered to correspond to the numbering
scheme used in the chapters in which they are found. For example, Recommendation
3.1 is the first recommendation that is made in Chapter 3.
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. definitions, criteria, and standards to determine whether a state
ombudsman program is operating as a unified entity throughout the state;

*  designation and de-designation process(es) of all host agencies and
all individual representatives within the ombudsman program;

¢  process(es) by which the state ombudsman program provides
assistance (including training) to local ombudsman programs;

. method(s) by which the state ensures that its ombudsman
program has suitable access to facilities, records, and residents;

* method(s) by which the state ensures that its ombudsman
program provides meaningful annual reports; and

*  method(s) by which the state ensures that adequate legal counsel
is an integral part of the ombudsman program both in representing the
ombudsman program itself and in providing advice and counsel in matters
related to long-term care facility residents.

3.5.  The committee recommends that Congress direct the Secretary
of the Department of Health and Human Services to implement the
statutory provisions set forth in Public Law 102-375 that require a federal
Office of Long-Term Care Ombudsman Programs in the Administration
on Aging and that Congress explicitly provide an adequate appropriation
in the Older Americans Act for the position of Director of the Office of
Long-Term Care Ombudsman Programs.

3.6. The committee recommends that the Assistant Secretary for
Aging explicitly operationalize the federal government’s responsibility for
oversight of the long-term care ombudsman program. This should include
(at a minimum) the following elements of program oversight: (1) active
monitoring of programs by regional offices or the central office of the
Administration on Aging; (2) effective technical assistance to the state
programs; and (3) standards and procedures for training representatives
of the Office of the State Long-Term Care Ombudsman.

3.7. The committee recommends that the. Assistant Secretary for
Aging develop plans of action and cooperative agreements with the Legal
Services Corporation, the National Association of Protection and Advocacy
Systems, the National Association of Medicaid Fraud Control Units, and
the Office of the Inspector General of the Department of Health and
Human Services to foster and encourage a variety of legal assistance
resources for residents of long-term care facilities.

3.8. The committee recommends that the Assistant Secretary for
Aging require that each state unit on aging include in its state plan a



107

8 REAL PEOPLE, REAL PROBLEMS

description of how the state has funded and ensured the provision of
adequate and independent legal counsel to the ombudsman program,
including how all designated representatives of the Office of the State
Long-Term Care Ombudsman are afforded legal counsel so that all their
mandated duties and services can be and are performed.

CONFLICTS OF INTEREST
Legislative and Conceptual Aspects

The determination of whether actual or potential conflicts of interest in the
administration and operation of the LTC ombudsman programs exist depends
primarily on two factors: (1) the definition of or parameters describing
occurrences of conflicts of interest and (2) the circumstances of the situation
under review. Without a doubt, most state and local ombudsman programs are
subject to one or more of the conflicts of interest reviewed by the committee.

Of particular concern to the committee is the prevalence of potential and
real conflicts of interest that arise from the structural location of many of the
Offices of the State LTC Ombudsman programs. Situations in which real,
potential, and perceived conflicts of interest exist may be more prevalent than
is typically understood, and perceived conflicts of interest may be as
detrimental to operating the ombudsman program as real conflicts of interest.
All conflicts of interest work to the disadvantage of the vulnerable client.

Ombudsmen——particularly state ombudsmen—operate in a politically
charged environment accentuated by the fact that most often the state
ombudsman is a state employee. Government cannot function efficiently if
its employees work in opposing directions. Al levels of government in the
United States have formal and informal standards that govern chains of
command. Every executive branch of government justifiably exercises some
control over its employees’ contacts with the legislative branch and media.

By federal statute, the ombudsman is required to speak out against
government laws, regulations, policies, and actions when the circumstances
justify such action. Taking such steps, however, is antithetical to the
hierarchical rules of government. It is not surprising, therefore, that conflicts
occur. The imposition of a state’s routine chain-of-command rules on the
ombudsman can significantly constrain his or her independence, although no
person in such situations may intentionally act to interfere with the work of the
ombudsman. ‘

The committee began its review of conflicts of interest with the statutory
provisions of the OAA that prohibit conflicts of interest in the LTC
ombudsman programs. The parameters set forth in the act to identify
situations of conflicts of interest are quite limited and outdated, focusing
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almost exclusively on financial interests and nursing facility settings. They
provide little guidance for addressing the conceptually related variations of
conflict of interest—conflicts of loyalty, commitment, and control—that
characterize the environments in which the ombudsman program operates in
the 1990s.

The committee reviewed four major types of conflicts of interest: (1)
organizational, (2) individual, (3) those arising from willful interference in the
independent operation of the program, and (4) those related to the provision
of legal counsel. Conflicts of interest can be dealt with either by prevention
or by detection and correction. These are concepts and approaches similar to
those in the quality-of-care field. Not all conflicts of interest can be prevented
in the ombudsman programs, although prevention is clearly the preferred
method of program administration and the most effective means of assuring
compliance with the statutory provisions. Numerous mechanisms can
ameliorate individual conflicts of interest, such as disclosure, ethical behavior,
and accountability to the public.

Recommendations on Conflicts of Interest

The committee determined that conflict of interest problems are sufficient
to warrant greater vigilance and a broader array of tactics to prevent, identify,
and correct pertinent and significant conflicts. To that end, the committee
offers four recommendations.

4.1, The committee recommends that Congress amend the Older
Americans Act to include the following policy directive. By fiscal year
1998, no ombudsman program should be located in an entity of
government (state or local) or agency outside government whose head is
responsible for:

« licensure, certification, registration, or accreditation of long-term
care residential facilities;

e  provision of long-term care services, including Medicaid waiver
programs;

e long-term care case management;

¢ reimbursement rate setting for long-term care services;

e adult protective services;

e  Medicaid eligibility determination;

*  preadmission screening for long-term care residential placements;
or
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¢  decisions regarding admission of elderly individuals to residential
facilities.

42. The committee recommends that the Assistant Secretary for
Aging adopt a clear policy that prohibits parties who provide, purchase,
or regulate services that are within the purview of the ombudsman
program from membership on policy boards having governance over the
long-term care ombudsman program. The policy should not prohibit
these parties from membership on boards and councils that serve solely
in advisory capacities.

4.3. The committee recommends that the Assistant Secretary for
Aging establish procedures and resources by which to identify potential
conflicts of interest in the areas of loyalty, commitment, and control that
are pertinent to the long-term care ombudsman and ombudsman
representatives and provide guidance on how to address such conflicts of
interest.

4.4. The committee recommends that each state unit on aging, in
exercising its responsibility to ensure that legal counsel is available without
conflict of interest to the statewide long-term care ombudsman program,
adopt the following three principles to guide the selection of counsel:

*  For purposes of representing the ombudsman in (a) employment,
contract, or other administrative functions and (b) litigation brought
against the ombudsman in connection with the performance of his or her
official duties, representation by the state’s office of the attorney general
is appropriate and generally free of conflict of interest,

* If advice and counsel related to the rights of long-term care
facility residents is provided by a government-employed lawyer, then the
lawyer and agency employing the lawyer, including any “umbrella”
agency, should not advise or represent other agencies or interests that
could conceivably have a conflict of interest with the resident’s interests
or ombudsman’s responsibilities.

¢ If advice and counsel related to the rights of long-term care
facility residents is provided by a lawyer not employed by the government,
then the ombudsman should receive assurances of conformance to state
rules of professional conduct for the legal profession.
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EFFECTIVENESS OF THE OMBUDSMAN PROGRAM

The committee attempted to assess the effectiveness of the state LTC
ombudsman program from several perspectives. The underlying impediment
to sound assessment has been the lack of reliable and valid information that
could be fit into any defensible summative evaluation format. For that reason,
the committee opted for a formative evaluation effort—one that would
highlight program issues, strengths, and weaknesses and would point to more
specific questions deserving in-depth attention in coming years.

Continuance of the Ombudsman Program

On the basis of all the information it reviewed, collected, and analyzed,
the committee concludes that the ombudsman program serves a vital public
purpose. Every year the LTC ombudsman program helps many thousands of
individual LTC facility residents, particularly those in nursing facilities, with
a wide range of problems and concerns. The committee thus takes a strong
supportive stance with respect to the ombudsman program. To underscore this
commitment to the mission of the program:

5.1. The committee recommends that Congress continue the long-
term care ombudsman program as set forth in the Older Americans Act.

Stating such a recommendation may seem superfluous from a group
empaneled to examine a program that, on the face of it, serves a worthy cause
and a needy population. However, the committee took seriously the question
of whether the program merited continuation in its present form (or at all).
Having concluded that it does, the committee intended, through the above
recommendation, to make clear that the aims of those who crafted the original
program and its subsequent modifications remain consequential today.

The LTC ombudsman program can justly claim to have improved the
system of LTC services. Through systemic advocacy work and educational
efforts, the state programs, individually and collaboratively, have brought to
the attention of state and federal policymakers, regulatory agencies, and
provider organizations a host of conditions that can and should be changed to
improve the health, safety, rights, and welfare of LTC residents. Examples of
changes advanced or promoted by ombudsman programs (often in conjunction
with other organizations) include: enactment of the federal Nursing Home
Reform Law of 1987 (in particular, provisions pertaining to quality of care and
quality of life); increased personal needs allowances; protections from
involuntary discharge and room transfers; reduced use of physical restraints;
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improved building and safety standards; increased state funding for inspection
and surveying of LTC facilities; reduced use of psychotropic medications;
better licensing oversight of health care professionals; increased use of advance
directives; stronger LTC staff competencies and sensitivities; and
empowerment of residents through stronger resident and family governance
structures.

In the B&C area, the ombudsman program has been partially implemented
at best. Hence, evaluating national program effectiveness in this area is
premature.

Exemplary Practices and Performance

The committee believes that the individual and systemic successes
attributed to the ombudsman program occur despite considerable barriers in
most, if not all, states. Obstacles to effective performance include inadequate
funding, resulting staff shortages, low salary levels for paid staff, structural
conflicts of interest that limit the ability to act, and uneven implementation
among and within states. In many states, the program attempts to operate in
a structural environment that expressly prohibits or, at least, does not foster its
ability to carry out all federally mandated functions. The committee observed
such examples as prohibitions on state and local ombudsmen from talking with
any state or federal legislators about issues of concern to residents and
ombudsmen who attempted to carry out additional and conflicting roles such
as adult protective services officials.

As a consequence of what it perceived to be the significant drawbacks of
this variation in basic program implementation and practice, the committee has
developed a detailed scheme relating to the structure and activities of the
program called “Elements of Infrastructure and Functions.” The elements are
expressed in terms of exemplary, essential, and unacceptable practices. They
incorporate prerequisites for effective ombudsman program performance. The
detailed elements and respective practice levels are found in tables in Chapter
5 of the committee’s report. They include the following categories:

«  Structure of the Office of the State LTC Ombudsman and
Elements of the Host Agency(s) for the State and Local Entities;

+  Qualifications of Representatives of the Office;

*  Legal Authority;

¢ Resources (financial, information management, legal, and human);

¢ Office of the State LTC Ombudsman Program,

» Individual Resident Advocacy Services;

«  Systemic Advocacy Work; and

+  Educational Services.
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Committee members underscored their belief in the value of building upon
these “ideal types” of practices as a basis for objectively measuring compliance
with the legislative mandate. In addition, the exemplary practices offer a
standard and a challenge for ombudsman programs in terms of higher levels
of effectiveness and service. Thus:

5.2. The committee recommends that the Administration on Aging
build upon the committee’s proposed set of exemplary, essential, and
unacceptable practices to develop and implement an objective method to
assess compliance of state long-term care ombudsman programs.

Data and Information Systems

As noted above, because the ombudsman program is still developing and
evolving, and because data on program performance are not available,
evaluating the program’s effectiveness in any comprehensive way is not
possible. Other barriers to adequate assessment also exist. Agreement has
been lacking about the definition of goals. Implementation has been extremely
varied, in part because of broad and uneven interpretations of /the OAA
mandate. No formal evaluation component was ever built into the program.
Finally, only recently has AoA adopted a standardized data reporting system
of any complexity.

Of all these issues, the committee focused on information systems as an
area that AoA could and should remedy. Accordingly, the committee
developed a set of recommendations in this area.

5.3. Building on work already begun by the Administration on
Aging and the National Association of State Long-Term Care Ombudsman
Programs, the committee recommends that the Secretary and Assistant
Secretary for Aging, Department of Health and Human Services, establish
and implement an information system for the ombudsman program that
provides an empirical basis for:

. evaluating and improving complaint resolution efforts by
identifying the extent to which ombudsmen have been effective in resolving
complaints and issues to residents’ satisfaction;

. identifying more precisely the kinds of problems (resolved or not)
that affect the lives of residents of nursing and residential care facilities
in order to provide a basis for systemic advocacy and change;

] documenting the key efforts made toward systemic advocacy and
the results of those efforts to address priority long-term care issues; and
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. documenting and analyzing the full range of activities of the long-
term care ombudsman programs.

To follow up this overall recommendation about information systems for
the ombudsman program, and reflecting its concern about the paucity of
comprehensive and accurate data to assess program activities and performance,
the committee concluded that additional, more specific, or more technical
points should be made with respect to data and information systems. Two
recommendations pertaining to these point are as follows:

54. The committee recommends that the Assistant Secretary for
Aging continue the efforts of the Administration on Aging to develop,
refine, and implement a uniform data collection and reporting system.
The committee recommends, at a minimum, that the data system should:

. be based on a manageable number of uniform and reliable data
items—each of which has precisely specified, field-tested definitions;

. be derived from annual statistical reports submitted by state
long-term care ombudsman offices that provide information in terms of
the data items in the previous point;

. include a clear indication of status of complaint resolution from
a consumer perspective;

. be used to provide feedback to state and local ombudsman
programs;

. be available for public use to foster research and inform decision
making;

. incorporate methods and procedures for continuous revision and
improvement; and

. be reviewed and updated no less than once every three years.

5.5. The committee recommends that the Assistant Secretary for
Aging periodically conduct audits of the data collection and reporting
systems of state ombudsman programs to ensure that all states adhere to
the national standards of the uniform data collection and reporting
system.

The committee underscored the importance of well-defined, accurately
reported, uniform data in which each item has precisely the same meaning for
all state programs. Committee discussion emphasized the necessity of assuring
that the burden of reporting is minimized and realistic, given the facts that staff
resources are limited and that volunteers are crucial in data collection efforts.
Time spent recording data is time not available for direct service. Thus, all
items intended for a formal data collection instrument should be carefully
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examined and included only if they have demonstrated utility for AoA or state
or local ombudsman programs (or, ideally, both). Preference should be given
to items that are useful in documenting the nature and outcomes of the full
range of ombudsman services. Committee members expressed particular
interest in the value of all state ombudsmen offices commenting consistently
on four specific elements of information, as noted in this recommendation:

5.6. The committee recommends that the Secretary and Assistant
Secretary for Aging, Department of Health and Human Services, require
that each Office of the State Long-Term Care Ombudsman include in its
annual report, in addition to currently required elements, information on
and comments about:

. the level of awareness of residents, their agents, and other parties
regarding the ombudsman program, and the availability of ombudsmen
to individual residents;

. the extent to which the-complaints and concerns of residents
have been satisfactorily reselved;

. the extent to which ombudsmen have provided input into
activities designed to improve the overall system of care and services for
long-term care residents; and

. the extent to which ombudsmen have improved the overall
system of care and services for long-term care residents.

Research Imperatives

Almost no evidence exists that causally links the activities and the
outcomes of the ombudsman program. For example, little, if any, empirical
information relates participation in nursing facility surveys or development of
an annual report with such outcomes as changes in LTC facility practices that
show more respect for residents’ rights or revisions in state or federal laws that
provide legislative backing for residents’ rights. Just as research is being
conducted to assess linkages among processes, structures, and outcomes in
various aspects of the U.S. health care system, so too the need exists for such
research relating to the LTC ombudsman program. To this purpose, the
committee offers the following recommendation:

5.7. The committee recommends that the Administration on Aging,
the Health Care Financing Administration, the Agency for Health Care
Policy and Research, other government agencies, and foundations support
research to develop valid and reliable measures for assessing the impact
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of ombudsman activities on outcomes relative to the well-being of residents
of long-term care facilities, at both individual and systemic advocacy
levels.

Adequate Management of Volunteers

A prerequisite to effectiveness is adequate resources. Paid staff is the
most crucial of all resources. To ensure that capacity exists for an effective
program, staffing issues must be addressed for each state LTC ombudsman
program, quite apart from funding issues. Based on site visits and other data
gathered and analyzed, the committee agreed that staffing resources were
minimal to inadequate from a national perspective.

The committee was particularly interested in information that suggests that
many of the more “successful” programs make good use of a large number of
volunteers. Use of ombudsman volunteers is positively associated with routine
visitation and number of compiaints made and resolved. This fact calls
aftention to the importance of recruiting, training, and retaining volunteers and
to their singular contributions to the adequate functioning and performance of
the program. Volunteers can provide a level of authenticity and consumer
“grassroots” participation that is lacking in most other systems designed to
protect and support the frail elderly. The continued use of well-trained
volunteers is very much in keeping with the original intent and design of the
program.

The committee concluded that the establishment of a standard staff-to-
volunteer ratio was needed to protect and manage this resource. Thus, in
setting the standard recommended here, the span of management of individuals
was emphasized rather than the quantity of effort provided per volunteer (i.e.,
hours volunteered). The committee suggests a minimum standard for this
staff-to-volunteer ratio of 1:40. It strongly encourages state LTC ombudsman
programs that involve volunteers to maintain paid staff-volunteer ratios at the
more robust level of 1:20.

5.8. The committee recommends that the Assistant Secretary for
Aging establish a standard for ensuring the adequate management of
volunteers who serve as designated ombudsmen. The committee suggests
that the ratio of staff to volunteers be in the range of 1 paid full-time
equivalent manager for every 20 to 40 volunteers.
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ADEQUACY OF RESOURCES
Financial Resources and Program Performance

The full intent of Congress with respect to the LTC ombudsman program
has not been met in all—indeed, perhaps not in any—state of the union. Some
states fall short in not having expanded to B&C homes, other states do not
have adequate cycles of visitation for all LTC facilities, some states operate
fragmented programs and individual advocacy efforts that have no link to
preventive or educational system efforts, and still others lack appropriate
access to legal services.

Many factors compromise the fulfiliment of congressional—and public—
expectations. A significant factor is the overriding realities of budget
shortfalls and inequitable resource allocations. At the heart of many of the
problems lie deficiencies of financial resources rather than any lack of interest
or basic commitment to the LTC ombudsman program or LTC facilities. In
addressing the subject of adequacy of resources, the committee confined its
discussions to resources for bringing the program into full implementation and
compliance with today’s statutory mandate for nursing facilities and B&C
homes. It did not attempt to forecast the level or type of resources that might
be needed to fulfill any possible expansion of the program (with respect to
LTC, to the elderly, or to the nation as a whole secondary to comprehensive
health care reform).

The committee approached the question of whether federal and other
resources supporting the LTC ombudsman programs were adequate by
identifying, first, some proxy measures of performance and, second, some
levels of effort that link to resources. Its analysis included a review of such
factors as the number of FTE paid staff per number of LTC beds, peer
nominations of successful programs, and visibility. The available data,
however, does not indicate that a straightforward relationship exists between
staffing relative to LTC beds and the fulfillment of the duties of the
ombudsman program.

By triangulating on data from several sources, the committee arrived at the
conclusion that resources are not adequate for each state LTC ombudsman
program to perform at a level that -ensures compliance with even the basic,
decade-old mandates of the OAA ombudsman program. In the committee’s
judgment, 1 FTE paid staff per 2,000 LTC beds is an essential resource
standard, and it provides a measure against which the adequacy of resources
can be judged. The committee concludes that, at a minimum, additional
resources are needed to support an increase of about 300 FTE paid staff.
Using the FY 1993 average national program expenditure of approximately
$43,240 per FTE paid staff supports the argument for an increase of $13.2
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million beyond FY 1993 total spending. If the current distribution of resources
remains the same, then federal sources would have to supply approximately
$8.8 million in new dollars; state and local sources would have to supply $4.4
million. In the committee’s view, therefore, a federal appropriation within five
years of about $32.5 million ($23.7 million plus $8.8 million) is a defensible
target. Assuming an inflation rate of 4 percent per year, estimates yield a
target figure for FY 1998 of approximately $39.5 million in federal funds.

6.1. The committee recommends that by fiscal year 1998 Congress
increase the appropriations through Title VII, Chapter 2 of the Older
Americans Act for the state long-term care ombudsman programs to an
amount that ensures that all state Offices of the Long-Term Care
Ombudsman program are funded at a level that would permit them to
perform their current functions adequately. The committee further
recommends that the factor of 1 full-time equivalent paid staff working as
an authorized, designated ombudsman per 2,000 long-term care beds be
used as a base indicator of performance and a unit of effort to determine
the amount of additional resources needed.

The committee recognizes that further analysis is needed to determine
more accurately the level of additional funding needed at the national level to
bring each state up to a minimum level of resources.

Formula for Allocating Federal Funds and
Level of State Contributions

The committee recognizes the need to distribute federal funds to states in
a manner that more rationally considers the “beneficiaries” of the ombudsman
programs—that is, the elderly residents of LTC facilities—and to that purpose
it recommends that the distribution formula for Title VII-2 funds be changed.
The formula for allocating federal funds under Title VII-2 of the OAA is based
on total numbers of persons age 60 and older. This formula has several
drawbacks from the perspective of need and equity in the context of the
ombudsman program’s mission. For example, states vary in the ratio of LTC
beds to population 60 years of age and older, and some states with a high
percentage of the nation’s population in that age range have a low percentage
of the nation’s LTC beds.

Thus, in addition to arguing for a meaningful increase in federal
appropriations for the ombudsman program, the committee has concluded that
the major drawbacks of the current state-by-state allocation strategy must be
addressed. Accordingly:
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6.2.  The committee recommends that Congress revise the interstate
formula for allocating funds under Title VII, Chapter 2 of the Older
Americans Act and further recommends that Congress give consideration
to equitably distributing funds on the basis of such factors as the number,
size, and type of long-term care facilities in each state and wage and cost-
of-living indices.

At present, state monetary matching is not required for federal dollars
appropriated under Title VII of the OAA, as it is under Title III-B. This is a
major inconsistency within even a single program. . Moreover, it is one that
may permit states to avoid giving the program its intended level of support, in
particular if increases are made in federal appropriations through Title VII-2,
as is recommended by the committee.

According to the committee, state and local governments and entities have
a responsibility to provide significant financial support to the program. The
committee did not examine the details of a required percentage match, in either
theoretical or practical terms. It did, however, agree that a match of no less
than 20 percent of federal funds would be a defensible minimum.

6.3. The committee recommends that Congress require that states
match the federal funding they receive under Title VII, Chapter 2 of the
Older Americans Act appropriations for the long-term care ombudsman
programs and that the state match should be no less than 20 percent.

Management of Fiscal Resources

The committee makes two recommendations to enhance the management
of fiscal resources. The committee believes that state ombudsman offices
should have unrestricted knowledge of their own budgets and, within the
boundaries permitted by state budget policy and procedures and required by
federal mandates for compliance, decision making-authority among line-item
expenditures. Host agencies should exercise prudent judgment regarding the
use of ombudsman service monies to support administrative costs.

The committee recognizes that contracting and host agencies may need to
use ombudsman program funds to offset some administrative costs. For the
most part, according to information available, local host agencies tend to
provide additional resources to the ombudsman programs rather than the other
way around. During this study, however, the committee became concerned
about the possibility that in some locales a series of host agencies may be
assessing administrative charges against the earmarked ombudsman program
budget to a degree that severely limits the ability of the ombudsman and
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designated representatives to deliver services. This practice becomes
especially burdensome when the budget of a local ombudsman program
administratively moves through two or more levels of host or contracting
agencies, each of which assesses a fee against the ombudsman’s budget.

64. The committee recommends that the Assistant Secretary for
Aging issue program guidance to states that stresses the importance of
delegating to the Office of the State Long-Term Care Ombudsman
responsibility for managing all of the human and fiscal resources
earmarked for the state ombudsman program within the boundaries of
what is permitted by state budget policy and procedures and required by
federal mandates for compliance. The Office of the State Long-Term Care
Ombudsman program should in turn work with local ombudsman
programs and their host agencies to assign fiscal management
responsibility to appropriate managers.

6.5. The committee recommends that Congress direct the Office of
the Inspector General, Department of Health and Human Services, to
conduct an audit across the states of expenditure practices in the
ombudsman programs to determine the extent of diversion of ombudsman
program funds for administration and indirect costs and its relation to
multiple sponsoring agencies. Congress should subsequently review the
audit’s findings to determine whether congressional or administrative
action is needed to prevent excessive use of ombudsman program
resources for host agencies’ administrative costs.

Unmet Need and Unfunded Responsibilities

The committee’s report discussed the question of “unmet need”—that is,
the expectations that Congress, the elderly community, and others have for the
ombudsman program, which frequently go beyond the present tasks assigned
through the OAA. In fact, unmet need is not confined to possible or future
program mandates; it exists today in the majority of states with respect to
noncompliance of their ombudsman programs in serving residents of B&C
homes. Inherent in the ombudsman’s advocacy role are a plethora of strategies
not being consistently addressed, including interagency rapport, involvement
with other community LTC and advocacy programs, administrative advocacy,
and legislative lobbying—all for the purpose of influencing the care and well-
being of LTC residents aged 60 and older.

With respect to adequacy of funding, the committee concludes that the
present level of support for the ombudsman program is completely insufficient
to allow it to expand to satisfy these unmet needs. The committee asserts
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unequivocally that the first priority is that the program be provided with
resources commensurate with meeting all the current mandates, including those
that have existed, but been neglected, since 1981. That position underlies the
thrust of earlier recommendations about federal funding, the allocation formula
for that funding, and the state match.

If, however, Congress or others determine that expansion of the program
beyond its present mandates is desirable, then the committee wishes to go on
record with respect to the fiscal realities of that movement. Specifically:

6.6. The committee recommends that, if Congress mandates
additional responsibilities for the ombudsman programs, then Congress
should also provide adequate additional appropriations to the ombudsman
program.

NEED FOR AND FEASIBILITY OF EXPANDING
THE OMBUDSMAN PROGRAM

The committee accepts the conventional wisdom that self-advocacy by
consumers is the most desirable solution to many of the problems consumers
face. Further, the committee also acknowledges that frail elderly people
receiving health care and LTC services, ranging from skilled home health care
to the wide range of in-home services funded under home- and community-
based waivers and state-funded programs, may be vulnerable to neglect, abuse,
and poor care. Such consumers of health care and LTC services, especially
persons who cannot advocate for themselves when confronted by systems that
are complex, fragmented, and cost-conscious, need an independent
intermediary and advocate. Such advocates do exist in some places and in
some capacities, but they cannot always act expressly on behalf of the
consumer, provide both individual and systemic advocacy, or work
preventively.

The 13 states that have expanded ombudsman services to health care and
LTC consumers outside of LTC residential facilities have gained limited
experience to date. The committee heard testimony that this circumstance
arises, in large measure, from inadequate resources to implement and operate
a fully viable program. The result, however, is that little empirical evidence
is available to support decision making on whether and how the current
ombudsman program ought to be expanded.

On the basis of what is already known, most committee members believe
that some entity or individual—whether or not it is the current LTC
ombudsman—is needed to answer questions, to provide systemic advocacy,
and to intervene in problem situations for some consumers.
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22 REAL PEOPLE, REAL PROBLEMS

Other activities are in place ostensibly to help address the needs and
interests of vulnerable people receiving community health and LTC services.
These include: case management programs; the Adult Protective Services
efforts available in most states; the home care complaint hotlines mandated by
law in 1987, which have been variably implemented across the United States;
and licensure, certification, and survey processes for home health agencies. In
addition, public and private guardianship and conservatorship policies are
meant to ensure that those unable to make decisions have an agent to act in
their best interests. All these mechanisms have strengths and limitations. It
is unclear, therefore, whether the solution to these probiems is to strengthen
one or more of the existing mechanisms, combine and strengthen advocacy
functions into a new structure, or create an ombudsman as a superordinate,
general operation.

Various arguments are marshalled for and against expanding the current
LTC ombudsman program to other settings, as a means of helping to fill
deficits in the present system by which people receive health care and LTC
services. Opponents raise both jurisdictional and operational points. Given the
status of the current program, the various philosophical and operational
considerations highlighted above, and the general lack of persuasive evidence
on any side, the committee takes a cautious stance about expansion.
Specifically:

7.1. The committee recommends that, before any consideration is
given by a state to expand its long-term care ombudsman program to
serve individuals other than those mandated by the Older Americans Act,
the Offices of the State Long-Term Care Ombudsman programs that are
supported with Older Americans Act funds fully implement existing
mandates for serving older residents of long-term care facilities.

This recommendation is intended to underscore the need to fulfill existing
mandates before taking on added duties, regardiess of how worthwhile they
may be. The committee favors improving the operation of the current
ombudsman program so that it provides a stronger base for any future

expansion. Thus, the committee reemphasizes here the strong
recommendations it has made about funding, program evaluation, and similar
topics.

Nevertheless, the committee believes that some interim steps may be taken
to clarify further the desirability and feasibility of expansion. To that end:

7.2. The committee recommends that Congress, through the
Secretary of the Department of Health and Human Services, direct the
leadership of the Administration on Aging, the Agency for Health Care
Policy and Research, the Administration on Developmental Disabilities,
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and the Health Care Financing Administration to develop and support
research and demonstration initiatives to determine how ombudsman
advocacy services can best be delivered for consumers of health care and
long-term care services. Because of the potentially significant role
ombudsmen may have in ensuring quality of care in a reformed health
care system, the committee also recommends that Congress require that
the Secretary undertake these initiatives during fiscal years 1996-1999 and
submit the accumulated results of such research to the Congress no later
than January 1, 2000.

CLOSING COMMENTS

During its meetings, the committee conjectured about how a future LTC
system might be configured and about the trends that might affect both the
need for and nature of the ombudsman program. Consensus on these topics
was neither desired nor sought. Based on all this input and its own
deliberations, the committee concluded that rather substantial changes in the
very nature of LTC are likely in the next decade; it also judged that any
ombudsman program will face challenges to adapt and be responsive to
changing needs.

If the committee’s recommendations are adopted—inclucii;g those related
toincreasing funding, minimizing conflict of interest, developing and enforcing
program compliance, and enhancing the capacity of the ombudsman program
to generate information about its activities and their effects—then policymakers
should be in a better position 10 years from now to make decisions about the
desirable evolution of an ombudsman program to meet future needs for
advocacy in whatever kind of health care system has emerged in the meantime.
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Executive Summary

State and local long term care ombudsmen speak and act on behalf of the
approximately 2.4 million residents of nursing and board and care homes and similar
long term care facilities.

In FY 1995, ombudsmen investigated over 218,000 complaints made by over 162,000
individuals. Most nursing facility (NF) complaints were filed by residents and
friends and relatives of residents; most complaints concerning board and care and
similar (B&C) facilities were filed by ombudsmen and residents. About 75% of these
complaints were resolved or partially resolved. Over 85% of the complaints related
to nursing home residents; almost all of the remainder related to residents of B&C
facilities.

The five most frequent nursing home complaints concerned:

Accidents, improper handling;

Dignity, respect: staff attitudes;

Menu: quantity, quality, variation and choice of food;
Personal hygiene; and

Call lights (unanswered), requests for assistance.

IS S

The five most frequent complaints made by or on behalf of residents of board and
care and similar adult care facilities concerned:

Menu: quantity, quality, variation and choice of food;
Equipment/building: disrepair, hazard, poor lighting, fire safety;
Medications: administration, organization;

Dignity, respect: staff attitudes; and

Cleanliness, pests.

D W

The following sample cases illustrate the range of complaints which ombudsmen are
called upon to address:

California - An anonymous caller to the Ombudsman Program alleged
that a frail, elderly female resident of a board and care home was being
over-medicated with an unprescribed psycho-tropic drug with intent to
cause her death. The ombudsman went to the facility and found the
resident in a catatonic state. The ombudsman contacted local law
enforcement, Adult Protective Services and an ambulance service; the

Long-Term Care Ombudstman Report, p. iii
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resident was transferred to an acute emergency center for respiratory
failure. Further investigation revealed an intricate conspiracy between
the owner of the facility, an ex-son-in-law, and a treating physician.
The Ombudsman Program played a significant role in pulling all of the
investigatory forces together and collecting information that ultimately
lead to a criminal conviction of the guilty parties.

Florida - A relative questioned charges to Medicare of over $1000 for an
"anti-contracture” device for his parent, who lived in a nursing home.
The ombudsman went to the facility and found that a "Dr. A" had
visited the facility and ordered such brace devices for almost all of the
90 residents. The contraptions were stored in residents’ closets; they
didn't help any of the frail, sick people they were given to; and in many
cases they caused pain and skin abrasions. The ombudsman reported
her suspicion of massive Medicare fraud to the appropriate authorities,
providing documentation of what she had observed at the facility. *Dr.
A" was ultimately convicted of organized fraud in several facilities.

Indiana — A nursing home resident wished to transfer to another
facility where her sister resided. The home in which the resident lived
opposed the transfer, apparently because its census was down.
Although arrangements had been made for the move, the home
intimidated the resident, and she was afraid to leave. She appealed to
the ombudsman for assistance. After investigating the situation, the
ombudsman remained with the resident throughout the transfer
process, assuring that the resident's right to transfer was respected.
Following up on the case later, the ombudsman found the resident
doing well and eating lunch daily with her sister and another sister
who lives in the community.

In addition to working on individual complaints, ombudsmen at both the state and local
level:

©  workin a variety of ways to resolve major issues which impact on large
numbers of residents;

Long-Term Care Ombudsman Report, p. iv
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©  provide training and technical assistance to other ombudsmen in the
statewide program and managers and staff of long term care facilities — the
most frequently mentioned topic of both ombudsman training and
consultation to facility managers and staff was residents' rights ;

©  provide information and consultation to individuals — nationwide,
ombudsmen in 29 states assisted over 93,000 people in FY 1995; selecting and
paying for a nursing home and alternatives to nursing homes were the most
frequently mentioned topics of individual consultation;

O visit residents on a regular basis (not in response to complaints) — the 27
states which reported this information reflected visitation rates of 77% of
nursing facilities and 49% of board and care and similar facilities;

O  participate in facility surveys;

©  work with resident and family councils and provide community education;
and

O  work with the media to publicize the concerns of residents.

In FY 1995 there were a total of 565 local ombudsman entities (programs), 913 paid full-
time equivalent staff at both state and local level, and 11,580 volunteers, 6421 of whom
were trained and certified to investigate complaints. Total program funding was $40.9
million, about $1 million less than in FY 1994. Of this total, Older Americans Act
funding was almost 65%, state funding was 22%, and other non-federal funding was 13%.

States reported a total of 18,911 licensed NF's and 1,819,069 licensed NF beds and 36,904
licensed B&C or similar facilities covered in their ombudsman program's purview, with a
total of 662,199 beds in those facilities. The national ratio of long term care facility beds
to paid ombudsman program staff was 2,718, (A 1995 Institute of Medicine report on the
Ombudsman Program recommended program funding sufficient to provide one paid
ombudsman staff person per every 2,000 beds.)

Major issues identified in the state reports, barriers to resolving the issues, and
ombudsman actions and recommendations for resolving the issues are summarized
in Part V of the report and presented extensively in Appendix D. Issues addressed
by three or more states involved:

1. Board and care and similar adult day care facilities;

2. Inadequate state nursing facility regulations and enforcement, and inadequate
state resources to enforce regulations;

Long-Term Care Ombudsman Report, p. v
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Abuse of residents and issues related to state protective systems, reporting
requirements, and the need for abuse prevention;

Staff shortages in general and chronic shortages of well trained and equitably
compensated certified nurse assistants;

Transfer and discharge issues - related to issue # 6;

Lack of placement, needed services, and staff training for those caring for
mentally ill and dementia residents; )
Ensuring that rules and regulations established in the federal Nursing Home
Reform Act (OBRA '87) are continued and enforced;

Subacute care and "distinct parts" (related to difficulty in finding a bed, issue #
10);

Inappropriate and excessive use of chemical and physical restraints, and related
issues;

Difficulty in finding a nursing home bed for those in need — especially for
Medicaid-eligible individuals, those with special care needs, and those with
moderate financial resources (financial discrimination in admissions);
Improving communication and coordination with licensure and certification
agency staff;

Medicaid reductions/eligibility delays, denials;

Bedhold — nursing facilities sending residents to a hospital or local mental
health center for evaluation or care and refusing to readmit the resident;
Lack of needed services for elderly and disabled;

perspective on life in a nursing home; and
Ombudsman program coverage (cited by 10 states but distinguished from the
other issues as a program operation rather than resident/facility issue).

Long-Term Care Ombudsman Report, p. vi
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Part I. Introduction and Summary

This report highlights the work of state and local ombudsmen, who speak and act on
behalf of the approximate 2.4 million residents of nursing, board and care and similar
adult care homes. These residents are among the most frail and vulnerable of the
U.S. population and often are unable to speak and act on their own behalf.

Working under the ombudsman mandate in the Older Americans Act (OAA), over
10,000 paid and volunteer ombudsmen in every state and over 565 local/regional
programs:

O  identify, investigate and resolve complaints made by, or on behalf of, residents
related to action, inaction, or decisions that may adversely affect the health,
safety, welfare or rights of residents;

©  inform residents and their representatives about how to obtain needed
services;

O  represent the interests of residents before government agencies and promote
policies and practices needed to improve the quality of care and life in long
term care facilities; and

©  educate both consumers and providers about residents' rights and good care
practices.!

Through providing a regular community presence in facilities, volunteer
ombudsmen who are trained and certified to assist residents with their concerns
help prevent and reduce the incidence of poor care, neglect, and even abuse of
residents. Also, through their presence in facilities and involvement with
beneficiaries, ombudsmen play an important grassroots role in detecting, reducing,
and preventing costly fraud against Medicare and Medicaid.

In FY 1995, ombudsmen investigated over 218,000 complaints made by over 162,000
individuals. Nationally, the five most frequent nursing home complaints made to
ombudsman programs in FY 1995 concerned:

! The above functions are paraphrased from Section 712 of the Older Americans Act.

Long-Term Care Ombudsman Report, p. 1
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Accidents, improper handling;

Dignity, respect: staff attitudes;

Menu: quantity, quality, variation and choice of food;
Personal hygiene; and )

0.  Call lights (unanswered), requests for assistance.

2o oo

The five most frequent complaints made by or on behalf of residents of board and
care and similar adult care facilities concerned:

Menu: quantity, quality, variation and choice of food;
Equipment/building: disrepair, hazard, poor lighting, fire safety;
Medications: administration, organization;

Dignity, respect: staff attitudes; and

Cleanliness, pests.

DN

Over 70% of these complaints were resolved or partially resolved to the resident's
and/or complainant's satisfaction. Fifteen percent were either withdrawn by the
complainant or required no action after ombudsmen investigated and provided
needed information on a particular matter. One percent required government
policy, regulatory change or legislative action to resolve the problem. Of the
remainder, only about eight percent were not resolved to the satisfaction of the
resident or complainant. These outcomes are discussed more fully on page 24.

National totals of FY 1995 ombudsman complaint and program data from all 50
states, the District of Columbia and Puerto Rico are provided on the next page.

Long-Term Care Ombudsman Report, p. 2
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Table 1: Selected National Information
FY 1995
Complainants (Cases) 162,338
Complaints 218,455
Total Program Funding $40,870,107
Local Ombudsman Entities 565
Paid Program Staff (FTEs) _ 913
Volunteers ;
Certified Volunteer
Ombudsmen' 6A21
Other Volunteers 5,159
TotalVolunteers 1150
Licensed Facilities (National Totals) S
Number 18,911
Nursing Facilities
1,819,069
Board & Care/Similar Number 36,904
Facilities® Beds 662,199
Number 54,215
All Facilities
Beds 2,481,268
Number of LTC Facility Beds per
Paid Program Staff (FTEs) 2,718
! Individuals who have completed a training course prescribed by the State Ombudsman and are approved by the
State Ombudsman to participate in the Statewide Ombudsman Progr

% Indudes only those types of facilities which state ombud programs include within their purview under the
requirement of Section 102(34}(D) of the OAA.

Long-Term Care Ombudsman Report, p. 3
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State-by-state breakdowns of these figures and selected ratios of cases/complaints per
bed, complaints per case, and beds per paid ombudsmen are found in Tables A-1*
and A-9.

Ombudsman Activities in Addition to Complaint Investigation

In addition to working on individual complaints, ombudsmen at both the state and
local level:

©  workin a variety of ways to resolve major issues which impact on large
numbers of residents; this includes working on laws, regulations and
government policies,

©  provide training and technical assistance to other ombudsmen in the
statewide program and managers and staff of long term care facilities;

[+ ] provide information and consultation to individuals — nationwide,
ombudsmen in just 29 states assisted over 93,000 people in FY 1995;

O visit residents on a regular basis (not in response to complaints) — the 27
states which reported this information reflected visitation rates of 77% of
nursing facilities and 49% of board and care and similar facilities;

©  participate in facility surveys;

O  work with resident and family councils and provide community education;
and

(-] work with the media.

Major Issues

Major issues identified in the state reports, barriers to resolving the issues, and
ombudsman actions and recommendations for resolving the issues are summarized
in Part V of the report and presented extensively in Appendix D. Issues addressed
by three or more states involved:

1. Board and care and similar adult day care facilities;
2. Inadequate state nursing facility regulations and enforcement, and inadequate state
- resources to enforce regulations;

' Tables numbered A-1 to A-11 are found in Appendix A.

Long-Term Care Ombudsman Report, p. 4
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Abuse of residents and issues related to state protective systems, reporting
requirements, and the need for abuse prevention;

Staff shortages in general and chronic shortages of well trained and equitably
compensated certified nurse assistants;

Transfer and discharge issues - related to issue # 6;

Lack of placement, needed services, and staff training for those caring for mentally
ill and dementia residents; .

Ensuring that rules and regulations established in the federal Nursing Home
Reform Act (OBRA '87) are continued and enforced;

Subacute care and "distinct parts” (related to difficulty in finding a bed, issue #
10);

Inappropriate and excessive use of chemical and physical restraints, and related
issues;

Difficulty in finding a nursing home bed for those in need — especially for
Medicaid-eligible individuals, those with special care needs, and those with
moderate financial resources (financial discrimination in admissions);

Improving communication and coordination with licensure and certification agency
staff;

Medicaid reductions/eligibility delays, denials;

Bedhold — nursing facilities sending residents to a hospital or local mental health
center for evaluation or care and refusing to readmit the resident;

Lack of needed services for elderly and disabled;

Advocacy through education about rights, benefits and costs and the residents’
perspective on life in a nursing home; and

Ombudsman program coverage (cited by 10 states but distinguished from the other
issues as a program operation rather than resident/facility issue).

Sources of Ombudsman Program Funding

Funding for statewide ombudsman operations is supplied through a combination of
federal, state and local funds, the largest source of which is the congressional
appropriation for Title II' of the OAA. The OAA permits states to use Title Il dollars

to directly fund statewide ombudsman services, and area agencies on aging also

support their local ombudsman programs with Title IIl funds which they receive
through the OAA intrastate funding formula. As in previous years, state funds were
the second largest source of funding in FY 1995, followed by OAA Title VII* funds.
Other non-federal funds constituted a fourth important funding source. Figure 1 on

! Title LIl of the OAA, Grants for State and Community Programs on Aging, funds area agencies on aging, supp

services, and nutrition services.

2 Title VII of the OAA, Vulnerable Elder Rights Protection Activities, funds Long-Term Care Ombudsman and Elder
Abuse Prevention programs.

Long-Term Care Ombudsman Report, p. 5
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page 7 gives a breakdown on the percentages of total funding supplied by each of
these sources.

Multi-Year Trends

When compared with data from previous years, (See Table 2 below and Table 3 on
page 9), the 1995 figures show that while the numbers of local ombudsman
programs, complaints, and people filing complaints continued to increase as in
previous years, total program funding decreased for the first time in the program's
history — by almost one million dollars.

This is partly due to a sharp drop in funding in the category Other Non-Federal
Sources (primarily local, which includes in-kind contributions). Due to an increase in
Title III funding, federal funding increased by about $1,000,000, even though
funding in the categories Title VII, Chapter 3: Elder Abuse Prevention and All Other
Federal Programs decreased. )

The findings on funding indicate that since AoA started to collect ombudsman
funding data in FY 1987, there has been a dramatic shift in sources of ombudsman
program funding. As reflected in the table below and Figure 2 on the next page,
from FY 1987 to FY 1990 the percentage of federal funding dropped. Beginning in
FY 1991 the percentage of federal funding of the total funding began to increase’.

Table 2: Change in Funding: Federal vs. Non-Federal—FY87-FY95

Source of Funds [FY87 |FY88 |FY89 |FY90 | FY91 |FY92 | FY93 |FY94 | FY95
Federal (%) 62.1%| 59.2%] 57.1%| 55.9%| 56.2%| 61.8% 57.5%| 61.0% 64.8%
Federal 126| 138 144/| 156| 19.1) 217! 215| 255| 265
{in millions)

INon-Federal (%) 37.9%| 40.8%| 42.9%| 44.1%| 43.8%] 38.2%| 36.6%| 39.0%| 35.2%
INon-Federal 7.7 95| 108! 123, 149] 134 137 163 144
(in millions)

These statistics indicate a significant challenge if the demand for services continues
to increase while financial support for ombudsman services becomes static or
decreases. Consequences would include waiting lists and priority setting for
responses which would jeopardize the health and safety of residents.

' InFY 1992, the rise was very high; thus the percentage dropped for FY 1993 and 94. However, the trend is still
obvious.

Long-Term Care Ombudsman Report, p. 6
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The Nationa!l Ombudsman Reporting System

FY 1995 is the first year for which ail of the data presented in Table 1 has been
available at the national level. In FY 1995 states began to collect and report
information required in the new National Ombudsman Reporting System (NORS).
The NORS provides national statistics and narrative which have not been available
previously on types of complainants and complaints, complaint verification and
disposition, major issues affecting long-term care residents, host dgencies of local
ombudsman programs, numbers of facilities and beds, program coverage, staff and
volunteer levels, Title Il funds provided by state and area agencies, and a variety of
ombudsman activities in areas other than complaint investigation, FY 1995 will serve
as the base year for this type of program information in the future.

The NORS was initiated by AoA in 1991 in response to

ombudsman reporting requirements in the then-pending FY 1992 amendments to the
Older Americans Act and ’

O reports by the General Accounting Office and the Department of Health and
Human Services' Office of the Inspector General recommending that standard
definitions be established and comparable data on complaints filed with
ombudsman programs and other program activities be documented and
analyzed.

Later, the Institute of Medicine Committee which evaluated the effectiveness of the
Ombudsman Program also stressed the importance of collecting detailed,
comparative information on ombudsman complaints, other activities, and program
operations.

For the FY 1995 transition year from the previous reporting requirements to the new
requirements, states were afforded an option of providing all of the NORS data, or only
modified data. Twenty-nine states submitted most of the NORS data, The remaining 23
states provided the modified data required. This information is presented Parts IIT
through V of this report.

Long-Term Care Ombudsman Report, p. 10
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SECTION V—“SERVING ELDERS AT RISK,” THE NATIONAL EVALUA-
TION OF THE ELDERLY NUTRITION PROGRAM (EXECUTIVE SUM-

MARY)
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EXECUTIVE SUMMARY

The aging of the U.S. population has heightened interest in designing
efficient and effective systems for delivering health and related services
to older people. Developing service networks to provide elderly people
with a continuum of home- and community-based long-term care has
become especially important, to allow them to avoid unnecessary and
costly institutionalization.

One very important component of any overall package of home- and
community-based services for elderly people is nutrition services.
Adequate nutrition is critical to health, functioning, and quality of life
for people of all ages. For elderly people, nutrition can be especially
important, because of their vulnerability to health problems and
physical and cognitive impairments. Key nutrition services include
nourishing meals, as well as nutrition screening, assessment, education,
and counseling, to ensure that older people achieve and maintain
optimal nutritional status.

This publication summarizes the results of a comprehensive evaluation
of the largest U.S. community nutrition program for older persons, the
Elderly Nutrition Program (ENP). The ENP, which serves the general
elderly population under Title II of its authorizing legislation and
Native Americans under Title V1, is administered by the U S.
Department of Health and Human Services (DHHS), Administration
on Aging (AoA). The evaluation was conducted by Mathematica
Policy R h, Inc., in conjunction with the University of Minnesota.

Following are key findings of the evaluation:

* People who receive ENP meals have higher daily intakes of key
nutrients than similar nonparticipants.

* ENP meals provide approximately 40 to 50 percent of participants®
daily intakes of most nutrients.

¢ Participants have more social contacts per month than similar
nonparticipants.

* Most participants are satisfied with the services the ENP provides.

* Between 80 and 90 percent of participants have incomes below 200
percent of the DHHS poverty level, which is twice the rate for the
overall elderly population in the United States.

* More than twice as many Title I participants live alone, compared
with the overall elderly population.
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« Approximately two-thirds of participants are either over- or
underweight, placing them at increased risk for nutritional and health
problems.

« Title Il home-delivered participants have more than twice as many
physical impairments, compared with the overall elderly population.

+ ENP expenditures are highly leveraged by state, tribal, local, and
other federal monies and services and are also augmented by
donations from participants. Typically, $1.00 of Title II funds spent
on congregate services is supplemented by an additional $1.70 from
other sources (to result in total program expenditures of $2.70). The
amount of leveraging is substantially higher for Title Il home-
delivered services and lower for Title V1.

« The average cost of an ENP meal, including the value of donated
labor and supplies, seems reasonable. For Title I, a congregate
meal costs $5.17, and a home-delivered one costs $5.31. The
comparable costs for Title VI are $6.19 and $7 18, respectively.

« The ENP s closely linked to other parts of the nation’s emerging
- home- and community-based long-term care system, particularly
through cross-referrals and coordination of service delivery by many
ENP agencies at all levels within the aging network.

« The ENP provides a continuum of nutrition services, in addition to
meals, to participants. This continuum includes nutrition screening,
assessment, education, and counseling.

« ENP meals supply well over 33 percent of the Recommended
Dietary Allowances (RDAs) for key nutrients. . The meals are also
“nutrient dense”--they provide high ratios of key nutrients to calories.

+ Forty-one percent of Title Il ENP service providers have waiting
lists for home-delivered meals, suggesting a significant unmet need
for these meals.

The ENP is authorized under the Older Americans Act (OAA) and is
administered by the A0A. The AoA gives state units on aging (SUAs)
Title II-C grants to help them provide daily meals and related nutrition
services in congregate (group) or home settings to people age 60 and
older. The ENP targets its services to older people with the greatest
economic and social need. In fiscal year (FY) 1994, Title HI-C funding

- for the ENP was nearly $470 million.' During this year, 127 million

meals were served to 2.3 million people at congregate sites, and more
than 113 million home-delivered meals were provided to 877,000
homebound elderly people.
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Title V1 established a grant program for tribal organizations to help
them deliver social and nutrition services to older American Indians,
Alaskan Natives, and Native Hawaiians. These services are
comparable to those provided under Title Il In 1994, 226 American
Indian and Native Hawaiian grantees received nearly $17 million in
Title VI funds for nutrition and supportive services. These grantees
served 1.3 million meals to 41,000 congregate participants and 1.5
million meals to 47,500 home-delivered participants.

Under Title N and Title VI, SUAs and Indian Tribal Organizations
(TTOs) receive grants for congregate nutrition services, home-delivered
nutrition services, and supportive services. The OAA also requires the
U.S. Department of Agriculture (USDA) to provide SUAs and ITOs
with commodities or cash in lieu of commodities, in amounts based on
the number of meals they serve annually

Figure 1: Eiderly Nutrition Program Structure
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SUAs distribute Titie ITf funds to Ares Agencies on Aging (AAAs),
which administer the nutrition programs in their planning and service
areas (Figure 1). The AAAs award grants to and contract with

ition projects to provide nutrition and supportive services in their
planning areas. Many AAAs also provide nutrition services directly to
participants. In addition to receiving AoA and USDA funds, nutrition
projects get financial support from state and local government, donated
food and supplies, private donations, and voluntary contributions from
participants. Congregate meals are served at meal sites (such as senior
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centers, religious facilities, schools, public or low-income housing, or
residential care facilities). Home-delivered meals are taken 10
homebound clients, either from the congregate meal sites, affiliated
central kitchens, or nonaffiliated food service organizations.

Congregate and home-delivered nutrition projects must offer at least
one meal per day, five or more days per week (except in rural areas).
On average, each meal must provide a minimum of one-third of the
daily RDASs established by the Food and Nutrition Board of the
National Academy of Sci National Research Council. The meals
must also comply with the Dietary Guidelines for Americans,
published by the Secretaries of DHHS and USDA.

Under Title V1, the federal govemment awards funds directly to ITOs
from federally recognized tribes and to public or nonprofit private
organizations representing Native Hawaiians. AoA and USDA
funding for Title V1 is supplemented by Title Il funds, participant
donations, tribal funds, and state and local resources. Funds received
by Title VI grantees are dispensed to senior centers and other programs
that serve American Indian eiderly people. The Title VI program
provides nutrition and supportive services that are similar to those
provided by the Title IIl program. Meals served under Title VI must
comply with the standards established for Title II; however, the
minimum age for program eligibility may be lower

America will face critical challenges in the coming decades as it
attempts to provide long-term care services to the nation’s elderly
people. As the large group of individuals born after World War II
ages, a much higher proportion of Americans will be elderly and will
require more health services and long-term care. At the same time,
however, concern about the federal deficit has constricted the resources
available to meet these needs.

In this context, public policy programs must demonstrate their
effectiveness in accomplishing their objectives efficiently. It is
essential to-examine whether these programs produce the intended
impacts and whether their services are directed to those who need them
most. It is also important to look at the efficiency of program
operations and whether funding streams are adequate.

In light of these issues, the U.S. Congress authorized DHHS to
conduct the first full evaluation of the ENP in more than a decade. A
comprehensive evaluation, covering all aspects of ENP operations and
funding, was mandated in the ENP’s authonizing legisiation. The
legislation specified 19 requirements for the evaluation, discussed in
detail in the full report. These requirements were incorporated into the
following objectives for the evaluati
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* To evaluate the ENP’s effects on participants’ nutrition and
socialization, compared with similar nonparticipants

» To evaluate who is using the ENP and how effectively the program
serves targeted groups most in need of its services

« To assess how efficiently and effectively the ENP is administered
and delivers services

» To clarify ENP funding sources and allocation of funds among its
components

A comprehensive research design, involving both extensive data
collection and multiple lines of analysis, was necessary to meet these
objectives. To collect the required data, Mathematica® interviewed
ENP participants and staff from all levels of the program structure,
including SUAs, AAAs, ITOs, nutrition projects, and congregate meal
sites. For the Title [l program, Mathematica also interviewed a
comparison group of nonparticipants, chosen to be as similar to the
participant group as possible.?

This study is the most comprehensive evaluation of the ENP in the past
15 years. It also provides important information about participants and
program impacts. Interpretations of the results summarized here,
however, must be made in light of the study’s limitations. Four key
limitations are highlighted next.

Lack of Random Assignment. The strongest evaluation design for
measunng the eﬁ'ecls of the ENP on participants would have randomly

| participants to the program or to a control group that
did not recenve program services, for a specific assessment of program
impacts over ime. A prospective randomized design was not possible,
however. Instead, Math I lected a sample of nonparticipants in
the same locations as participants, matching them in terms of key
characteristics. Without random assignment, underiying differences
between the participant and nonparticipant groups might confound the
comparisons made in the impact analyses. Mathematica minimized
this possibility, however, by matching the comparison group to the
participant group as closely as possible, and by using statistical
techniques to control for observable differences.

Sampling Error. With the exception of the data collection from
SUAs, all of the surveys in this study were based on samples of
agencies or respondents. As a result, the numerical estimates reported
here are subject to possible error caused by random statistical variation.
In general, however, the sample sizes were large enough so that
sampling error, while present, is probably not large enough to affect the
conclusions.
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Potential Measurement Error in Meal Cost Estimates. Many
nutrition projects in the ENP do not keep detailed-enough cost records
to provide consistent cost information across projects. Accordingly,
Mathematica “built up” cost estimates on the basis of detailed
information from the projects about local operations, staff wage rates,
and other factors. This process may have introduced some
measurement error into the detailed cost estimates, but Mathematica is
confident that the overall order of magnitude of the cost estimates is
correct.

Difficulties in Allocating Funding by Source. The agency surveys
asked respondents to provide information on total funding and funding
by source, separately for congregate meals, home-delivered meals, and
supportive services. Because meals and supportive services are closely
intertwined in many projects, it was often not possible to link services
with specific funding sources. As a result, much of the analysis of
program funding relied on aggregate program data.

These limitations should be kept in mind in assessments of the study’s
overall findings. Despite these limitations, however, the basic
conclusions drawn here are strongly supported by the information
collected in the study. Next, we provide more detailed data on each
evaluation objective.

The evidence suggests that the ENP has substantial positive impacts on
participants. In particular, Title O participants have higher daily
intakes of key nutrients, as well as more social contacts per month, than
the comparison group. It is likely that these differences are at least
partially caused by the ENP.

To explore ENP impacts on daily nutrient intakes, Mathematica
interviewed a comparison group of older people who were similar to
Title III participants but did not participate in the ENP. Daily nutrient
intakes as a percentage of the RDAs are higher for both Title Il
congregate and home-delivered participants who receive program
meals, relative to the comparison group (Figure 2). These results
suggest that the program is increasing participants’ dietary intakes on
days when they receive program meals. Both congregate and home-
delivered participants have significantly higher intakes of the nutrients
with the lowest average intake levels (such as food energy [calories],
zing, calcium, and vitamin Bg). Similar results were also obtained for
most other nutrients (not shown in figure). Most of the observed
differences for participants are statistically significant. There are no
significant differences between participants’ and nonparticipants’
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Figure 2: Program Participants' and Nonparticipants' Mean

. Daily Nutrient Intakes (as a Percentage of the RDAs)
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NOTE: All differences are statistically significant at the five percent level.

intakes of sodium and cholesterol, or in their intakes of carbohydrate,
protein, total fat, and saturated fat as a percentage of food energy

(calories).
ENP Nutrient Intakes Versus The ENP plays a very important role in participants’ overall dictary
Overall Nutrient Intakes intakes. Nearly all home-delivered participants and one-haif of

congregate participants receive five or more program meals a week.
These meals supply a large part of their total nutrient needs. More than
a third of home-delivered participants save part of the program meal to
eat as a second meal, part of a second meal, or a snack. Twelve
percent of congregate participants take either an additional full meal or
a snack home for later consumption.

For almost all of the nutrients studied, congregate meals supply well
over a third of participants’ daily intakes. In fact, for most nutrients,
the contribution to daily intakes is in the range of 40 to 50 percent
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Figure 3: Percentages of Participants' Total Daily Intakes
from All Program Meals (Means)
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(Figure 3). A similar pattern exists for home-delivered meals, although
the contributions tend to be a few percentage points lower for this
component. These results, which apply to both Title Il and Title VI,
indicate that the ENP plays an important role in participants’ overall
nutrition. Furthermore, the similarity in Title IIl and Title VI
contributions to dietary intakes suggests that the earlier findings based
on the use of a Title Il comparison group can be generalized to Title
VI as well.



149

Table 1: Nutrients in ENP Meals, as Served (As a Percentage of the Male RDAs)

Title I Title VI
Congregate Home-Delivered Congregate Home-Delivered
Food Energy (Calories) 36 37 37 33
Vitamin B, 38 a4 37 a0
Calcium 56 58 50 47
Zinc 33 33 33 28

NotiE  Program meals are required to supply 33 percent of the RDAs

Nutrient Content of ENP Meals

ENP meals are relatively
“nutrient dense ™

The average ENP meal meets the program’s requirement to provide at
least one-third of the relevant RDAs (Table [). Under both Title Il
and Title V1, the average meal provides more than 50 percent of the
adult male RDAs for many nutrients. Basing the calculations on the
RDAs for females (not shown in table) only reinforces this comparison,
because the RDAs for females are lower for many nutrients. Table 1
also shows that ENP meals are relatively “nutrient dense,” providing
relatively large of nutrients per kilocalorie of food energy

Under both Title I and Title V1, the estimated fat content as a
percentage of food energy is 36 percent for congregate meals and 35
percent for home-delivered meals, in excess of the 30 percent
recommended in the Dietary Guideiines for Americans (not shown in
table). Furthermore, when participants’ overall diets from program and
nonprogram sources of food are considered, their intakes of fat--
especially those of Title [l congregate and home-delivered
participants--are closer to the Dietary Guidelines recc dation

For example, the typical Tide Il participant consumes 32 percent of his
or her daily calories as fat (not shown). There is some controversy in
the scientific community about appropriate fat intakes for the eiderly
population. Some experts view the fat standards for older persons as
overly stringent, particularly as they apply to the very old. Reducing
total fat and saturated fat, unless carefully managed, may compromse
the overall intake of food energy (calones) for older persons.
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On average, both congregate and home-delivered participants have
about 14 more social contacts per month than the comparison group
(Table 2). This represents more than a 16 percent increase in the
number of social contacts per month. It also suggests that the program
increases socialization opportunities for participants.

It is important to note that direct program contacts--either attendance at
a meal site or receipt of a meal delivery--are included in the estimates
of contacts for participants. For congregate participants, this inclusion
is clearly appropniate, because these contacts usually last for an hour or
more and involve iderable social int ion. The home-delivery
contacts are usually much shorter, but about 25 percent of participants
report that the ENP delivery person usually spends at least some time
in conversation with them (not shown in table). Whether or not there is
extended conversation, the majority of home-delivered participants
report that the contact with the delivery person is important to them
socially.

Table 2: Mean Number of Monthly Social Contacts for Participants and Eligible Nonparticipants,
Controlling for Other Characteristics - ’

Title I Congregate Title I Home-
Program Delivered Program
Participants 96.0 986
Matched Nonparticipants 825 83.3
Percentage Difference 16.3** 18.4%*

**Difference between participants and nonparticipants is statistically significant at the .05 level, one-tailed test.
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Satisfaction with Services Sixty-six percent of Title Il congregate participants and 65 percent of
Title I home-delivered participants describe themselves as “very
satisfied” with how the food tastes (Figure 4). The comparable figures
for Title VI are 65 percent and 57 percent. For other questions on the
food served, the numbers of “very satisfied” tend to be 60 percent or
more. Most of the respondents who did not choose “very satisfied”
(the highest leve! on the four-point scale) selected the next-highest
level, indicating they wers * hat satisfied

Figure 4: Participants' Satisfaction with Program Meals
(Percentages)
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When asked what they like most about the program, 77 percent of Title
IIT congregate participants and 70 percent of the Title VI counterparts
mentioned the other participants; 58 and 69 percent, respectively,
mentioned the meals; and 30 and 23 percent mentioned supportive
services. Seventy percent of Title Il congregate participants and 61
percent of Title VI congregate participants take part in recreation
activities provided through the nutrition program. Fifty percent or
more of those participating in recreational activities at the meal site
report that these activities are either the only source or a major source
of their social activity. These responses suggest that participants are
generally satisfied with the meals and that the socialization aspect of
the ptogram is also important to them.

In principle, Title Il is available to everyone age 60 and older, but its
authorizing legislation requires special efforts to target the program to
populations who particularly need ENP services. The evidence from
the evaluation shows that the program has achieved considerable
success in accomplishing this “targeting” objective.

The ENP serves highly vulnerable people with characteristics that tend
to put them at increased health and nutritional risk. ENP participants
tend 10 be older, podrér, more likely to be members of racial or ethnic
minorities, and more likely to live alone, compared with the overall
population in the United States age 60 and older.* Participants are also
more likely to be in poor heaith, to have greater difficulty performing
everyday tasks, and to have relatively high nutritional risk. These and
related client characteristics are examined next. ’

For Title I1I, the average congregate meal participant is 76 years old,
and the average home-delivered participant is 78 (Figure 5). By
contrast, the average age in the overall U.S. population age 60 and
older'is approximately 72. This pattern suggests that the program is
directing its services to people who, at least in terms of age, are most
likel§ 4 need them: *

The average ages of Title V1 participants--68 for congregate
participants and 71 for home-delivered ones--are considerably lower
than those for Title II. In part, this reflects the fact that the minimum
age for eligibility in Title IIl is 60, but the minimum age for eligibility
in Title V1 is established by ITOs and may be lower than age 60. In
our survey, Title Il participants ranged in age from 31 to 101; the
range for Title VI was 23 to 103 °

ENP participants have significant economic and/or social needs. About
one-third of Title Il congregate participants and one-half of Title I
home-delivered participants have incomes at or below the DHHS
poverty threshold. More than one-half of Title VI meal participants
have incomes at or below this level. The comparable figure for the
overall population age 60 and older is 15 percent. Most of the rest are

12
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Figure 5: Socioceconomic Characteristics of ENP
Participants
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“near poor,” with incomes between 100 and 200 percent of the poverty
level (not shown in figure). Between 80 and 90 percent of all
participants have incomes below 200 percent of the DHHS poverty
threshold, compared with 38 percent of the overall elderty population.

Non-Hispanic African Americans constitute approximately 12 percent
of Title Il congregate participants and 18 percent of home-delivered
ones. Elderly people of Hispanic origin make up, respectively, another
12 percent and five percent of participants in the two parts of the Title
I program. Qverall, racial and ethnic minorities constitute 27 percent
of congregate and 25 percent of home-delivered participants. Almost
all Title VI participants are members of minority groups, compared
with 14 percent of the overall population age 60 and older.® Both the
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congregate and home-delivered programs successfully target
subgroups of poor and minority elderly people. Furthermore, nearly
Jour times as many Title Il participants and nine times as many Title
VI participants are low-income minorities, compared with the overail
population age 60 and older. These groups represent a substantially
larger proportion of participants than they do of the overall elderly
population.

Moare than twice as many Title Il participanis live alone, compared
with the overall elderly population (60 percent versus 25 percent).
Substantially fewer Title VI participants live alone (about 29 percent).
Nearly ali Title VI participants, 28 percent of Title Il congregate
participants, and 16 percent of Title Il home-delivered participants live
in rural areas, compared with 25 percent of the overall elderly
population.

Health Probléms and Functional  Both Title HI and Title VI participants have significant numbers of
Impairments health problems and functional impairments that might place them at
: nutnitional risk (Table 3). In both parts of the ENP, participants tend to

have between two and three diagnosed chronic health conditions. In
Title III, 26 percent of congregate participants and 43 percent of home-
delivered participants had a hospital or nursing home stay in the year
before the survey; a similar pattem was observed in Title VI. Among
home-delivered participants, 63 percent of Title Il participants and 45
percent of Title VI ones rated their health as either poor or only fair.
Many participants reported health conditions such as heart disease,
diabetes, anemia, and osteoporosis for which nutrition intervention is
either a primary or a supportive form of treatment.

Table 3: Health and Functional Status of Participants (Percentages, Unless Otherwise Noted)

Title 111 Title VI
Home- Home-
Congregate Delivered Congregate Delivered

Average Number of Diagnosed Chronic Health

Conditions 24 30 28 29
Hospital/Nursing Home Stay in Previous Year 26 43 30 37
Weight Outside of Healthy Range 61 64 65 69
Difficulty Doing One or More Everyday Tasks 23 77 23 44
Unable to or Have Much Difficulty Preparing .

Meals 8 41 8 26
Moderate to High Nutritional Risk - 64 88 80 78
Instances of Food Insecurity in Past Month 10 16 17 15
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There is also evidence that many participants are at nutritional risk
Only about one-third have weight levels in relation to their height that
were within accepted normal ranges. Between 18 and 32 percent
gained or lost 10 pounds without wanting to during the six months
before the survey. Under criteria developed by the Nutritional
Screening Initiative, 64 percent to 90 percent of participants have
characteristics associated with moderate to high nutritional risk.

Under Title lII, about one-quarter of congregate participants and more
than three-quarters of home-delivered participants have trouble doing
one or more everyday tasks. A similar pattern exists for Title VI
participants, although the proportion of Title VI home-delivered
participants with impairments is somewhat lower. Title IIl home-
delivered participants have an average of 3.7 functional impairments;
their Title VI counterparts have an average of 2.4. Sixty-four percent
of Title HI home-delivered participants have difficulty shopping for
food; 41 percent are unable to prepare meals. Overall, ENP
participants, especially those served by the home-delivered program,
are more functionally impaired than the overall elderly population.

For congregate meals, 45 percent of Title Il participants and 42
percent of Title VI participants have been in the ENP for more than
five years. Only about 10 percent of home-delivered participants have
received home-delivered meals for this long. There is a moderate
amount of fluidity between the two components of the ENP--9 percent
of Title I and 19 percent of Title VI congregate participants have
received home-delivered meals in the past. Nineteen percent of Title
0¥ and 24 percent of Title [V home-delivered participants have
received congregate meals. Most current home-delivered participants,
however, have not participated in the congregate meals program in the
past. They represent a new pool of participants and have not aged in
place at the congregate sites.

All ENP congregate programs serve lunch. In addition, about four
percent of Title IIl congregate programs and two percent of Title VI
congregate programs serve breakfast. Most congregate sites operate
only on weekdays; however, about four percent of Title III sites and
one percent of Title VT sites also serve weekend meals. Most of the
projects that provide home-delivered meals deliver at least five meals
per week.” A delivery usually includes only a single meal--typically a
hot lunch--but some deliveries include more than one meal at a time.

For Title III, about 49 percent of congregate sites make “modified”
meals available, such as those that are low in fat, sodium, or calories,
whereas 63 percent of home-delivered providers offer these types of
meals. The comparable numbers for Title VI are somewhat higher, at
67 percent and 76 percent, respectively. Most nutrition programs also
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provide other meals, such as holiday or ethnic meals to meet
participants’ special needs. Some offer weekend home-delivered
meals or meals more than once a day; some provide support for food
pantries.

There is wide variation within the Title Il home-delivered program in
whether meals are prepared at a central kitchen, prepared on site, or
bought from a contractor. The most typical approach involves project
staff preparing food at congregate sites (43 percent). More than a third
buy meals from private contractors, however. Most Title VI programs
{96 percent) prepare home-delivered meals at congregate sites. Meals
at congregate sites are usually served either cafeteria style or restaurant
style, with preportioned meals brought to participants at tables.

Title Il nutrition projects provide a variety of nutrition-related services,
in addition to meals. These include nutntion education (about 87
percent of projects),” nutrition screening (about 55 percent), and
nutrition counseling (about 50 percent) (see Figure 6). Although
providing other nutrition services in addition to meals is somewhat less
common for Title VI projects, more than half report providing nutrition
education. Between one-quarter and one-third offer each of the other
nutrition-related services discussed here

Food safety and sanitation procedures are an important part of a
nutrition program’s overall quality. Seventy-six percent of the states
require that alt ENP sites be inspected Most of the rest require
nspection of food production sites but not necessarily eating sites.

Eighty-six percent of Title Il and 93 percent of Title VI facilities report
that their sites were inspected by the local health department during the
past year. Forty-four percent of Title 1 facilities had one or more
deficiencies during the last three inspections; however, almost all of
them (93 percent of those with deficiencies) had taken corrective
action. For Title VI, the rate at which deficiencies were found was
somewhat higher (56 percent), and the correction rate was slightly
lower (68 percent of those with deficiencies).
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Figure 6: Other Nutrition Services Provided by Nutrition

Projects
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Of course, the major outcome of interest for safe food handling is
whether people become sick because of the food. Reported instances
of such illness do occur but are rare. In the more than 400 AAAs
surveyed--which represent more than half of the AAAs in the country--
only six incidents of illness associated with ENP food occurred in the
past three years. AAAs reported that 175 older persons became ill in
the past three years from these six incidents. None of the 115 ITOs
surveyed--which represent more than half the ITOs in the country--
reported any incidents of illness in the previous three years. It should
be noted, however, that the actual incidence of food-bome illness is
believed to be considerably higher than the reported incidence
throughout the food service industry. Thus, the actual incidence of
food-borne illness associated with the ENP is probably greater than that
reported here, but not more than one percent of participants get sick
from program meals.’

17
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Overall, the size of the ENP program in terms of meals served annually
has increased steadily since 1980, rising from 168 million to 240
million meals. This overall increase masks substantial differences in
the growth of program components, however. Although relatively
steady for much of the period, the overall provision of congregate
meals declined somewhat between 1980 and 1994 (the program served
132 million meals in FY 1980 and 127 million in FY 1994). The
home-delivered program, on the other hand, grew rapidly during this
period, tripling in size, from 36 million to 113 million meals. In
addition to reflecting increasing need for home-delivered meals, this
pattern could also reflect available funding. It is possible that more
congregate meals would have been served had projects received more
funding.

Program operators expect these patterns to continue. In response to a
question about expected program changes, most SUAs and AAAs, as
well as 38 percent of nutrition projects, expected further i in
the need for home-delivered meals Furthermore, even this very rapid
increase in home-delivered meals does not appear to have kept up with
the need for them, as di d in the next sut on

The number of older Americans, particularly the functionally impaired,
has been steadily increasing while funding for OAA programs has
generally remained flat. Sources such as the Wall Street Journal
(November 8, 1994) have reported ENP waiting lists in various parts
of the country, suggesting a relatively large degree of unmet need for
nutrition assistance among elderly people, especially those who are
severely impaired or homebound. The evaluation data indicate
considerable unmet need for home-delivered ENP meals.

Many of the nutrition projects that arrange or provide home-delivered
meals (41 percent) report having a waiting list for potential participants
(Table 4). For projects that maintain waiting lists, the mean number of
people on the lists is 85. It is important to note, however, that the mean
is heavily influenced by a few very large projects with long waiting
lists. Yet, even the median is 35 (not shown), which is about 30
percent of the average project’s number of home-delivered participants
served daily. Nutrition projects that maintain waiting lists report that
the mean length of time on the lists is between two and three months.
(Again, the median is lower.}

Waiting lists are much less common for congregate meal programs.
Nine percent of the nutrition projects arranging or providing congregate
meals report having waiting lists. One-fifth of Title Il nutrition
projects, however, reported that they currently have a waiting list for
potential participants for other (nonmeal) nutrition and supportive
services, with an average time on the list of two months.
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Table 4: Waiting Lists for Participation in Title Il Programs, as Reported by Nutrition Projects

Congregate  Home-Delivered Other
Meals Meals Services

Maintain Waiting List (Percentage)

9 4] 22

If Maintain Waiting List, Mean Number on Waiting List 52 85 -
If Maintain Waiting List, Mean Length of Time on List

(Months)

21 26 22

LINKS TO OTHER HOME-
AND COMMUNITY-BASED
CARE

Overall, these data, together with the earlier information on trends in
ENP meals served, suggest considerable unmet need for home-
delivered ENP meals. Furthermore, the findings summarized here
probably understate the degree of unmet need for home-delivered as
well as congregate meals. It is probable that many nutrition programs
with unmet need for services do not maintain waiting lists.

Most ENP participants report having enough foed to eat, but 10to 17
percent reported one or more recent instances of food insecurity, such
as having no money to buy food or having to choose between buying
food and buying medications during the previous month. In Title I,
10 percent of congregate participants and 16 percent of home-delivered
ones mentioned one or more instances of food insecurity during the
past month. The comparable numbers for Title VI are 17 percent and
15 percent. Although these percentages appear relatively modest, they
mean that, within the 30 days preceding the interview, approximately
240,000 congregate participants and 130,000 home-delivered
participanis had experienced food insecurity.

The legistation authorizing the evaluation focused on the need 1o
examine the ENP’s degree of integration with other parts of the home-
and community-based long-term care system. One important aspect of
this issue--participants’ characteristics--has already been discussed.

As noted, most ENP participants have characteristics, such as age,
difficulty doing everyday tasks, and poverty status, that increase the
likelihood that they will need home- and community-based long-term
care services. Here, we examine a number of other linkages:

« ENP participants’ use of home- and community-based long-term
care services

+ Referral sources for the ENP

« Direct provision by ENP providers of home- and community-based
long-term care

» ENP agencies’ coordination with other providers of home- and
community-based long-term care

19
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The use of non-nutrition support services by ENP participants shows
the degree to which the ENP functions as part of the broader home-
and community-based long-term care network. Twenty-nine percent of
Title [l home-delivered participants also receive personal care
services, either from the ENP provider or another public or private
source (Table 5). Thirty-five percent receive homemaker services and
14 percent receive home health aid services from providers who are not
their families or neighbors. When families or neighbors are d

66 percent of Title IIf and 56 percent of Title V1 home-delivered
participants receive homemaker services, 39 percent of Title ITf and

18 percent of Title VI home-delivered participants receive personal
care services, designed to maintain frail individuals in their home and
communities.

As might be expected, congregate participants are significantly less
likely than their home-delivered counterparts to use long-term care
services. Compared with Title VI home-delivered participants, a larger
percentage of Title [l home-delivered participants use home- and
community-based long-term care services and receive a greater
percentage of the services from private or public agencies. This pattem
may reflect greater impairment or greater availability of services, or
some combination of the two.

Forty-five percent of Title [l home-delivered participants and 43
percent of their Title VI counterparts first heard about the ENP through
a hospital or community-based organization (Table 6). Most of the rest
heard about the program through family or friends. The corresponding
numbers for congregate particip are derably lower, at 12
percent and 16 percent, respectively. This pattern suggests that, as
might be expected, agencies attempting to assemble an integrated
package of long-term care services for their clients frequently include
ENP home-delivered meals. Corr dingly, nutrition projects report

(4 B

that hospitals or intermediate-care facilities are the first or second most

Table 5: Use of Home- and Community-Based Long-Term Care ny Participants (Percentages)

Congregaie Participants Home-Delivered Participants
From Private or Public From All Sources, From Private or Public From All Sources,
Agency Providers Including Family Agency Providers Including Family
Title I
Personal Care Scrvices 2 6 29 39
Homemaker Services 1 23 35 66
Home Health Aide Services 2 2 14 16
Adult Day Care Services 2 2 2 2
Titke VI
Personal Care Services 2 5 6 18
Homemaker Services 7 30 8 56
Home Health Aide Services 7 R B 10
_Adult Day Care Services L 1 H i

20
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common source of referrals for participants in the home-delivered
program {not shown).

Information and Referral Most nutrition projects do not directly provide more-intensive long-
term care services, such as personal care, homemaker, or home health
aide services. These services are slightly more likely to be provided to
home-delivered participants, but the percentages of projects providing
these services are low, ranging from about 4 to 14 percent, with most
below 10 percent.

Even though the majority of nutrition projects do not provide major
long-term care services directly, they function as part of the larger
network of ¢ y Sy ddress the comprehensive long-
term care needs of elderly people. Table 7 on the next page shows that
approximately 85 percent of both Title Il and Title VI projects offer
information and referral services to participants.

Table 6; Participants’ Referral to the Program (Percentages)

Title 11 Title VI

Congregate Home-Delivered Congregate Home-Delivered

How Long Ago Began Participating

Less than 6 months 9 17 10 15
6 to 11 months 7 i8 4 4
1to 5 years 40 54 44 58
6 to 10 ycars : 25 9 23 13
More than 10 years ago 20 2 19 9
How First Heard About the Program
Family member or friend 68 44 60 42
Community-based organization or
hospital 12 45 16 43
Newspaper, radio, or television 5 2 2 1
Posters or announcement in mail 1 1 1 5
Annpuncement in church or club 6 1 4 ?
Other method 8 7 i8 9
On Waiting List Before Receiving Meals 2 13 * 2
Received Other Long-Term Care
Services Before Receiving Meals' 5 22 2 13
*The most ) ioned home- and ity-based long-term care services were home health, personal care, and
h ker services. Congregate particip most | ioned D ion, } ker, and p ! care
services.

* = Less than 0.5 percent.

2]
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Table 7: Nutrition Projects Offering Various Types of Non-Nutrition Services (Percentages)

Service Provided Congregate Panticipants Home-Delivered Participants
Title 11T

Information and Referral 85 84
Recreation and Social Activitics 69 NA
Transportation to and from Mecal Site 68 NA
Other Assisted and N isted Transpoitati 57 58
Other Counseling 53 55
Homemaker Services 12 14
Personal Care Service 4 5
Home Health Aide Services 5 6
Title VI

Information and Referral 89 86
Recreation and Social Activities 75 NA
Transportation to and from Meal Site 83 NA
Other Assisted and Nonassisted Transportati 77 81
Other Counseling 49 52
Homemaker Services 7 7
Personal Care Service 7 7
Home Health Aide Scrvices 4 4

NA = Not applicable.

Recreational and social activities are provided by about two-thirds of
both Title III and Tite VI projects serving congregate meals. The
majority of Il and Title VI projects also offer transportation services
other than to and from the meal site

Coordination of Services To explore relationships with other components of the long-term care
system, the survey included an open-ended question about ENP
agencies’ efforts to coordinate with providers of other long-term care.
The responses showed a broad range of interconnections:

SUAs are involved in administering, coordinating, and funding
ongoing home- and community-based long-term care services. In
many states, SUAs are making direct efforts to develop policies to
coordinate the ENP with other services.

ITOs frequently integrate the ENP with their broader planning and
delivery of home- and community-based long-term care services.

Most AAAs are involved in directly providing one or more long-term
care services. These services involve managing participants’ long-
term care needs or facilitating access to care (through case
management and information and referral). Some AAAs and ITOs
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and supportive services in ways
that participants perceive as
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also indicate that they are major direct providers of long-term care
services as well.

+ Most nutrition projects carry out specific activities in which they
either directly provide their clients with needed home- and
community-based long-term care or connect them with other
providers of these services.

To interpret the information discussed here, it is useful to place it in the
broader context of long-term care in the United States. The long-term
care system can be viewed as the entire set of providers--including
family members, individuals, agencies, and institutions--that deliver a
continuum of health and related supportive services, including nutrition
services, to older people, depending on their needs. For relatively
healthy older people, these services focus on prevention or optimal
management of health problems and their complications. These
services may also address factors that compromise health or
independence and prevent acute or long-term mstitutionalization For
fess healthy older people who are frail but stll living in their
communities, the focus is on providing services, such as an array of in-
home health care and homemaker services, to assist them in living
independently as long as possible and in preventing premature long-
term institutionalization. Finally, for older people who can no longer
function independently in community settings, the challenge of the
long-term care system is to provide institution-based care that
preserves individual dignity, quality of life, and remaining
independence.

The two major components of the ENP--congregate and home-
delivered meals--serve participants who have different needs for long-
term care services. Most congregate participants fall at the end of the
continuum that focuses on providing long-term preventive services.
Only 8 percent of these individuals have difficulty or need assistance
preparing meals for themselves, and only 23 percent have trouble doing
everyday tasks. This population does have significant health problems,
and many of these problems are nutrition-related and can be lessened
by optimal food and nutrient intakes and other nutrition-related
services

For congregate participants, the ENP provides nutritious meals and
opportunities for socialization that can help them stay active in their
communities. The evaluation shows that the ENP is very successful in
providing meals that meet current recommendations for intakes of
essential nutrients, but somewhat less successful in meeting the
Dietary Guidelines tex dations {such as providing diets with less
total fat and saturated fat) for preventing nutrition-related chrome
diseases and their complications. The evaluation also shows that the
ENP provides nutrition and supportive services in ways that
participants perceive as meeting their needs. The available scientific
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evidence suggests that maintaining nutritional well-being in older
people helps them mitigate existing health problems, manage chronic
conditions, prevent complications associated with acute and chronic
disease, and extend the period of healthy living. In addition, the
congregate component of the ENP often provides related services, such
as nutrition education and counseling, to create healthier nutrition
pattems for this group.

The recipients of home-delivered meals have greater needs for long-
term care services, and these needs are at least partially met by the
ENP. With an average age of 78, many home-delivered participants
have sub ial numbers of chronic health conditions and functional
difficulties. Fewer than half get out of their homes as often as once a
week, and 77 percent are unable to do at least one everyday task
without assistance or can only do it with much difficulty. Furthermore,
substantial numbers of home-delivered participants-—about 15 to 20
percent--rely on other types of long-term care services, such as
homemaker or personal care services, in addition to the meal program.
For many, the availability of a home-delivered meal is probably crucial
to their ability to function largely on their own. Additional evidence of
links to the long-term care system is provided by the substantial
number of home-delivered participants--more than 40 percent--who
were referred to the ENP by a community-based agency or
organization.

Overall, both components of the ENP function within the continuum of
long-term care services. All levels of the ENP, from the SUA to the
projects, but particularly the AAAs and ITOs, are involved in the
management and delivery of long-term home- and community-based
services.

The average total cost of a Title I congregate meal is $5.17. This
includes $4.46 in direct monetary costs and another $.71 in the value of
volunteer labor and donated goods (Figure 7). The overall cost for a
home-delivered meal is slightly higher, at $5.31 {$4.57 in direct
monetary costs and $.74 in the value of volunteer labor and goods).
The costs of producing ENP meals appear reasonable in light of
information supplied by the National Restaurant Association. It reports
that, for the 12-month period ending November 1995, the national
average per-person cost for eating lunch was $4.86 at cafeterias and
$5.29 at “family-style” restaurants.'®

Costs for large projects (those serving at least 1,000 meals per week)
are lower than the average by $.38 for congregate meals and $.81 for
home-delivered meals. This paitern suggests that large projects may

achieve significant economies of scale in operating the ENP program.
Costs also tend to be lower for:
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Figure 7: Average Total and Monetary Costs for
Congregate and Home-Delivered Meals

$8.00
$7.18
| $6.78 |
$6.19
$6.00
$5.17 $5.31
3457
$4.00
$2.00
$0.00
Congregat Home-Delivered C Home-Delivered
Title 111 Title VI

[-Monewy Costs ClVaiue of Donations and Volunteer Labor ]

* Rural projects
* Projects using central kitchen production methods
¢ Projects in the South and Midwest

The average costs for Title VI meals are $1.00 to $2.00 higher than
those for Title II. Total costs per Title VI meal, including donations,
are $6.19 and $7.18 for congregate and home-delivered meals,
respectively. Some of the higher costs may be due to the small scale on
which most Title VI sites operate, making it difficult for them to
achieve economies of scale. The magnitude of apparent economies of
scale (as estimated earlier with the Title Il data), however, is not large
enough to explain the observed differences fully. The relative
importance of donated time and matenials is substantially less for Title
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VI than for Title I, however, with Title VI monetary costs at $5.78
and $6.78.

The bulk of ENP meal costs are either for labor or food. Together,
these categories make up 75 to 80 percent of Title Il and Title VI meal
costs,

SOURCES OF FUNDING Federal Title IIT expenditures are highly leveraged with money from
other sources (Figure 8). Title II funding accounts for approximately

Federal and Other Contributions 37 percent of congregate costs and 23 percent of home-delivered costs.
Despite participants’ Jow income levels, their contributions account for
20 percent of both congregate and home-delivered meal costs. Other
major resources for the program include the USDA cash in lieu of
commodities program and state, local, and private funds. In par, the
high leveraging rates reflect the fact that, by law, states are required to
supply resources to match the federal contribution.

Figure 8: Title Il ENP Funding Sources

Congregate

AoA Funds

Participant
Contributions

Donations, Volwnseer
Time, and Otiser

Home-Delivered

State, Local, and
Private Funds

USDA Cash in Liew
of Comodities

26



{For program meals], a dollar
of Tile I] funding is thus

pplemented with [between]
$1.70 [and] $3.35 from other
sources.

Flexibility in Fund Transfers

167

For every $1.00 in Title HI funds for congregate meals, $2.70 in total
resources is devoted to the program. A dollar of Title 11l funding 1s
thus supplemented with $1.70 from other sources. The leveraging rate
for home-delivered meals is higher: a dollar of Title Il funding is
supplemented with $3.35 from other sources.

Most projects suggest ib amounts for participants. These

unts vary substantially, ranging from $.50 or less per meal to more
than $2.00. The majority of the suggested contributions are in the
range of $1.00 to $1.50. In the survey, 85 percent of respondents
indicated that they felt that their project’s suggested contribution was
“about right”

The value of volunteer labor accounts for about nine percent of Title III
meal costs. Thirty-five percent of Title Il congregate participants
volunteer their time to perform program tasks, such as setting up meal
sites, collecting contributions, or delivering meals.

One interesting aspect of Figure 8 is that the average federal
contribution to a Title IIf congregate meal is considerably higher than
the average contribution to a hiome-delivered one. There appear 1o be
two related reasons for this pattern. First, many projects report that it
is easier to raise external funds for home-delivered meals because the
need for them is often more apparent to potential donors. Second,
nutrition projects may be trying to increase the number of home-
delivered meals they can supply by paying a higher percentage of the
cost of these meals out of resources from fundraising, compared with
congregate meals, on average. However, state and local contributions
for both kinds of meals are considerable.

In contrast, the leveraging rate for Title V1 is considerably lower than
that for Title I1l. Unlike Title III, the Title VI program does not require
state or local matching of federal funding. Title VI grants are the
primary source of funding for the ENP: 61 percent of the resources
used to provide congregate meals and 73 percent of the resources used
to provide home-delivered meals come from Title V1 grants (Figure 9
on the next page). Title VI also draws revenue from other sources,
including tribal funds, USDA cash in lieu of commodities, and
participant contributions, but these sources generally contribute smaller
rtions of Il funding,

L ot 4

Current law allows states to transfer part of their Title I funding to
different subcomponents of the program. Policymakers are interested
in whether states currently have enough flexibility to respond to their
individual needs. To examine this issue, Mathematica analyzed state-
by-state data on funding transfers. The regulatory limits on transfers
do not appear to restrict states from shifting resources to components
that need more funding. The key findings include:
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Figure 9: Title VI ENP Funding Sources
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« No state exceeded the limits on transfers between Title [lI-B
supportive services and Title II-C nutrition services in the 10 years
examined.

« There are more transfers between components of Title [lI-C than
between Title HI-C and Title III-B. Furthermore, the percentages
transferred from Title III-C (congregate) to Title M-C2 (home-
delivered) have grown over time. However, most states do not seem
constrained by the 30 percent limit on funding transfers between
congregate and home-delivered meals.
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» States transferred about 17 percent of the funds initially allocated for
the Title I congregate program to other uses in the 10 years
examined. About two-thirds of the transferred funds went toward
home-delivered meals; one-third went toward supportive services.

» The New England and West Coast states transferred the highest
percentages of funds into home-delivered meals.

The results of the evaluation show that the ENP has succeeded in
accomplishing its mission of improving the nutntional intakes of elderly
people, as well as in decreasing their social isolation. The evaluation
also shows that the program is evolving to meet the changing needs of
older peopie brought on by shifting demographics and changes in the
heaith care system and public policy environment. There are
indications of unmet needs for the program’s services, as well as signs
that there may be new roles for the program in the future.

The ENP provides an average of nearly | million meals per day to
older Americans. These meals are targeted toward highly vulnerable
elderly populations, including the very old, people living alone, people
below or near the poverty line, minority populations, and individuals
with significant heaith conditions or physical or mental impairments.
On average, the meals provided easily meet the RDA requirements set
forth in the OAA, and they significantly increase the dietary intakes of
ENP participants.

The ENP also reduces the social isolation of older Americans in both
the congregate and home-delivered programs. Although the
accomplishment of this goal is more obvious in the congregate

. program, participants’.contacts with meal deliverers and links with

other services in the home-delivered program also reduce the isolation
of h, I A aldarh 1
7y e

Agencies at the various administrative levels of the program--SUAs,
AAAs, ITOs, and nutrition projects--have forged close links with other
parts of America’s emerging home- and community-based long-term
care system. Federal dollars spent on the ENP are highly leveraged
and supplemented with the financial resources of state, tribal, and local
private and public sources. Despite participants’ low income levels,
their contributions account for 20 percent of both congregate and
home-delivered meal costs. Local donations and volunteer time, often
from program participants, account for 14 percent of costs.

By most measures, the ENP is a highly successful program that has a
positive influence on an overwhelming majority of its participants. Yet
many challenges on the horizon could shape the future of the program.

The chnngmg demographics of the U.S. population suggest different

and increasing needs for program services, particularly in the area of
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home-delivered meals. The evaluation indicates that the pool of
persons needing home-delivered meals and other nutrition services is
not limited to those who have “aged in place” within the congregate
meal program. In fact, the majority of participants in the home-
delivered program have never received congregate meals. Rather,
future needs for home-delivered nutrition services will be driven in part
by the increase in the number of elderly people, especially the “oldest
old”--those 85 years and older--who are expected to double in number
by the year 2030. This population is most vulnerable to disabling
conditions that hinder their ability to live independently in the

community.

Changes in participant characteristics will influence program
operations, including the need to provide a continuum of nutrition
services and to tailor meals and services to better meet the specialized
nutritional needs of both congregate and home-delivered participants.

The changing health care system will also affect the operation of the
ENP. As hospitals and nursing homes discharge elderly people more
quickly into the community, community service agencies will be
expected to provide some services that may have previously been
delivered in health care facilities. As a result, the ENP will be called
on to provide services to a growing number of frailer, sicker, and more
functionally impaired older persons than in the past.

Changes in the public policy environment, such as efforts to reduce the
size of the federal deficit and the devolution of decision making to the
states, also have potential to shape the ENP in the future. In many
ways, the ENP already reflects a number of these shifts, with its
emphasis on state and local planning, its extensive reliance on local
decision making, and its use of volunteer contributions and local
donations. Nonetheless, the ENP will be challenged to meet increasing
demands at a time of decreasing federal funding.

There are other indications of the challenges that lic ahead. The
evaluation found that 41 percent of Title Ill home-delivered programs
and 9 percent of congregate programs have waiting lists for meals, and
22 percent of Title IT nutrition projects have waiting lists for other
nutrition and supportive services. It is likely that these figures
underestimate the number of nutrition projects that must limit their
services, because some projects probably do not maintain waiting lists.
Furthermore, 64 percent of congregate and 88 percent of home-
delivered participants remain at high or moderate nutritional risk, as
assessed by factors used in the Nutritional Screening Initiative. This
significant risk is borne out by nutritional risk factors: two-thirds of
participants have weights outside the healthy range, one- to three-
fourths have functional impairments, between 10 and 17 percent
reported recent instances of food insecurity, and most participants have
two or more nutrition-related chronic health conditions.
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Another challenge for the ENP is to reduce the total and saturated fat
content of program meals to meet the Dietary Guidelines, without
compromising the program’s ability to provide participants with much
needed calories and essential nutrients. The ENP will also be
challenged to find better ways of producing meals as cost-effectively as
possible and maintaining or improving food safety and samitation
practices.

To remain successful, the ENP must continue to adapt to changes in
demographics, the health care system, and the public policy
environment. The program will be called on to meet the need for more
meals and other nutrition services, to target services to the most
nutritionally needy, to become more efficient and effective, and to
leverage additional funds in an environment of shrinking federal
resources. The ENP must confront these and other challenges in the
future in order to enhance the health, functioning, and quality of life of
older people while helping them avoid unnecessary and costly
institutionalization, all in order to continue its mission of ensuring
adequate nutnition for older Americans.
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1. Nutrition-related and supportive services, such as transportation to and from
meal sites, shopping assistance, information and referral, case management,
homermaker and home health aide services, outreach, and nutrition counseling
and education, are also provided under Title I[I-B. Funding for these services
was $307 million in FY 1994, but not all are nutrition-related.

2. In FY 1994, USDA provided approximately $150 million in such
assistance.

3. Details of the data collection methodologies are presented in the full report.

4. These comparisons arc made with the overall elderly population in the
United States rather than with the comparison group, b the comparison

group was selected to be similar to the participant group, in order to maximize
the precision of the impact analysis.

5. Incertain cases, the OAA allows services to Title [II participants under age
60. For ple, sp of participants age 60 or older may be under age 60.
Also included are disabled p under age 60 who live in housing facilities
that serve congregate meals, aswellas disabled persons who reside at home
with, and pany, elderly participants age 60 or older to an ENP site. For
similar Title Vi ici may be younger than the minimum age
established by the ITO.

6. The results reported here are based on weighting the sample to make it
representative of persons served by the program on 2 ryp:caldayandthns
reflect the population receiving the bulk of progr d in
the full report, when the data are weighted to reflect the averall populauonof
participants who ever auend the pmgmm-dlus equally weighting infrequent
and fi ges of minorities go down
somewhat but still remain hxghet than lhﬂl’ proportions in the overall
popuiation.

7. The OAA requires projects to serve meals at least five days per week.
Programs in rural areas, if approved by the SUA, may serve meals fewer than
five days per week, if serving five is not feasible.

8. The OAA requires all Title Il projects to offer nutrition education. It is not
clmwlmhadwomdmreponnmdomgsomomofmpwnhﬂxelawor
d d the rel questions on the survey.

9. For example, it has been estimated that the number of cases of human
salmonellosis reported to the Centers for Disease Control each year represent
from one percent to five percent of the actual yearly incidence of this infection
in the United States (Richard B. Chalker and Martin J. Blaser, “A Review of
Human Sal llosis: Magnitude of Sal lla Infection in the United
States,” vol. 10,n0. I, January-Febmury pp. 111-124, 1988). If we apply
this rate of underreporting to the approximately 200 participants that AAAs
reported as getting sick from program meals in the past three years, then
between 4,000 and 20,000 particiy bably lly b sick from the
meals. In other words, nommetlmone of ENP partici d
food-bome illness from program meals.

10. Source is personal communication with Susan Milis, Research Division,
National Restaurant Association, Washington, DC, May 1996.
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SECTION VI—OFFICE OF INSPECTOR GENERAL

EXECUTIVE SUMMARY

Purpose

To describe States’ current practices and discuss implementation issues concerning cost
sharing for services to older persons under Title III of the Older Americans Act.

Background

Through the Administration on Aging (AcA), the Older Americans Act (the Act) of
1965 authorizes financial assistance to States for services to older persons. Services
provided under Title III of the Act include, but are not limited to, nutrition,
transportation, and in-home personal and medical services. The AoA’s programs
reach elderly citizens through a wide network of public and private agencies, including
local area agencies on aging and service providers.

In the past, States, area agencies on aging, and service providers have been allowed to
ask recipients of Title III funded services for voluntary contributions, to help cover the
cost of the service. Mandatory charges for the federally funded portion of these
services is not allowed, although States can charge for all or part of their portion of
the funded service. Known as cost sharing, these charges have helped some States
maintain or expand services to recipients. In the current reauthorization of the Act,
AoA proposed amendments that would allow States, area agencies on aging, and
service providers to charge for some of the Title III funded services.

The AoA requested information on current cost sharing activities within the States.
We surveyed 57 States and territories to obtain the information in this report.

FINDINGS AND ISSUES

All States collect voluntary contributions and 36 States make use of cost share programs.
States’ specific experiences with these practices will affect their readiness to implement
Title IIT cost sharing.

Thirty-six States reported to us that they have some sort of cost sharing program for
services to elderly people. These programs vary considerably. They may use State
Units on Aging, other State agencies, area agencies on aging, and local service
providers, or a combination of the above, 10 bill, collect, and carry out other
responsibilities. Services cost shared also vary greatly, but in-home personal services
and adult day care programs are the most commonly reported cost shared services.

As with cost sharing, States vary greatly in their voluntary collection activities. After
nutrition setvices, transportation is the most common service for which voluntary funds
are collected.
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The extent of area agency on aging involvement, and how fees are determined,
including the use of sliding-scaie fee schedules, will be important to effectively
implementing Title III cost sharing. Sliding-scale fee schedules help address the
“fairness" question of cost sharing, since recipients are asked to pay only what they can
afford, based on their income.

State respondents expressed a variety of opinions regarding the potentialities of cost sharing
Title Ill funds. Opinions ranged from great support for the idea, to great caution.

One-half of State respondents believe they can expand the provision of some services
to recipients through cost sharing. They also said that successful implementation will
depend in part on how the cost sharing is explained to, and thus accepted by
recipients. However, some respondents expressed great concern that cost sharing
might encourage some service providers to reach out to recipients better prepared to
share costs, thus undermining targeting efforts to low-income elderly.

Cost sharing with Title III funds raises accountability and oversight questions for States,
area agencies on aging, and service providers.

Nine States with cost sharing programs currently verify the reported income of
recipients receiving services. Most cost sharing programs use "self-declaration” by
recipients. Some respondents were concerned that asking recipients to reveal their
income might embarrass or anger them to such an extent that they will drop out of
programs. Other respondents questioned the overall cost effectiveness of income
verification versus self-declaration by recipients.

Cost sharing will also require billing and collection activities that might not currently
exist, including policies and procedures on payment default by recipients. States seem
to have few written policies in this area so far. General policies range from strict
service termination to never terminating services regardless of payment default.

IMPLEMENTATION

If Congress enacts legislation to permit cost sharing, the AoA will need to carefully
consider their direction, oversight, and technical assistance to States, area agencies on
aging, and service providers. Special attention will be needed concerning the use of
fee schedules, income declaration and verification, billing and collection activities, and
policies on payment default. Some States will need more help than others.

The AoA provided comments about this report; they can be found in Appendix C.
The AoA states that the information in the report has provided them with the
necessary backgrourid information required to assess cost sharing language in
reauthorization bills in both the House and the Senate. The AoA also anticipates that
the survey data will provide baseline information to develop program policy and
technical assistance for State agencies administering programs under the Older
Americans Act.
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INTRODUCTION

Purpose

To describe States’ current practices, and discuss implementation issues concerning
cost sharing for services to older persons under Title III of the Older Americans Act.

Background
Older Americans Act and services to elderly recipients

The Older Americans Act (the Act) of 1965 (PL-89-73) created the Administration on
Aging (AoA) which provides financial assistance to States for social service and
nutrition programs for older persons under Title IIl. Grants are allotted to States
based on the size of the 60 plus population. States submit plans which must be
approved by AoA Regional offices before funds are allocated.

The AoAs 10 regional offices assist States in developing responsive community-based,
comprehensive and coordinated services for elderly recipients throughout the nation.
The AoA’s programs reach the elderly through a network of public and private
agencies, including 59 State and Territorial State Units on Aging (SUAs), and their
approximately 675 local area agencies on aging (AAAs), as well as over 100 Native
American triba] organizations, and approximately 27,000 local service providers.

Part I1IB of the Act provides funds for a variety of supportive services, including
health, transportation, and legal assistance. The Fiscal Year (FY) 1996 requested
appropriations for Part IIIB are approximately $307 miilion. Requested
appropriations for Part IIIC, which funds nutrition services, including both congregate
and home-delivered meal programs, are approximately $470 million. Part IIID
provides for non-medical in-home services for frail older individuals. Requested
appropriations for Part IIID arc approximately $9 million.

Currently, SUAs, AAAs, and service providers are not permitted to charge mandatory
fees to individual users of services for federally funded Title III services. The
solicitation and collection of voluntary.contributions from recipients for these services
is permitted. Nutrition services generate the most money in voluntary contributions;
supportive services, especially in-home services, generate the least.

The SUAs and, depending on State laws, the AAAs and service providers may charge
mandatory fees to recipients for those services which are provided through State or
local funds. These services may parallel or enhance the federally funded services such
as homemaker services. For example, one homemaker visit to an older American may
cost a total of $20.00. The AoA grant may fund half of that visit while State or local
funds will pay for the other half. Under current regulation, the SUA, AAA or service
provider may only mandatorily charge for a portion of the State or locally funded
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$10.00. Only a voluntary contribution can be accepted for the Federal portion of the
service charge.

There are some services in the States provided through Federal Medicaid waivers or
Social Security Block Grants, which might include a fee charged to the recipient of the
service. The SUA may or may not administer the programs funded through these
Federal sources.

Generally referred to as "cost sharing,” charging for some services helps some States
expand services, or keep services in place as budgets are cut (GAO 1989). Most
recipients of services who are required to cost share are not opposed to paying for
services as long as the charge is fair (OIG 1990).

Proposed legislative amendments to allow for cost sharing

In past re-authorizations of Title III funding, the Administration has requested cost
sharing for certain federally funded services. The Congress, however, has never
approved the cost sharing provisions. The AoA’s current re-authorization bill once
again requests provisions for cost sharing. As summarized, AOA requests that sections
306 and 307 (State Plan requirements) of the Act be amended to give States the
option to require or permit cost sharing for some services under State or area pians.
Under the proposed amendment, cost sharing could not be required for information
and assistance. Other services funded with Title III funds will be open to cost sharing;
States will choose which, if any, of these services they may choose to cost share.

The AoA believes that Congress will pass some form of cost sharing amendments in
this year’s re-authorization of Title IIl funds. The AoA requested this study in order
to obtain information that will help them more effectively implement recipient cost
sharing for some Title III services. In particular, the AocA wanted to know what
current State activities regarding cost sharing are, and how cost sharing for Title Il
funds might affect their current cost sharing activities.

METHODOLOGY

The information in this report was obtained by surveying 57 States, the District of
Columbia (DC) and territories (all referred to as States) through a mail survey. Two
surveys were sent out. The first was a small two-page survey to obtain initial
information about whether the State, or any AAA or service provider within the State,
conducted any cost sharing with State funds for services provided to elderly recipients.
The second survey was an in-depth survey with three sections. The first section asked
questions and requested documentation about the State’s current cost-sharing
activities, the second section concerned States/AAAs/service providers’ activities
regarding the collection of voluntary contributions for Title III funds, and the third
Section asked for State respondents’ thoughts on how cost sharing with Title III funds
might affect their current activities, and if allowed, how best to implement Title Il
cost sharing.



178

Fifty-three States returned the initial survey. From this survey, 36 States indicated that
their State conducted some sort of cost sharing activity.

A total of 50 States returned the main survey in time, and correctly, to be included in
our analysis of the data. Within the main survey, 31 States responded to Section I
regarding current cost sharing activities. Forty-nine States responded to Section II,
and forty-nine States responded to Section III. It should also be noted that not all
States responded to all questions within the survey, so individual questions have
different response rates. (See Appendix A for a copy of the main survey with
responses.)
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FINDINGS AND ISSUES

All States collect voluntary contributions and two-thirds of the States make use of cost
share programs. States’ specific expericnces with these practices will affect their
readiness to implement Title III cost sharing.

Services cost shared

Thirty-six States reported to us that they have some sort of cost share program for
services to elderly people. These programs vary in terms of services cost shared, and
in SUA, AAA, and service provider responsibilities for billing, collection, and other
procedures. Table 1 alphabetically lists the States which reported to us that they cost
share, and the services for which they do this. In-home personal services and aduit
day care programs are the most commonly reported cost shared services.

All of the States collect voluntary contributions for some services. As with cost
sharing, States vary greatly in their voluntary collection activities. Table 2
alphabetically lists the States and the services for which they collect voluntary
contributions.  After nutrition services, transportation is the most common service for
which voluntary funds are collected.

AAA involvement

In 13 States, all of the AAAs arc involved in cost sharing programs and activities. In
seven other States, some of the State’s AAAs are involved in cost sharing programs,

either because AAAs may choose whether to cost share, or because of pilot projects
or other special programs within the State.

In 11 States cost sharing for services occurs without any AAA involvement. In these
cases the State either contracts directly with local providers, or in a few cases, the cost
sharing is conducted through an entirely different State agency. In these cases, the
SUA also has no current experience with cost sharing practices.

In terms of conducting cost sharing with Title Il funds, current AAA involvement with
cost sharing programs will be important because Title III funds are generally funncled
out to the local providers through the AAAs. (An exception to this case will be 5
States where the State agency is also the State’s only AAA.)
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States that Cost Share, By Type of Service

Table 1

M. o 7 Y Mr - ©
o & E |
Blal A A
3 3| 18 ~18] 18] | 18
mw_u alaja| (0|3 |alaa(B]Slo|a a|~[Blalajalafo] [o B~
BGla o.la a PPLS aja ale(oofafolalelefa -
] B
gl o 9218l 008 |o|o(8[8[e(sle P?PPP%.,%%P Y=
by
5/3(3/8(8[e (Bla0[818] [B](8[3]8]8a|~|~[31~(8]8]= [8/3/3/8(8 Bl [~18]=
ki
m 1}
Hid 3/8(8/818(8158/818(818/8~ |~ o[~ 81+ |8]8/8[8~18 B[
N R N NN AN A A 8
£
% " 0 v I3
mm.r 0. Blala| 3| [3188lalalalale]~(B[~]nloa|Bo ol a|o
2
2 :
.mP ofajoleBlal lajajejajnlafe a|ejofaalafalelala |~
i . r
%23l5Ri8Izlolo|z|2 ] s[3[21¥ 15101012 732 5158 sl=(81Is!s IS[= 310

C$ = cost sharing for survice

P = sarvice provided but nct cost shared

I blanik, service not provided (with StateAoosl Aunds)

7 » non reeponss 1 the survey or question

Totals reflect number of States that cost share the service.




181

Voluntary Contributions by Service and State

Tabie 2
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The AAAs will potentially become responsible for developing fee schedules, for
accounting for and tracking funds, and for developing default policies. Currently,
AAA staff may or may not have any experience with these activities.

Setting of fees

Within their current cost sharing and voluntary contribution activities, States are using
a variety of fee setting practices. After determining the actual value of the service
provided, a State, AAA, or service provider might calculate the recipient’s income, and
use income thresholds and fee schedules when determining how much a recipient must
pay for a service. States with more experience with some or all of these activities
might transition into Title III cost sharing more easily or effectively. In addition, these
practices may affect how much revenue can be generated from Title III cost sharing.

Most of the States that conduct cost sharing programs consider personal income (29
States), income of a spouse living in the household (27 States), and business profits
and interest (25 States), when determining if and how much a recipient should pay for
a service. States also consider income from other household members (14 States),
income from government assistance programs (13 States), and assets (5 States). At
least 17 States will deduct certain expenses when determining a recipient’s income.
The most commonly deducted expenses are medical bills, including prescription costs.
Less often considered are expenses such as housing, utilities, and other extraordinary
costs. (See Appendix B for an example of a form used to determine recipient
income.) -

Currently, 24 States reported that they use an income threshold below which recipients
do not have to pay for the service they receive. Thresholds vary from annual incomes
determined to be at poverty, going up to 150 percent of poverty, or they might be
determined based on monthly income, such as $800.00 a month for a single household
member, or $1500.00 a month for two household members. In some cases, these
thresholds are determined at the local level, and vary from AAA to AAA, or even
from service provider to service provider within a State.

Some States use sliding-scale fee schedules to help providers determine how much a
recipient must pay for a service. The sliding scales generally address the fairness issue
within cost sharing. The more a recipient earns in income, the more they are
expected to pay for a service. Sliding scales might be a useful tool when marketing a
cost share program - recipients are asked to pay only what they can afford.

Within the cost sharing programs, 28 States reported that sliding-scale fee schedules
are used. These might be developed at the State level, or left up to the AAA or even
to the local provider to develop. (See Appendix B for an example of the sliding scale
used in a cost sharing program.)

Twenty-two States also use sliding-scale fee schedules in the collection of voluntary
funds. Although recipients of these services are not required to pay for the service,
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the fee schedules help providers and recipients determine what a recipient’s fair
voluntary contribution should be. States already using sliding scale fee schedules for
their voluntary contribution services might be better prepared to utilize them in cost
sharing activities.

State respondents expressed a variety of opinions regarding the potentialities of cost
sharing for Title I funds. Opinions ranged from great support for the idea, to great
caution.

Expansion of services

Although most State respondents thought the cost sharing would not affect the way
they provide services to elderly recipients, about one-half of respondents thought that
through cost sharing, they could expand the services provided to recipients. Services
that could be expanded include transportation, adult day care, respite care, and other
in-home scrvices. Most of the respondents were unsure of how much they could
cxpand these services.

Explaining cost sharing 1o recipients

Some respondents expressed that the successful implementation of Title III cost
sharing will depend on how well cost sharing is explained to recipients. Of great
concern was how the concept of mandatory cost sharing will be accepted by recipients
who are used to receiving a service for free. Many State respondents expressed that a
personal explanation from the service provider to the recipient about the need for cost
sharing and the potential benefits, i.e. expansion of services, would be the best
approach. This approach could be supplemented by the use of letters from officials,
flyers, announcements at senior centers, and the use of the media.

Additional ideas about successful implementation of cost sharing Title III funds in
diverse State environments include allowing flexibility both for and within States,
phasing in siowly a few services at a time, and using pilot programs in order to test
several approaches.

peting of

A few State respondents expressed their concern that cost sharing of Title I funds
could adversely affect current targeting stratepes and availability of services to low-
income elderly. Respondents were concerned that, if allowed to cost share, providers
might reach out more aggressively to recxprents with the best potential to pay a greater
share of the service. No ideas on how to counteract this potential effect of cost
sharing were offered,
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Cost sharing with Title III funds raises accountability and oversight questions for
States, AAAs, and service providers.

Income verification

Nine States report that they currently verify the income of recipients in their cost . .
sharing programs through such methods as reviewing check stubs. Most of the cost
share programs use "self-declaration” by the recipients. Some respondents from States
where these methods are not currently in use expressed concern that both the
declaration and/or provision of proof of income will embarrass or anger-recipients-to,
such an extent that they will drop out of programs or discontinue needed services.

Furthermore, some State respondents also questioned the cost effectiveness of
verification of income. It is possible that the time and resources spent on determining
how much a recipient actually earns will surpass the amount of cost shared funds that
might be lost if self-declared income is erroneous.

Cost sharing with Title III funds will require billing and collection activities on the part
of States, AAAs, and service previders that might not currently exist. Currently, in 26 -
States, the service provider both bills the recipient and collects the cost shared funds.
In nine States it is the AAA that bills and collects cost shared funds.

In most States, for both cost shared funds and for voluntary contributions, the
collected funds are re-spent on the same service they are collected from. In most
cases, because the funds are collected by the service provider, funds stay within that
service and are thus targeted to recipients with certain needs. This is a fairly simple
way to control the use of cost shared funds. However, in some States, where the AAA
or the State collects funds, the collected funds might be used to offset expenses for
other services. This allows more options for the use of funds, but more planning and
tracking of the funds might be required as well.

Payment default issues

Few States with cost sharing programs seen to have clear or written policies and
procedures regarding payment default by recipients. At least eight States leave these -
policies up to individual AAAs and service providers. Other States expressed.to us
general policies, such as sending the client several notices before services are :
terminated, or negotiating with clients for deferred or different:payments. Some
States lean toward policies which require termination of service after other collection
methods are exhausted. Other States strongly avoid terminating services, regardless of
a recipient’s lack of payment.



185
Accounting issues

Sixteen State respondents expressed that cost sharing will change the way Title III
services and funds are accounted for in their State. They could not describe what
these changes will look like without more information on what will be allowed or
required in terms of cost sharing. Seventeen respondents also said that computer
systems, and accounting and tracking systems will have to be changed and updated in
order to successfully implement Title III cost sharing.

10
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IMPLEMENTATION

States currently operate in widely diverse environments regarding current voluntary
contribution practices and cost shared services and programs. Within States, AAAs
and service providers might vary greatly with their practices.

If the Congress enacts legislation permitting the yuse of cost sharing for Title III funds,
the AcA will need to consider practical aspects of several issues. These include:

Direction

The mandates and/or direction AoA will give to the States concerning kinds of
services cost shared; the settirng of fees, including the calculation of recipient
income, income thresholds and sliding-scale fee schedules; and the billing,
collection, and targeting of cost shared funds.

ersight

The development of oversight and accounting activities which will be necessary
on the part of AoA, the States, AAAs, and service providers in regard to cost
sharing Title III funds. This includes policies on income verification, and
payment default.

Technical Assistance

The training and technical assistance which will be available to States, AAAs,
and service providers in regard to implementing Title III cost sharing. Some
States will need more help than others.

AoA’s Comments

The AoA provided comments about this report; they can be found in Appendix C.
The AoA states that the information in the report has provided them with the
necessary background information required to assess cost sharing language in
reauthorization bills proposed by the majority in both the House and the Senate. The
AoA also anticipates that the survey data will provide baseline information to develop
program policy and technical assistance for State agencies administering programs
under the Older Americans Act.

1
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APPENDIX A

Surveys and Responses
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INITIAL SURVEY FORM

STATE 53 Returned

PLACE AN "X" NEXT TO OPTIONS THAT DESCRIBE YOUR STATE.

1. Is there any cost sharing for any services provided to elderly recipients in your State?

YES_36 ANSWER QUESTIONS 2,3, and 4 ONLY.
NO_17__ ANSWER QUESTION 5 ONLY.

2. Please check the option that applies in your State:
All AAAs in the State must cost share 13 .

Some AAAs must cost share 2 . PLEASE SEND A LIST OF WHICH
AAAs MUST COST SHARE.

AAAs may choose to cost sharc or not 5. IF KNOWN, PLEASE SEND A
LIST OF WHICH AAAs CHOOSE TO COST SHARE.

3. Does the State conduct any cost sharing separate from AAAs?
NO

YES 22 (PLEASE EXPLAIN BELOW. USE SEPARATE PAGE IF
NECESSARY.)

cost share through Medicaid waiver, Social Security Block Grants.
- state is single PSA
state has cost sharing both separate from and through AAAs.
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4. Listed below are actions State Units on Aging might take when allowing or requiring
AAAs or local providers to cost share. Please indicate whether your State Unit on
Aging has taken any of the following actions:

Action NO YEsS
Provide guidance to AAAS/LPs to help them develop fee schedules and 14
procedures.
Review AAAS/LPs’ proposed fee schedules and procedures. 12
Approve AAAs/LPs’ proposed fee schedules and procedures. 7
Develop fee schedules and procedures to be implemented by AAA/LP. 18
Develop fee schedules and procedures used by State. 16
Other (PLEASE SPECIFY)
5. Does your State have any plans to require or allow cost sharing for services provided to

elderly people through the State, AAAs or other local providers?

NO,

YES_S _ DESCRIBE BELOW CURRENT PLANS FOR COST SHARING IN
YOUR STATE. USE A SEPARATE PAGE IF NECESSARY.
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MAIN SURVEY SECTION I - CURRENT COST SHARING PRACTICES

1. Listed below are various services that might be offered to eiderly people through SUAs, AAAs,
and LPs. Please consider the types of services listed below. If the service is not provided in your State
at all, check N/A column. If the service is provided in your State, but there is no cost sharing for that
service, check the NO column. If the service is provided in your State, and there is cost sharing for
the service, check the YES column. Please check only one option in the first three columns.

If the answer is "YES,” go to the next three columns and write in the SPENT columa how much
money (excluding Title III funds) in FY 1994 was spent on the service. In the COLLCTD column
write how much money was collected for that service from cost sharing in FY 1994. If you only have
money amounts for another year, please write those, but indicate to the right of the table what year
the amounts are for. If you don’t know how much money was spent or collected in any year, check
the DK column. If you only have total amounts for all services, please write those at the bottom of
the table.

TYPE OF SERVICE N/A NO YES S;sngT ss:.‘OLLCI'D DK
Congregate Meal 1 28 1 1
Home-delivered Meal 2 19 9 8
In-home Services (Medical - skilled 8 10 12 9
nursing, physical therapy, etc.)

In-home Services (Personal -housework, | 0 5 24 14
errands, etc.)
Adult Day Care 1 8 21 14
Transportation 1 18 11 10
Legal Assistance 2 26 1 1
Case Management 1 19 7 7
Other: (PLEASE SPECIFY) 1 5 5 1
Totals:

f

SEND ANY COST REPORTS OR OTHER DOCUMENTATION SENT TO YOU BY AAAs/LPs
WHICH EXPLAIN THE ABOVE LISTED $3$s, AND ANY OTHER COST REPORTS
FORMULATED BY THE STATE FOR ACCOUNTING FOR AND TRACKING THE COST
SHARED FUNDS DESCRIBED ABOVE.
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2. The table below describes different ways cost shared fees might be determined in your State, either
by the State, AAA or LP. Indicate YES or NO if the option applies in your State. We are aware
that all options might apply in your State, due to varying AAA/LP practices. If unknown, check the
DK column.

OPTION NO .YES DK

Everyone pays the same set fee based on service provided, regardless of 26 (3 |1
different incomes. *MD, RI, VT

Some people pay the same set fee based on service provided, after crossing |22 (6* |1
an income threshold. *KS, MO, NY, RI, VT, WY

People pay different fees for different services, based on income, using a 1* |28 |2°*
“sliding-scale” fee schedule.*MA **CA, LA
Other: (PLEASE SPECIFY) 3 1* (1

*DC - Based on service cost, people pay different fees for the service.

IF AVAILABLE, PROVIDE FEE SCHEDULES, AND SLIDING SCALE TABLES.

3. Considering most services which are cost shared in your State, does the State, any AAAs or LPs
use an income ceiling above which people are not eligible for some services?

DK _2

NO _18

YES_10 _ IF YES, EXPLAIN BELOW FOR WHICH SERVICES AND/OR WHICH AAAs/LPs
USE AN INCOME CEILING. IF AVAILABLE, PROVIDE DOCUMENTATION OF
CEILING AMOUNTS.

EXPLAIN:

DC,; GA, MA, MO, NH, PA, RI, SD, VT, WA

Some States use monthly incomes which range from $750.00 to $1700 moathly for an individual. One
State uses 380 percent of poverty, another uses 300 percent of SSL
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4. Listed below are various sources of income. For most services that are cost shared, indicate by
checking YES or NO whether the State, AAA, or LP considers each source of income when
determining a client’s cost shared fee. If the answer is YES, check the "VER" columa, if this income
is documented and verified by such methods as reviewing pay stubs, etc.

SOURCES OF INCOME NO YES VER DK

Personal (wages, salaries, retirement/pensions, Social Security, income | 1 29 |9 |1
from insurance, etc.) *CT, DC, HIL, IL, ME, OH, PA, RI, VT

Business and investment (profits, interest, dividends, rent, etc.) 3 25 {7* |3
Income of spouse living in household. *CT, DC, HI, IL, ME, OH, 2 27 |9* |1
PA, RL VT

Income of household members other than spouse.®IL, ME, PA, R], 14 114 15 i3
vT

Income from government assistance programs (Food Stamps, AFDC, | 15 13 {3* |1
ete.)*DC, CT, OH

Assets (home, vehicles, etc.)*CT, MD, MN, NM, SD  **CT ENECEE
Other: (PLEASE SPECIFY) o |0 |o

IF AVAILABLE, PROVIDE COPIES OF FORMS USED TO DETERMINE INCOME.

S. Considering most cost shared services in your State, does the State or any AAA/LP usc an income
threshold below which people do not have to pay for any service?

DK_2 CA, MN
NO_4__ DCKS LA NH

YES 2& IF YES, EXPLAIN BELOW FOR WHICH SERVICES AND/OR WHICH
: AAAs/LPs HAVE AN INCOME THRESHOLD. IF AVAILABLE, INCLUDE
DOCUMENTATION OF THRESHOLD AMOUNTS.

EXPLAIN:

Poverty or below - CT, IL, OR, PA, SC, SD,

125% of Poverty or below - GA

150% of Poverty or below - NY

Approx. $8000.00 or less annual income for one person - KY, VA
Approx. $800.00 or less monthly income for one person - MO, WA
Those with Medicaid eligibility or incomes less than - MA
Determined at local level - MD, VT
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6. Does the State, or any AAAs or LPs deduct any client expenses (e.g. housing, medical, loans) from
clients’ income when determining fee levels for services?

DK_4 . CA,CT,NM, NV
NO_10__ DC, GA, IL. KS, LA, MA, MD, NH, WA

YES__ 17 IF YES, EXPLAIN BELOW WHAT EXPENSES ARE DEDUCTED WHEN
DETERMINING FEE LEVELS. IF AVAILABLE, PROVIDE FORMS OR OTHER
DOCUMENTATION TO ILLUSTRATE.

EXPLAIN:

MEDICAL - HI, ID, IN, KY, MO, OH, OR, PA, SC, VA, VT, WY

HOUSING - NY, VT, WY

ENERGY - SC

NON-EMPLOYMENT INCOME (such as IRS deductions)- ID

DEPENDENT CARE - VT

OTHER - (extraordinary situations that affect income, situations that are determined on case by case
basis) - KY, ME, §C, VT

UNKNOWN - R], SD

7. Below are various actions SUAs might take when collecting cost shared funds or allowing AAAs or
LPs to collect cost shared funds. Indicate by checking YES or NO if your State has taken any of the
following actions. (CHECK ALL THAT APPLY.)

ACTION ‘ NO YES DK
State bills client and collects cost shared funds. *SD, RI  +CT 27 12* |1+
AAA hills client and State collects cost shared funds. +CT 2810 1+

AAA bills client and collects cost shared funds.*GA, IN, KY, ME, NY,OH, {20 |9* |1+
OR,PA, VA +CT

LP bills client and State collects cost shared funds. *SD +CT 27 | 1* 1+
LP bills client and collects cost shared funds.*SD, OH +CA, VA 2* |26 |2+
Other: (PLEASE SPECIFY:) * DC -cliemt pays contractor 4*

PA <client sends receipts to AAA and is reumbuned
MO - state deducts co-pay for providers reunbursement
HI- client pays contractor and is reimbursed by LP

IF AVAILABLE, PROVIDE EXAMPLES OF FORMS USED TO BILL CLIENTS, AND OTHER
BILLING PROCEDURES OR POLICIES.
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8. Below are listed various services which might be cost shared. The columns to the right give
different times when payments on cost shared funds might be collected. The times are ONCE A
MONTH (MON); and AT THE TIME OF THE SERVICE (SER). We are aware that these times
might vary by individual AAA/LP practice. Check the VARIES (VAR) column if this is the case. If
there is some other time when payments are collected in your State, check the OTHER (OTH)
column and indicate to the right of the table what that time is. If unknown, check the DK column. If
the service is not cost shared or is not provided in your State, check the N/A column.

TYPE OF SERVICE MON SER VAR OTH DK N/A
Home Delivered Meal 6 1 3 1o 1 17
Congregate Meal R 1 2 1 0 1 23
Assist with bathing/ 10 |1 9 {0 1 7
dressing in the home
Respite Care 6 {3 1 1 10
Home-health services (skilled nursing, physical 1 6 2 13
therapy, etc.)

Emergency response/alert 1 1 5 0 |3 18
Friendly calls/visits 1 0 1 0 |2 {23
Light housework 11 (1 10 |0 |2 |4
Errands/shopping 0 l1 |6 o [2 |9
Handyman/minor home repair 3 16 |0 1 13
Transportation 3 6 (0 3 13
Legal assistance . 1 2 |2 |0 1 21
Adult Day Care 10 |1 9 j0 |3 6
Case management 3 |]o |4 {0 1 19
Counseling 0 1 0 |2 2
Other (PLEASE SPECIFY)*MA-bills for entirc program | 3 2+

MO-RN visit and advanced personal, KS-senior care act
+NY-respite and ancillary, PA-partial hospitalization
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9. Please explain general policies and procedures used by the State, and if known, by most AAAs/LPs
in the State when clients default on cost sharing bills. ATTACH ANY AVAILABLE
DOCUMENTATION EXPLAINING POLICIES AND PROCEDURES.

Palicy developed by AAA/LP - GA, HL KY, NM, OR, PA, VA, VT

Give client several notices/chances to pay before service termination-ID, IL, OH, PA, SC, WY

Will try to work out with clients on case by case basis -HI, ME, OR, PA, SC

Generally will not terminate services -NH, NV, OR, SC, VT, WY

Generally will terminate services after other collection methods are exhausted -ID, IL, IN, KS, MA,
ME, NY, OH, PA, SD, VA

Other - DC (service is provided only on receipt of payment for a voucher.)

Unknown - AK, CA, MD, MN, MO

10. Listed below are some options regarding how cost shared funds might be spent after they are
collected. Indicate by checking NO or YES if this option applies in your State. We are aware that
more than one option might apply in your State due to varying AAA/LP practice. Check all options
that apply.

OPTIONS NO YES DK
Collected funds are spent only on the same type of service.*KY, NY 2* 125 |3
Collected funds are used to offset administrative costs at State/local 18 |7 |4

level*IL, LA, ME, NV, R, VA, VT

Cgﬂwwd&o&mmdwoﬂiﬂmformhcrxm‘ﬁo,m € |7 |8
NY, OH, PA, RL, VA

Collected funds are used to offset expenses in other State/local 2 ([(5* |4
prograan.*MO, NY, OH, R, VA

Other: (PLEASE SPECIFY) *KY -unknown, VA -uncxpended balances 2¢
must be spent on critical care needs.
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11. Does your State keep track of, or have any records or reports indicating the administrative costs
incurred from cost sharing practices?

DK.3

NO_26 .

YES_ 2 (PLEASE EXPLAIN, AND ATTACH ANY PERTINENT
DOCUMENTATION}

KS - difficult to calculate, but administrative costs to not exceed collected amounts.
VA - each AAA reports cost of administering fee for service program.

A-10
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SECTION I - CURRENT YOLUNTARY CONTRIBUTION PRACTICES

12. Below is a table that lists various services that could be provided in whole or in part with Title III
funds. As with the first table, check the N/A column if the service is not provided in your State at all.
Check the NO column if the setvice is provided but voluatary coutributions are not collected at all for
the service. Check the YES column if the service is provided and voluntary contributions are
collected. Check only one option for each service.

If the answer is YES, indicate how much of Title IIl money was speat on that service in FY 1994 and
how much was collected in voluntary contributions. If you have figures for another year, use those
figures, but indicate what year to the right of the table. If figures are unknown, check the DK
column. If only total amounts are knowsy write those in the last row.

TYPE OF SERVICE N/A NO YES SI’ESNS'I's CngLCTD DK
Congregate Meal 0 0 49
Home-delivered Meal 0 Q 49
In-home Service (Medical - skilled 16 {9 2
nursing, physicai therapy, etc.)

In-home Services (Personal -housework, |1 3 43
errands, etc.)

Adult Day Care 5 4 37
Transportation 0 48
Legal Assistance 0 7 41
Case Management 6 17 12
Other: (PLEASE SPECIFY) 0 2 17
Totals:

SEND ANY COST REPORTS OR OTHER DOCUMENTATION SENT TO YOU BY AAAs/LPs
WHICH EXPLAIN THE ABOVE LISTED $3$s, AND ANY OTHER COST REPORTS
FORMULATED BY THE STATE FOR ACCOUNTING FOR AND TRACKING VOLUNTARY
COLLECTED FUNDS.
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13. Does the State or any AAAs/LPs use any fee schedules/income requirements to determine
suggested contribution amounts?

DK_4
NO_23
YES_22 _ (EXPLAIN BRIEFLY BELOW AND ATTACH FEE SCHEDULES, ETC))

AAAS/LPs required to develop schedules- PA, SC, TN, WV

AAAS/LPs allowed but not required to develop fee schedules - CA, GA, NY

AAA/LP vary in establishing fee schedules- AZ, CA, CT, MN, NH, SC, TN, TX, VA

State has recommended fee schedule for AAA/LP use - NC

Other - NM (AAAs post cost of meal at mealsite), RI (nutrition project counsels for meals), DC
(home health agencies use fee schedules.)

Unknown - DE, ID, M1, SD

14. Listed below are actions SUAs might take when collecting voluntary contributions and/or allowing
or requiring AAAs/LPs to collect voluntary contributions. Please indicate whether your SUA has
taken any of the following actions:

Action NO YES DK

Provide guidance to AAAS/LPs to help them develop fee schedules and 20* 28 |1
procedures. *AK, AL, AR, DC, FL, GA, IA, ID, IL, IN, MA, MD, MN,

Review AAAs/LPs’ proposed fee schedules and procedures. *AL, AR, CO, | 22* 24 1
FL, GA, IA, ID, IL, KS, LA, MA, MD, ME MN. MT, NH, NM, OK, SC,
VT, WL, WY

Approve AAAs/LPs’ proposed fee schedules and procedures.*AZ, DC, 35 10* {2
DE, MS, NV, NY, OR, PA, RL, SD

Develop fee schedules and procedures 1o be inplemented by AAA/LP. 35 12* |1
*CT, GA, ID, LA, NC, ND, NV, OR, PA RL 5C. SD

Develop fiee scheduies and procedures used by State. *CT, RL SD, Wi 42 LARR!
Other (PLEASE SPECIFY) 0
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15.  Below are actions a State, AAA or LP might take when seeking voluntary contributions from
clients for services. Check YES or NO if any of the t‘ollowmg actions occur in your State. If
unknown, check the DK column.

ACTION NO YES DK

Give client written information on suggested contribution amounxs.‘lN WL [2* (44 |2+
+AL, WA

Give client envelopes to submit contributions.*AL, ID, MS, WY +WA 4% |42 |1+
Set out a locked box in which clients may contribute."NH +VT, WA 1* (45 |2+

Send client monthly statement with suggested contribution amount.*AK, 20 | 23* |4+
CO, CT, DC, DE, HI, 1A KS, LA, M1, MN, MO, ND, NH, NV, OR, PA,
SC, SD, TX, VA, WV, WY +KY, NJ, VT, WA

Negotiate amount of contribution with client or family member.*AK, AZ, |24 | 19" | 5+
CO, CT, DC, HI, LA, ME, MI, MS, ND, NH, NM, NV, PA, R, SC, SD,
TX +MT, OR, VA, VT, WA

Ask for contributions from family members.*AK, DC, DE, FL, HL, KY, LA, |19 [23* | 5+
MD, MI, MO, MS, MT, ND, NJ, NM, NV, OR, PA, R], 8D, TX, VT, WV.
+AR, ME, NH, VA, WA

Other: (PLEASE SPECIFY) *MS -promote contributions using written 3
and verbal methods, SD -use a monthly ticket/punch card system, W1 -give
client information on service cost per unit.

PROVIDE EXAMPLES OF FORMS, STATEMENTS, AND/OR ENVELOPES USED TO
COLLECT FUNDS.
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16. Listed below are some options regarding how voluntarily contributed funds might be spent after
they are collected. Indicate by checking NO or YES if this option applies in your State. We are
aware that more than one option might apply in your State due to varying AAA/LP practice. Check
all options that apply.

OPTIONS NO YES DK

Collected funds are spent only on the service they are collected from.*IL, 4* 39 |4
KY, OR, SC

Collected funds are used to offset administrative costs at State/local level. 35 |8 |3
*GA, LA, ME, NV, R], VA, VT, WV
Collected funds are used to offset expenses for other services. *CO, GA, 2% (15* |5
IA, IL, KY, LA, ME, ND, NH, OR, PA, RL, SC, VA, WV
Collected funds are used to offset expenses in other State/local programs. 39 (2* |S
*KY, LA

Other: (PLEASE SPECIFY) *KS -ollected funds must be used within 1*
same title
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17. Below are listed various services which might have voluntary contributions. The columns to the
right give different times when voluntarily contributed payments might be collected. The times are
ONCE A MONTH {(MON); and AT THE TIME OF THE SERVICE (SER). We are aware that
these times might vary by individual AAA/LP practice. Check the VARIES (VAR) column if this is
the case. If there is some other time when payments are collected in your State, check the OTHER
(OTH) column and indicate to the right of the table what that time is. If unknown, check the DK
column. If the service has no voluntary contributions or is not provided in your State, check the N/A

column.

TYPE OF SERVICE MON SER VAR OTH DK NA
Home Delivered Meal 5 7 35 1 0
Congregate Meal 1 31 {16 |0 1 0
Assist with bathing/ 6 |2 1 |9
dressing in the home
Respite Care 2 % (1 10
Home-health services (skilled nursing, physical 2 1 20 (1. (|2 21
therapy, etc.)

Emergency response/alert 1 1 4 11 s 24
Friendly calls/visits 0 2 17 |1 3 21
Light housework 6 4 28 |1 1 5
Errands/shopping 4 3 27 |1 3 8
Handyman/minor home repair 0 5 27 |t 1 11
Transportation 1 2 |2 |1 1

Legal assistance 1 8 25 |1 4

Adult Day Care 6 3 2% i1 1 10
Case management 2 2 17 |1 2 2
Counseling 0 1 15 (1 3 25
Other (PLEASE SPECIFY) *HI - escort, MA-health | 0 3* j0 0 0
promotion, VA-dental, health promotion, emergency,

financial consulting, info and referral.
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SECTION 1I - IMPLEMENTATION OF TITLE III COST SHARING

18. Listed below are some potential changes/effects that might happen in your State if cost sharing
for certain Title I funds is implemented. Check the NO column if you believe the change will not
happen in your State. Check the YES column if you think this change might happen in your State
AND EXPLAIN BELOW HOW YOU THINK THAT CHANGE MIGHT OCCUR. Check the DK
column if you do not know if this change will happen in your State.

POTENTIAL CHANGE NO YES DK

Cost sharing of Title III funds will change the way services are provided in | 24 | 14* | 11
the State.*AZ, CO, HI, KY, LA, MA, ME, MN, NC, NM, RL, TN, TX, W1
Cost sharing of Title II funds will change the way funds are allocated to 27 |1* |19
AAAs 'KY
Cost sharing of Title ITI funds will change the way funds are allocated to 21 |4 (24
LPs.*HL, KY, NM, RI

Cost sharing of Title 111 funds will change the way funds are accounted for | 17 | 16* | 16
by the State/AAA/LP.*AR, CT, GA, KS, KY, MA, MI, MS, ND, NY, PA,
Rl TN, VT, WI, WV

Other: (PLEASE SPECIFY) 2 1 2

*EXPLAIN YES ANSWERS:

18D: ND -cost sharing mandates may decrease the number of higher income people if the fee scale
requires that significant increases be made.

180TH:

AR -client contributions are not reported in-detail to the state at present. If cost sharing were
implemented, those funds would have to be reported differently.

CA-cost sharing clients would create additional administrative costs.

MS-will need aew procedures for dealing with large amounts of funds. Will need closer security or
new ways of dealing with funds.

ND-cost sharing could affect the type of person receiving the service.
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19. Listed below are various services that might be funded wholly or in part with Title III funds. If
you believe that this service can be expanded and provided to more recipients by cost sharing the Title
I funds spent on this service, check the YES column. Estimate to the right of the YES column a
perceatage on how much this service might be expanded through cost sharing. If the service cannot
be expanded through cost sharing, check the NO column. If you do not know, check the DK column.

TYPE OF SERVICE DK NO YES PERCENT
Home Delivered Meal 16 |12 21
Congregate Meal 17 |17 16
Assist with bathing/ 21 |6 21
dressing in the home
Respite Care 23 |5 21
Home-health services (skilled nursing, physical 24 |7 14
therapy, etc.)

Emergency response/alert 23 |7 12
Friendly calls/visits 2 (2 5
Light housework 19 (6 24
Errands/shopping 19 {9 21
Handyman/minor home repair 2 |6 21
Transportation 18 |6 26
Legal assistance B |le |2
Adult Day Care 19 |5 24
Case management 23 |13 11
Counseling 2 |10

Other (PLEASE SPECIFY)
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20. What might be some of the reactions of recipients of Title III funded services to the
implementation of mandatory cost sharing for certain services?

Recipients will drop out of programs: 21 -AZ, CT, DC, DE, GA, GM, HL, IA, KY, LA, MA, MO,
MT, NH, NY, OK, OR, $C, SD, VT, WY

Recipients will say they cannot afford services: 15 -AZ, CT, DC, IL, KY, MA, ND, NH, NY, PA, SC,
TX, VT, WA, WY

Recipients will feel resentment/cmbarrassment about revealing income: 12 -GA, IL, MA, ME. ND,
NY, OK, SC, SD, TX, WA, WI

Recipients will understand/accept necessity: 12 -CT, DE, GA, LA, ME, NH, NY, SC, SD, TX, VT,
wv

21. What are some ways that cost sharing for Title I funds might best be announced and explained
to recipients?

L)
Public notices/mass mediashearings: 12-DE, GM, HI, KY, LA, MA, ME, MT, ND, NY, PA, WV
Involve clected officials: 3- AL, KY, LA

Have service provider inform recipient in person: 12 -AZ, DC, DE, GM, IL, KY, ME, ND, OR. PA,
WA, WY

Send letters from AoA and/or State Agencies: 5- GM, IL, KY, ME, WA
Distribute flyers/other information at senior centers: 4 -AZ, HI, ME, PA,

Exphmneedﬁotmshmnyhowcoct sharing will help maintain or expand services: 15 -CT. DC. GA,
HI, 1A, MA, NH, OK, OR, SC, SD, TX, VT, WA, WI

Other suggestions:

Use pilot programs to phase in cost sharing.

Involve recipients in planning/implementation.

Give clients plenty of notice.

Make sure there is policy that no one will be refused service for inability to pay.
Do not use mass media.
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22. What resources (e.g. staff, systems, etc.) does your State anticipate it will take to implement cost
sharing for Title ITI funds?

Staff time at State, AAA, and/or LP level: 12 . AZ, CT, DC, GA, HI, KY, ME, NY, OK, OR, VT,
wv

Update computer/accounting/tracking systems: 17 -CT, DC, GA, GM, KY, MA, ME, MA, MT, NC,
ND, NY, TX, VT, WA, WL, WV

Develop new policies and procedures: 6 -HI, KY, ME, MS, NY, VT
Training time: 10 -GA, HI, IL, KY, MS, NC, NY, OK, VT, WI
Other costs:

Materials

Travel

Printing

Audits

23. Please comment below on any other implications of cost sharing of Title I funds.

State supports cost sharing: 5 - DE, GA, ME, SC, SD

Concern that cost sharing will affect targeting and availability of services to low-income elderly:
7-CT, DC, IL, ND, NY, VT, WV

Other comments:
Would like to cost share nutrition services.

State already receives substantial amounts in voluntary contribution - cannot sce how cost sharing will
bring in more.

Caﬁhrh;mﬁmaamjorchmgeinphﬂuophy-shouldbecomideredmﬁ:uy.

Carefully consider the cost effectiveness of cost sharing, especially if recipients must verify information.
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APPENDIX B

Examples of State Forms for Determining Recipient Income and Sliding Fee Scales
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CUMBERLAND COUNTY OFFICE OF AGING

SLIDING FEE SCALE FOR PERSONAL CARE ATTENDANT CARE HOME SUPPCRT HOME

MODIFICATIONOPTIONS I IN HOME SERVICES

NAME, DATE
ADDRESS. WORKER
L Moanthly income (less federal, state, local taxes inciuding FICA)
Social Security/RR Retirement
Net wages ———
interest/Dividends et e
Workers, Unemploy., and/ or Disability Comp
Other locome
TOTAL
0. Exclusions
A. Medical exclusions that exceed 7.5% of income may be deducted:
1. Actual moathly i X 15%=
2. Monthly medical exg
Subtract "1 from "2"
B. Housing exclusions that exceed 30% of income may be deducted:
1. Actual hiy i : X 30% =
2, Monily housing exp
Suberact *1* fom "2
Add Medical exciusions and bousing exclusi
Subtract exclusions from acrual monthly i 10 obtain adjusted i and d bracket for sliding fee
scale.
SLIDING FEE SCALE
Adjusted income
1 PERSON 2 PERSONS Cast per hour
< 1000 <1300 B0 charge
1001 - 1050 1301 - 1350 1.50
1051 - 1100 1351 « 1400 2.00
1101 - 1150 1401 - 1450 250
1151 - 1200 1451 - 1500 3.00
12011250 1501 - 1550 3.56
1251 - 1300 1551 « 1600 4.00
1301 - 1350 1601 - 1650 4.50
1351- 1400 1651 - 1700 5.00
1401 - 1450 1761 - 1750 5.5
1451 - 1500 1751 - 1200 6.00
1501 - 1550 1801 - 1850 6.50
1551 - 1600 1851 - 1900 7.00
1601 - 1650 1901 - 1950 7.50
1651+ 1700 1951 - 2000 8.00
1701 - 1750 2001 - 2050 8.50
oo 1751-1800 2051 - 3000 - - 900 -
STT1801 - 1850 3001 - 3050 9.50
10.00

1851 - 1900 3051 - 4000

+

Income exceading these leveis, a flat rate of $10.50 per hour will be charged.

For each additional legal dependent for lnternal Revenue Service purposes, deduct $200 from moathly adjusted

income and use 2 person scale 10 desermine appropriate bracket on sliding fee scale.

Y, Youwfesfor: P { Care Home Support . Attendant Care
- ' Home Modification Options & service has been determined to be
. 8 pee hour of service. T

Client signature
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Expanded In-Home Services for the E.iderly Prcgram

CLIENT COST SHARING THRESHOLDS AND SCHEDULES
Effective January 1, 1995

A. Monthly Income Thresholds

INDIVIDUAL = $946 per month
COUPLE.... = $1,264 per month

B. Housing Adjustment Thresholds

1) To be eligibile for a housing adjustment, average monthly
housing expenses must be more than the following:

INDIVIDUAL = $378 per month
COUPLE.... = $506 per month

2) The amount of the housing adustment can not be mors than
the following maximum amounts:

INDIVIDUAL = $189 per month
COUPLE.... = $253 per month

C. Cost Share Rate Schedule

INDIVIDUAL COUPLE
Adjusted Fee Adjusted Fee
Income Rate Income Rate
50 . . . 0% $0 . i . 0%
$1 to  $33 5% $1 to  $44 L1
$34 to  $66 10% $45 to  $89 10%
$67 to $100 15% $50 to $133 15%
$101 to $133 208 $134 to $177 208
$134 to $166 . . .2%%| $178 to S$222 . . .25%
$167 to $199 308| $223 to $266 308
$200 to $232 3ss! $267 to $311 358
$233 to $265 408 $312 to $355 408
$266 to $299 458 $3%6 to $399 453
$300 to $332 . . .508] $400 to S$444 . . .508%
$333 to $365 588| $445 to $488 553%
$366 to $398 608! $489 to $332 6ot
$399 to $431 638 $333 to $577 65%
$432 to $465 708 $378 to $621 708
$466 to $498 . . .75%) $622 to $665 . . .75%
$499 to $331 808 3666 to $710 80%
$532 to $564 858 $711 to $754 85%
$365 to $3597 908 $7%5 to $799 90%
$598 to $631 958 $800 to $843 95%
More than $631# 1008| More than $843* 100%

+ Or eligible for Medicaid.

OFA No. 282 (revised 12/94)
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APPENDIX C

AoA’s Comments
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ey,
: >/ DEPARTMENT OF HEALTH & HUMAN SERVICES Office of the Secretary
( Adminiszation cu Aging
e
Washingion, D.C, 20201

EXHRY PsY

TO: Inspector General
FROM: Assistant Secretary for Aging

SUBJECT: OIG Draft Report *Cost Shadng Under the Older Americans Act®
GE/- 05 - 95 -00170

Thank you for the opportunity to review and comment on your draft report, "Cost Sharing
Under the Older Americans Act.* We are pleased with the attention and quick tum around
provided by your Office of Evaluation and Inspections.

As you know, the Older Americans Act (Act) does not permit cost sharing. State agencies
administering programs under the Act have expressed a desire 10 implement some measure of
cost sharing in programs under the Act for over 20 years, and many are involved in cost
sharing strategies as permitted under other federal and state programs. In recognition of this,
and to facilitate enhanced coordination of programs under the Act with other human and
social service programs, we are promoting in the current reauthorization proposal the option
for states to allow cost sharing for some services.

The comprehensive survey developed and administered by Jean DuFresne, and the
coordination provided by David Wright bas provided us with the necessary background
information required to assess cost sharing language in reauthorization bills proposed by the
majority in both the House and Senate, We also anticipate that this survey data will provide
us with baseline information to develop program policy and technical assistance for state
agencies administering programs under the Act.
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SECTION VII—STATE PROGRAM REPORT (EXECUTIVE SUMMARY),
FiscaL YEAR 1995

1995 OAA Program Report

Preface

This repont compiles data submitted by state agencies on aging in compliance with new reporting requiremnents
issued by the Administration on Aging (A0A). effective in FY1995. Development and implementation of the
pew Oider Americans Act (OAA) reporting requirements has been & multi-year process. The FY'1995 report
represents the first major product resulting from the changes. As with any new reporting sysiem, the data being
Teported are the result of many changes in reporting procedures and practices. Staic and area ageneies on aging
and community service providers all had 1o change current reparting procedures and practices 1o comply with
the new reporting requirements. New reparting systems are being implemented in many siates that substantially
improve and expand the leved of reporting on home and community-based care services. While every effort has
been made 1o review the data, it is clear that the quality and scaXcy of the data will improve as more
experience is gained with the new requirements.

The AoA will continue 10 encourage improved reporting and information systems capacities in the Aging -
Network. In the years ahead, AoA Jooks forward 10 the availability of more accurate, uscfal data on OAA
funded programs 10 suppont policy analysis. planning and advocacy activities of many different agencies both
within and outside the Aging Network. This report is a good, first step joward that end.

From the inception of the development process. AOA has sought considerable input from the aging network. We
thank statc and area sgencics on aging as well as service providers for their cooperation and support during the
. development and initial implementation steps of a new reporting initiative. A0A relied on the National Aging
Information Center (NAIC). a service of ADA. 1o help collect, iabulate and analyze the 1995 data. Alan
Ackaman, NAIC, coordinated the entire effort and is the author of this report. He was supporied by Mary Anne
Squire and Dale Less, also staff of NAIC, who assisted in the review and tabulation of the data.

The Aging Network is at a pivotal point in its development. Upgrading our nation’s system for data collection
and reporting on services to older Americans is critical 8s we mowe into the next century. We look forward to
continuing our efforts with the Aging Network as we forge ahead in the age of information.
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Introduction

Over thirty years ago the Older Americans Act (OAA) was passed. Since its initial passage, the OAA has
been an important force for change for programs and services for older americans . 'l'heOAAtosmedthe
creation of a national network of state and arca agencics on aging and Indian Tribal
wmmmdmamwwmoummmmdmm
community based services has emerged in every state. While much has been accomplished, the job ahead
is still very large. OAA funds are small compared to the nced. Each OAA dollar must be well spent in
order to address both current demand and, at the same time, prepare for emergent needs of the elderly in -
the 21st century.

‘This report summarizes programs and accomplishments reporied by state units on aging which were
supported by Titles Il and VII of the OAA in Federal Fiscal Year 1995. The information provided in this
report arc the result of new reporting requirements introduced by the Administration on Aging (AcA) for
Title I and VII in 199S. Implementation of the new Title ITI program reporting requirements is & multi-

year process, with the 1995 performance report representing the first step toward reporting by the Aging
Network which is more client centered.

To comply with the new reporting requirements, states are making major changes to long -standing ]
reporting procedures. Every effort has been made by states and the AoA to review the new data submitted
for FY1995 and ensure its accuracy. Onoce states submitted the data, AoA prepared simmaries that were
sent to states for review and concurrence.  Still, AoA fully expects it will take fwo fo three years before
all the reporting procedures are in place to produce very accurate, comparable data.

‘This 1995 report is designed to provide summary highlights of Title IIl and VII program performance,
including persons served, services provided, services expenditures, providers used, state and area agency
staffing, developmental accomplishments and the use of senior centers. Both national and state specific
summaries are included. This is the first time the annua! State Program Performance Report (SPR) .
includes information on individual state activities and performance supported by Titles IIl and VII.

It should be noted that the AoA is required to produce a separate report to Congress on the Long Term
Care Ombudsman Program supported by the OAA. This report provides only a brief synopsis of the
Ombudsman Program accomplishments. See the separate Ombudsman Report for 8 more detailed report
on accomplishments for this program.

Summary of New Reporting Requirements

In 1995 AoA introduced a new set of reporting requirements for Titles ITl and VII, including special
reporting for the Long-Term Care Ombudsman Program. The new Title Il reporting requirements put
more emphasis on accurate client counts and additional descriptive information on client characteristics.
Key features of the new reporting requirements include:

e Consolidation and elimination of service reporting from 30 separate categories to 14;

o Addition of new service categories reflecting priorities of the Aging Network - case management and
adult day care/adult day health;

e A requirement for client registration for nine services in order to produce accurate, unduplicated
client counts for the nine services (to be implemented in FY1997);

e Elimination of reporting on clients and service units by individual Title IT1 Parts;

. mf«mmmmemlnmemmwmmm«
14 services;

e Inclusion of the requirement for client registration for selected services; and,

o Electronic transmittal of the data by states to A0A.
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In 1995 several pew dsta elements for Title III reporting were introduced. Additional data elements will
be introduced in FY'1997 tied to the requirement for client registration of selected services. New data
elements introduced in 1995 include:

Number of providers using Title I funds, by service;

Number of minority providers, by service;

Number of Area Agencies on Aging (AAAs) acting as direct service providers;
Program income for each listed service;

Total estimated persons served ~ all services and all Ticle Il parts;

Summary descriptions of Aging Network developmental accomplishments; -«
Staffing profiles for both state units on aging and area agencies on aging.

Given these new requirements, many states are upgrading their reporting systems at all levels. New
procedures for client intake/registration are being implemented along with the capacity to maintsina -
master client registry that can be kept up-to-date as new clients are served, active clients drop out and
current clients receive new or different services. AoA has encouraged the development of these new
systems, recognizing each state has distinctive requirements and needs for information systems.

New service definitions and terms were introduced as part of the amended reporting requirements.
Limited comparisons are possible of 1995 performance data with performance data submitied by states for
prior years. AoA plans to use 1995 as a new base year against which future performance data will be
compared.

Summary Highlights

After thirty years, the Aging Network has put in place a program involving diverse services and the use of
thousands of providers. All fifty-scven state level jurisdictions receive OAA funds awarded annually by
the AoA in the form of a grant, based on the size of the elderly population in each state. With these
funds, designated state units on aging, supported by area agencies on aging in all but eight states, develop
and administer a diverse set of home and community-based services.

Even though funding has not kept up with demand, the Aging Network has still been able to implement
and operate a far reaching, diverse program. Summary performance indicators for 1995 show the breadth
of services and capacities now in place:

- Programs and services supported by the OAA scrved an estimated 7,453,575 persons age 60 and
over; . :

o Twenty percent of the program participants were minority,
. 'inhty-nipemt'ofﬂwpmmpanidmmmmmbebwm )

.. TwwmdmmmdmmmdeWWMWmm
. inority partici '

e Of uwmﬂdienuihwvmy,minympuwmmmmmymnidmmxofmm
were minority clients, 62% had incomes at or below the poverty level,

e Thiny-five percent of the program participants lived in rural areas;

* The OAA puts a high priority on the provision of nutrition services to the eldesly. In 1995 a total of
123 .4 million congregate meals were provided and 119 million home-delivered meals;
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. mmwmmwbymmusmmm

. mmwmmsmduwmmwwmmnm
in 1995.

e Atotal of 6,397 senior centers were supported by Title III funds:
o A total of 564 long-term care ombudsman program eatities were in place;
e Awtalofl mmmnmmuwmnppommmmmsmofmw

unit on agency staffing. - -
. Amaloﬁ.llﬂnmwnadnguxﬂmnppomdby'l!tlemfnds.mllkm
Ppaid area agency on aging stafl.

Three services account for the majority of OAA funding, congregate meals, home-delivered meals and
transportation. In 1995 Title III federal expenditures for congregate meals reached $250 million and $134
million for home-delivered meals. Transportation is the third largest services in terms of Title IT1
funding, $63 million. Together these three services acoount for 66% of the total Title I federal funding.

Profile of Clients Served

In 1995, the Title III program provided sexvices to an estimated 7,453,575 persons, approximately 16% of
thepopnﬂmonageﬂ)mdwumthevs This estimate takes into account all services supported by Title
ITI funds in the state. 2 Five states (California, New York, New Jersey, Illinois and Michigan) account for
34% of the total persons served. These five states have 29% of the population aged 60 and over in the
U.S. in 1995, The five states reporting the highest percent of the 60+ population served by OAA
programs include Wyoming (64%), New Mexico (44%) Alaska (44%) North Dakota (43%) and Utah
(39%). mmmmpuuo%umdthwmﬂmwwmdmmmw
OAA supported programs.

Of the total participant population served, 1,497,916 persons were reported 1o be minority participants
(20.1%). The distribution by race and ethnicity is estimated to be as follows:

Figure 1. Minority Partici

820,108 . .
Hispanic-Origin, All Races 434,674 29.0% 58%
i i i - 76,999 5.1% 1.0%
166,138 11.1% 2.2%

California, New York, New Jersey, Texas and Illinois account for 39% of the minority participants. All
but three states had a percentage of minority clients served which was equal to or greater than the
percentage of the total 60+ minority population in the state.

‘Excludes estimated total service expenditures for California and Massachusetts that were not reported; as
a result, the percent of total expenditures attributable to Title Il funding is overstated.

?Beginning in 1997, AoA will be able to document not only the total estimated unduplicated clients served
but the number of clients served via registered services based on client registries and new reporting
systems being implemented by smenmuonagng
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States reporting the highest pércentage of minority participants include Hawaii (75%), Mississippi (47%),
New Mexico (45%), and South Carolina (45%). Puerto Rico reports 100% of its participants are minority
and the District of Columbia reports 82.1%. Approximately 55% of the total minority participants are
African-American with 29% being Hispanic-origin.

An estimated 39% of the total participants have incomes at or below the federal poverty threshold.
Among states, the poverty participant rate ranged from a Jow of 17.2% t0 a high of 86.9%. Of those
below poverty, approximately 32% are minority participants. Low-income, minority participants
comprise 12.5% of the total participant population. States with the highest percentage of poverty level
participants included Mississippi (86.9%), Oklahoma (68.8%) and Texas (68.7%). The District of
Columbia reports 88.5%. Mississippi has the highest percentage of participants who are both in poverty
and minority (44.3%). Twelve states report that at least one-half of the participants have incomes at or
below the poverty threshold.

Figwe 2 Poverty Statis of Persons
Served by Title I

Supportad Programs

3%

61%

[ Below Poverty 1 Above Poverty |

When the profile of clients served is compared to the state 60+ population, based on poverty

" characteristics, every state is clearly targeting poverty clients. For the U.S,, in 1989, the Census reports
approximately 12% of the 60+ population with incomes at or below poverty. Each state reported a
substantially higher percentage of poverty clients than the equivalent percentage of the 60+ population in
the state whose incomes fell at or below the poverty threshold. The same is true for targeting of minority
persons whose income is below poverty. .

An estimated 2.6 million participants live in rural areas (35%). A total of 20 states have at least 50% or

_ mote of the total Title III participants who live in rural areas. States with the highest percentage of rural
participants include Wyoming (100%), Mississippi (84.6%), Montana (80.9%), and Vermont (78.8%).
States reporting the lowest percentage of rural residents include Tennessee (6.4%), Rhode Island (7.9%),
Connecticut (7.1%), Massachusetts (11.1%) and California (11.9%).

Service Provision

Beginning in 1995 the SPR service repofting was changed. As already noted, the list of services
individually reported was reduced from thirty to fourteen. States have different service priorities for Title
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HI funding so the mix of services and level of funding for services varies somewhat from one state to
another. States could, at their option, provide information on other services supported by Title Il and VII
funling.

A. Scope of Services

Most states provide the majority of the listed services. To show the extent of service coverage, see Figure
3.

of Services S

el Bt
All 14 Listed Sves Plus Other H 11.5%
Sves
All 14 Sexvices 10 19.2%
13 Services “ 26.9%
12 Sexvices 6 11.5%
11 Services 4 1.7%
10 Services 6 11.5%
9 Services 4 17%
8 Services 2 3.8%

® Includes Puerto Rico and the District of Columbia

Five states indicate all fourteen services are provided in their state plus other services as well. Fifty-cight
percent of the states fund at least 13 of the listed services and/or other services. No state reported
providing less than eight of the listed services. Five states, Delaware, Indiana, Michigan, Oklahoma, and
Oregon did not provide any “other™ services with Title Il funding support. Looking at service support
from a different perspective, the number of states using Title I funds to support each listed service is
shown in Figure 4.

for Selected Services

Figure 4: §

Personal Care : 41 T78.8%
Homemaker 47 90.4%
Chore 38 73.0%
Home-Delivered Meals 52 100.0%
| Adult Day Care/Health . 40 76.9%
Case Management . 41 78.8%
Congregate Meals 52 100.0%
Nutrition Counseling . 17 32.7%
Assisted Transportation .3 59.6%
Transportation 50 96.2%
Legal Assistance 50 96.2%
Nutrition Education * 29 55.8%
Information and Assistance 48 92.3%
Outreach 45 86.5%
Other Services 46 88.5%

MNutrition education is a required activity by the OAA. However, some state and area agencies on aging
consider nutrition education to be part of a meal service and do not report nutrition education separately
under the existing reporting procedures. Therefore, the number of states reporting nutrition education is
understated.
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As expected, all the states provide home-delivered and congregate meals. All of the states operate a long-
term care ombudsman program suppor'ed by the OAA. In 1995, for the U.S,, there were a total of 564
designated local ombudsman entities and a total of 1,546 paid staff (full time equivalents) as well 2 6,428
certified volunteers *

B. Levels of Service Provision

Levels of service provision vary by state due to both funding levels and service prioritics. The profile of
service units is summarized in Figure S.

Figure 5. Levels of Service Provision

Personal Care Hour 7,703,053 NY,PA,NC
Homemaker Hour 6,635425 NY,OHR M
Chore Hour 890,488 MN, 1A, OH
Home-Delivered Meals  Meal 119,000,053 NY, CA, TX
Adult Day Care/Health  Hour 4221484 NYJFL IA
Case Management Hour 2,976,149 NY,IL,CA
Congregate Meals Meal 123,387,303 NY, CA, TX
Nutrition Counseling Hour 100,069 MANY, TX
Assisted Transportation ~ 1WayTrip 2,232,027 OH, WY,MD
‘Transportation 1WayTrip ~ 39,496,946 NY, OH, TX
Legal Assistance Hour 1,396,519 AZ CA, WI
Nutrition Education Session 1,142,379 FL,MD, TN
Info and Assistance Contact 12,526,537 NY,CA,FL
Outreach Contact 2,643,830 MN, CA, NM

Levels of service use by individual participants were examined for the nine registered services.
Considerablc variation exists from state to state. See Figure 6.

Personal Care Hour 7945 Virginia 248
Homemaker Hour 39.54 Arkansas/N. Car. 98
Chore Hour 13.42 Georgia 366
Home-Delivered Meals  Meal ‘ 120.36 Florida *204
Adult Day Carc/Health Hour * 90,56 Askansas 634
Case Management Hour - 595 Massachusetts 37
Congregate Meals Meal 51.15 Florida 152
‘| Nutrition Counseling ~ Hour » 270 Texas 13
Assisted Transportation 1WayTrip 27.39  Florida 231

* Note: The District of Columbia estimates 213 units per person for home delivered meals and 286 units
per person for homemaker, Puerto Rico reports 223 unis per person for congregate meals.

“See the Annual Program Report for the Ombudsman Program issued by the AoA for a fuller description
of the accomplishments of this Program.
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States use Title 11 funds 1o provide services other than those individually reporied to AoA. At the option
of each state, information can be provided on these other services. The range of services optionally
uponeduemnwmdudmgmh&mmubcuﬂumﬂm&nmammm
mmmmm&uﬁmu@w“mmwymmwm
technology, volunteer services coordination and more.

C. Service Providers

For the first time, the Title I State Program Report contains summary information on the number and
type of service providers funded with Title Il funds, Information was collected on the number of
providers for cach of the 14 listed services. See Figure 7. Prowdmofqthumcsﬂppoﬂedby'mle
Il funding were not identified.

K 113% 116
2032 186 9.2% 92

755 151 20.0% 56

3,614 397 11.0% . 298

905 210 23.2% m

821 n 8.6% 61

3,902 504 12.9% 405

505 138 273% 39

89 203 227% 108

2,965 43 14.6% 325

i 1,205 160 13.3% 66
Nutrition Education 1,595 254 15.9% 153
Info and Assistance 2,370 233 9.8% 226
Outreach 2,047 199 97% 192

In 1995, AoA collected information on minority providers. It should be pointed out that Puerto Rico alone
accounts for 94 minority providers in all but three services (case management, information and assistance
and outreach) where Pucrto Rico reports seven minority providers. The District of Columbia also has a
high percentage of minority providers. In Figure 7 the count of minority providers is shown both with and
without Puerto Rico and the District of Columbia.

As Figure 7 shows, the greatest number of providers are meals providers, closely followed by
transportation providers. Some of the meal providers are likely to provide both home-delivered and
congregate meals under Title IIL Likcwnse, providers are likely to be funded to provide more than one
home and eommumty-based service. *

Based on the reported data, themngelevdofmceoﬂ‘aedbyahﬂemwpponed provider is
relatively small. Two indicators were developed to establish the level of service of Title Ill-funded
providers: 1) average service units and average number of clients. See Figure 8.

31n future years, AoA will be able to report on the number of unduplicated providers spanmng all ll/
services individually reporled by state units on aging.
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Title I

Figure 8. Size of Provider d in Whole or Part

Personal Care Hour 4,150 52
Homemaker Hour 3,265 83
Chore Hour 1,179 88
Home-Delivered Meals  Meal 34,010 283
Adult Day Care/Health  Hour 4,665 52
Case Management Hour 3,625 NA
Congregate Meals Meal . 32,634 638 | .~
Nutrition Counseling Hour 632 198
Assisted Transportation 1WayTrip 2,491 920
Transportation 1WayTrip 13,321 hd
Legal Assistance Hour 1,159 .
Nutrition Education Session 865 - hd
Info and Assistance Contact 5,228 .
Outreach Contact 1,292 .

* Data on persons served are not collected for these services.

In certain cases area agencies on aging choose to provide services directly rather than issue a contract with
;mmdm The absence of a viable local provider is often the reason. In other cases, direct service
provision helps the area agency on aging ensure a vital feature of home and community-based care is in
place; for example, the presence of an independent, objective casc management service. Ses Figure 9 fora
profile of AAA direct services provision.

Almost one-third of the AAAs are involved in the direct provision of congregate meals (31%). Thisty-
percent of the AAAs are directly providing home-delivered meals. AAAs are also likely to provide access
services directly. Of all the AAAs, 36% are providing some form of case management directly and 61%
provided information and assistance services and 40% are involved in outreach activities.

mhngnwuapwmgedmﬂmmmwwldmammdmem
management providers (29%). By contrast, AAAs represent less than 5% of the providers of personal
urr.,homemaker adulldayare,mspomnonlndmtedmnq:omnon.

Figure 9. Area Agency on Aging SemeeProvxs: Service

Personal Care 55 8% 3%
Homemaker . 76 12% 4%
Chore 50 R 8% %
Home-Delivered Meals 195 L. 30% 5%
Adult Day Care/Health 27 4% 3%
Case Management 234 36% 29%
Congregate Meals 205 58% 5%
Nutrition Counseling 75 12% 15%
Assisted Transportation 53 8% 6%
Transportation 153 23% 5%
Legal Assistance 106 16% 9%
Nutrition Education 139 21% 9%
Inform and Assistance 401 61% 17%
Outreach 255 39% 13%




221

1995 OAA Program Report

D. Senior Centers and Focal Points

Title III funds are an important source of support for senior centers. Every year states report on the
mnnberoffoalpomtsdmmtedmmemmenumbuofmmmwnnduedfoealpmmmd
the number of senior centers supported by the Older Americans Act.

In 1995 for the U.S. a total of 11, 463 senior centers were identified by states, Of those 6,397 were .
supported by OAA funding (55.8%). States report a total of 8,341 designated focal points. Seventy-five

percent of the focal points are senior centers. For the U.S. there were a reported 1.85 senior centers for

every 10,000 persons age 60 and over in 1995. States with the highest percent of senior centersper -

10,000 residents include Alabama (52 per 10,000 persons 60 and over), New York (27/10,000) and North
Dakota (17/10,000).

Several states report that all of their senior centers receive some level of Title Il support. They include
Alaska, Alabama, Arizona, Arkansas, Maryland, Missouri, Pennsylvania, Utah, West Virginia and
Wyoming. Bywnmthreenatsmnmofmesemorcemmmmesmemaved‘nuemfundmg
« Delaware, 1daho, and New Hampshire. ’

Service Expenditures

A. OAA Appropriations for State and Communpity and Tribal Programs

In 1965, total OAA funding was small and little funding was available for services provision,
approximately $5 million. However, in 1972 Congress inacted the Nutrition Program for the Elderly and
made available in 1973 $167 million in grants for state and community programs. By 1973 there were 30
million persons age 60 and over in the U.S. For 1973, OAA service funding amounted to $5.44 per
person age 60 and over.  Since 1973 OAA funding for state and community programs has steadily
increased. By 1995 OAA funding for state and community programs had increased four fold over the
1973 funding level. Despite these increases the effects of inflation and population growth diminished the
actual impact of the increases in the annual OAA appropriation for state and community programs. See
Figure 10 for an analysis of actual appropriations relative to the 1973 benchmark appropriation.
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~.

Figure 10. Analysis of OAA Appropristions for State and Community and Tribal Programs®

1973 $167.0 $5.44 100.0

1974 1728 5.51 1049 $5.78 $181.3 $85 4.67
1975 207.0 6.45 1094 7.06 2265 19.5 8.59
1976 285.5 8.72 1125 9381 3212 357 nm
1977 325.7 . 913 116.2 1131 3785 328 13.94
1978 4230 1237 1208 14.95 S0 880 17.22
1979 443.0 12.66 1282 16.23 568.0 1249 22.00
1980 - 5729 - 15.98 1380 2205 790.6 2177 27.54
1981 630.1 17.23 1465 25.24 9232 293.0 3174
1982 6124 16.39 152.1 2494 9314 3190 3425
1983 649.4 18.03 155.4 28.02 1,009.1 3598 35.65
1984 666.9 18.23 159.5 29.08 1,063.7 3968 - 37.30
1985 676.4 17.65 163.2 2881 1,103.9 4215 8.7
1986 - 6473 16.65 1652 21.51 1,069.3 4220 39.47
1987 700.5 1734 1692 2933 1,1852 . 4847 40.90
1988 7013 17.14 1739 29.81 1,219.6 5183 42.50
1989 726.0 17.54 179.6 31.50 1,304.0 5719 44.32
1990 7221 17.25 1863 32.14 1,3453 6232 46.32
1991 766.6 18.10 1918 34N 1,470.3 703.7 47.86
1992 802.1 18.78 195.8 36.79 15713 7692 48.95
1993 797.0 18.53 200.1 37.07 15948 7978 50.02
1994 828.2 19.16 2038 39.04 1,687.9 859.7 50.93
1995 830.9 19.07 206.3 39.33 1,714.1 8832 51.53

Taking into account both annual inflation, as measured by the CPI, and net increases in the 60 and over
population, the 1995 appropriation for state and community programs should have been $1.7 billion
dollars to maintain parity with the 1973 funding level. Adjusting for inflation, per capita appropriations
should have been $39 per person in 1995. Actual per capita funding was $19 per person. As a result
actual appropriations have shrunk by just over 50% relative to the equivalent level in 1973, ’

B. Expenditures by Service

Total federal Title I11 expenditures for 1995 reported by states were $673 million. Typically Title Il
expenditures represent but a portion of the total expenditures for services supported through the OAA.
State units on aging, area agencies on aging and service providers are able to leverage the federal Title Il
funding in the form of match resources, program income, and other state and federal funding sources.
Total services expenditures for OAA supported services arc estimated to be $1.714 billion for 1993, Title
III federal expenditures in 1995 were 39% of the total setvice expenditures which were either
contractually or administratively linked to Title III funding.

Beginning in 1995, AoA is examining service expenditures by service category. Fourteen listed services
are divided into three categories (clusters) plus an “other category. Cluster 1 services include personal
care, homemaker, chore, home-delivered meals, adult day care/health and case management. Cluster 2
services include congregate meals, nutrition counscling and assisted transportation. Cluster 3 services

“OAA appropriations are for statc and community programs (all funding Title LIl parts, Title VII chapters
and Title VI. Also see Figure 11. for a graph of the above data,

10
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include information and assistance, transporiation, egal assistance, nutrition education and outreach.

As can be seen in Figure 12 below, the 14 lis'ed sesvices account for the large majority of federal Title IN
expenditures (87.8%). The same 14 services account for 88.5% of total services expenditures reported by
states.

; 30.3% 3679,580,533. . 29.9%

Personal Care 11,572,841 13 87,850,174 132
Homemaker 23,775,356 35 68,792,393 us

Chore 4,406,215 0.7 8,726,806 50.5

Home-Delivered Meals 134,119,129 19.9 396,689,611 338
Adult Day Care/Health 7,084,660 11 30,659,639 23.1
Case Management 22,239,332 33 86,861,910 256
Cluster 2 Services: 253,915,539 37.7% . 536,309,087 47.4%
Congregate Meals 249,687,321 371 523,043,994 479
Nutrition Counseling 1,284,944 0.2 2,303,275 558
Assisted Transportation 2,943,274 04 10,961,818 . . 269
Cluster 3: 133,238,911 19.8% 297,874,198 44.8%
Transportation 62,657,467 93 158,007,250 39.7

Legal Assistance 20,134,558 3.0 36,903,429 546
Nutrition Education 3,267,008 05 4,685,252 69.7
Info. and Assistance 31,765,708 4.7 69,871,060 454
Outreach 15,464,170 23 28,407,206 544

Other 82,024,622 12.2% 200,411,675 40.9%
Total 3672,606,605 100.0% 31,714,175,492 39.2%

*See definitions in Appendix 1l of the full report for an explanation of total service expendi A

Figure 13. Title I Service Expenditures by Cluster

uster 3: 20% Dthe:

--

|mCuser1  mCssr? @Cmer3 WOt |

11
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Cluster one services account for approximately 30% of the Title III expenditures. Registered services
(clusters 1 and 2 services) account for two thirds (67%) of Title III expenditures.

Data were collected on total services expenditures and the portion of total service funding provided
through Title INl. Figure 12 data show that Title Il expenditures are approximately 40% of the total
expenditures. Some services rely more heavily on Title I funding to cover the costs of services. Title Il
funding for nutrition education approaches 70% for the U.S. Approximately 56% of the nutrition’
counseling expenditures are attributable to Title III. By contrast Title III funding covers only 13% of the
total services expenditures for personsl care,

Figure 14. Distribution of Title Il Funding by Service and Cluster

Adult Day Care/Hith 1.1% Distof Col. 10.7%
Case Management 3.3% S.Dakota 18.7%
Cluster 2 Services: 31.7% Kansas  66.3%
Congregate Meals  37.1% Kansas 66.2%
Nutrition Counseling 02% Alabama  2.4%
Assisted Transport. 0.4% Alaska 11.6%
Cluster 3: 19.8% Maine 45.2%
Transportation 93% S.Carolina  31.0%
Legal Assistance 3.0% Vermont 1.9%
Nutrition Education 0.5% Oklahoms  4.5%
Info. and Assistance 4.7% Rhode Island  22.7%
Outreach 2.3% Maine  30.1%

Other 12.2% P 354% DE,IN,MLOK,OR 0.0%

Total 100.0%

There are notable differences in the distribution of Title Il funding by service cluster and individual
" service by state. Figure 14 shows the variation.

Delaware leads all states in funding for cluster I services (65%), while Kansas tops all states in funding
for cluster 2 services (66%) and Maine Jeads in funding for cluster 3 services (45%). Besides
Pennsylvania, three other states spend more than 20% of Title III funds for other services — Vermont
(34.86%), Arizona (34.6%) and New Jersey (20.72%). .

Pennsylvania puts most of the “other™ services expenditures toward senior centers reporting Title Il
expenditures of approximately $12 million. The Pennsylvania senior centers report serving approximately
194,000 persons and providing over 7.3 million client days of service. By contrast, Vermont lists 22
different “other” services that are supported by Title Il funds ranging from assistive technology to utility
assistance.

Various performance measures related to expenditures can be calculated based on the reported data.

However, such measures should be used with caution. The data systems used to support Title LI reponing
are still under development and the data being reported are still subject to refinement. Furthermore, there

12
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are many factors which can contribute 10 the comparability of performance measures from one state to
mmnmwamdﬁmmﬁﬁmmmmm
anddxﬂ‘emucos(ﬁaonwhmhueqnaﬁcwamornponw.mmthem Figure 15, 16, 17 and 18
provide several basic performance measures.

Personal Care $1.53 $12) 1140 $906
Homemaker . 358 142 10.37 - 409
Chore ’ 495 66 9.80 132
Home-Delivered Meals L13 136 333 401
Adult Day Care/Health 1.68 153 7.26 658
Case Management 147 45 29.19 174
Congregate Meals 202 104 424 216
Nutrition Counseling 12.84 35 23.02 63
Assisted Transportation 132 36 491 134
Transportation 159 . 4.00 .
Legal Assistance 14.42 . 26.43 .
Nutrition Education T 286 . 4.10 . hd
Inform and Assistance 2.56 b4 5.64 .
Outreach 5.85 * 10.724 .

desmli.
v

* No dota are collected on the

d count of p served for these services.

Unit costs in Figure 15 are shown for both Title I1I federal expenditures and total service expenditures.
UmtcosumluwerforTmemonlybecauseofthewaymumtdmmreponed States were asked to
reponloulsemceumuassomnedmthlmﬂmeeexpendmm.mmmoxamhmblemthefeduﬂ
Title Il resources used in the provision of the services. The unit costs, as calculated, reflect new service
definitions and refined unit definitions introduced in 1995 by AoA and should be used with caution. Unit
wsubasedonwmxmoeexpcnmmmmemﬂuxﬁﬂpufomnummfwmwmpmm
Purposcs. Stalemdlreugenclesmyoxﬂyusemllmmnuo[htlemﬁmdstompponapamculu
service. Asamult,nmtmbasedmfmemmdxmuﬂeuumnchormommﬁmdmg
strategies of the Aging Network as they do the relative efficiency of the service providers.

Fig

16. Unit Costs (Excludin

Personal Care $15.35 $13.0 $9.30
Homemaker 11.54 11.50 5.30
Chore . . 9.83 9.03 5.64
Home-Delivered Meals 3.35 331 0.87
Adult Day Care/Health 18.53 720 38.30
Case Management 43.79 20.12 75.27
Congregate Meals 413 3.89 118
Nutrition Counseling 21.62 19.39 12.56
Assisted Transportation 5 398 483
Transportation 379 348 183
Legal Assistance 39.16 3399 24.08
Nutrition Education 12.33 490 18.56
Inform. and Assistance 6.81 539 4.82
Outreach 13.74 11.30 9.86

13
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There is substantial variation in unit costs based on total service expenditures across states for individual
services. The extent of variation depends on the service. Outliers exist; some of which may be reporting
inconsistencies. To compensate for the outliers (both high and low) the unit costs were reviewed by
eompunng’bothlhemdarddmmcnndthemm The results of this analysis are summarized in
Figure 16.

To address outliers, the data in Figure 16 for mean, median and standard devistion exclude the upper and
lower 5% of the reported unit cost data, basically the two states with the most extreme valucs. The
average unit cost includes all states. It should also be noted that average unit costs reported in Figure 14
were computed using the total service expenditures for the service for the U.S. and the total reported units
for all states. The mean and median unit costs are based on the average unit costs computed for each_.
state. Except for meal services, there remains considerable variation in reported total unit costs by
Service.

A similar profile was developed for another basic performance measure —~ units per person served. The
results are summarized below in Figure 17. The data in Figure 17 are organized and computed in the
same way as the data in Figure 16. The variance is substantial for units per person.

Figure 17. Units Per Person Served

Personal Care 60.19 49.18 4138
Homemaker 44.00 38.05 26.56
Chore 14.26 12.55 8.58
Home-Delivered Meals 12433 120.48 29.63
Adult Day Care/Health 200.06 115.61 117.91
Case Management 826 6.11 6.18
Congregate Meals 58.65 48.44 26.713
Nutrition Counseling 288 157 2.66
Assisted Transportation 27.29 16.43 23.67

Another expenditure measure is the average level of funding for providers of individual services. See
Figure 18.

Average Title III expenditures per provider are quite low except for home-delivered meals and congregate
meals. Even the total service expenditures are retatively small for most services. While the average
expenditures per provider are small, on a service specific basis, it is likely that many of the providers offer
" more than one service. Consequently the expenditures per provider, considering all services they provide,
is likely to be higher!

"Note: the unit costs for nutrition education do not reflect circumstances where the costs of nutrition
education are included as part of the cost of the meal. Also, note that cost determination methodologies
vary from state to state and often within individual states. As a result, variations in unit costs may be
attributable to accounting methods as opposed to real differences in unit costs.

4 Beginning in 1997, data on the unduplicated count of providers across services will be available.

14
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Cluster ] Services

Personal Care 1,856 $13,502 $50,560
Homemaker 2,032 13,553 | 47,623
Chore s 9,676 19,866
Home-Delivered Meals 3,614 56,348 155,947
Adult Day Care/Health . 905 12,145 50,510
Case Management 821 46,745 142,738
Cluster 2 Services .
Congregate Meals 3,902 106,435 219,758 t
Nutrition Counseling 505 877 2,220
Assisted Transportation 896 7,799 63,406
Cluster 3 Services

Transportation 2,965 21,088 55,752
Legal Assistance 1,205 35,994 70,205
Nutrition Education 1,595 2,439 3,848
Inform and Assistance 2,370 19,499 34,596
Outreach 2,047 11,276 22,528

Differences in average expenditures per provider are attributable 10 both available levels of funding and
different approaches to use of providers. One area agency on aging may choose to bundle funding for a
service or a group of contracts into a single contract. Another area agency on aging may find it necessary
to award several contracts, in lesser amounts, to account for such issues as access issues and cultural
diversity of the participants.

C. Generation of Program Income

OAA-supported programs have historically benefited from substantial generation of program income.
Until 1995 program income has been reported in aggregate. For 1995 data on program income are
‘identified by individual service. Both home-delivered meals and congregate meals stand out in terms of
development of program income. For the balance of the services, program income is a smali portion of
the total revenues used to support services operations. In terms of program reporting, 1995 is the first
year that states reported program income by specific service. In the past, program income has only been
reported by Title I Part — 111 B, C1, C2 etc. For this first year, no attempt has been made to reconcile
the program income reported by states in their quarterly financial reports with the annual program report
data reported here.

Based on fiscal (SF269) data, states generated approximately $200 million in program income from Title
I related-grant activitics. The breakdown by Title III part, excluding Part F, was:

Title I B. Supportive Services — $30,898,999
Title I C.1. Congregate Meals — $98,503,924
Title I C.2. Home-Delivered Meals — $70,074,608
Title 1 D. In-Home Services — $7,427,249

15
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For all but home-delivered meals and congregate meals, the level of program income generated relative to
the Title Il expenditures sppears quite limited, 1-2% of Federal Title III funding.

D. Expenditures by Part

Individual Parts of Title Il of the OAA have specific legislative mandates that identify the nature of
services to be supported. Titles C1 and C2 are for nutrition related-setvices, Title IIl B for supportive
mcslndeen&tg?xdembfmm-homemmm?formmhedmm In 1995,
total U.S. Title I expenditures by part were reported to be:

Title NI B - 37%

Title NI C1 = 39%

Title M C2 - 20.1%

TideII D -~ 1.1%

Tile IIF - 2.0%

Another way to look at expenditures by part is to determine the di ion of expenditures for each Title
111 part by service; for example the percent of Title 11l B expenditures for personal care. See Figure
20.

Legal Assistance 30% 739%  029%  000%  006%  0.05%
Nutrition Education 05% 011% 070% 043% 000%  4.45%
Info. and Assistance 47% 1176% 021% 001%  0.04%  2.33%
Outreach - 23%  458% 091% 051%  0.58%  2.85%
Other Services 122% 25.41% 0.72% 030% 21.36% 83.26% |

100.0% _100.00% 100.00% 100.00%  100.00%  100.00%

16
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Part III B and D funding predictably fund cluster 1 services other than home-delivered meals. Cluster 2
services are supported principally by Title III C 1 funds and Cluster 3 services are largely funded through
Title HI B funding.

As Figure 20 shows, the fourteen services account for 74% of the expenditures supported by Part Il B
versus 99% of Il C1 funding, 99% of C2 funding, 79% of Part D funding and 17% of Part F funding.
The greatest amount of Title III B is used for transportation and a range of “other” services. Case
management and 1&A comprise 20% of Title Il B funding.

E. Transfers A .

Each state has a transfer authority which permits states to transfer funding between Title 11, Paris B
(supportive services), Subpart C-1 (congregste nutrition services) and Subpart C-2 (home-delivered
nutrition services) with certain limitations specified in the law. For FY 1995, no more than 30% may be
transferred between Subparts C-1 and C-2 and no more than 25% may be transferred between Part B and
Part C. A state may request a waiver from the AoA to increase the amounts transferred. In this report
the focus is on transfers between Title IT B (supportive services), Title Il C1 (congregate meals) and Title
C2 (home-delivered meals). See Figure 21.

1,050,916
43,879,836

1,050,916
66,851,435

FromHI C2 352,889 o 352,889
Total 23,324,488 0 ,930, 68,255,240
Final Allotment After $327,665,468 $305,734,457 $138,262,530  $770,347,585

Source: AoA, Division of Grants Management, 1996,

As can be seen, Subpart transfers, in aggregate, are principally between Title II CI and Title Il C2, All
but four states (including D.C. and Puerto Rico) transferred funds out of Title I C1. The highest transfer
percentages were for the following states:

" = ToTitle Il B ~ Minnesota (33% increase)
e Twenty-six states were able 1o double Title III C2 funding through transfers.

No state transferred funding to Title IIf C1.

Aging Network Staffing

In each state there is a designated state unit on aging responsible for administering the Older Americans
Act. The OAA funding pays for state unit on aging staffing to carry out administrative, development,
sdvocacy and related activities. Area agencies on aging are funded to perform similar activities within
planning and service areas of the state. Forty-four states, including Puerto Rico, have designated planning
and service areas. In 1995 there were 655 area agencies on aging.

In many states, the state unit on aging and the area agencies on aging have assumed additional
responsibilities for aging services programs. Over half the state units on aging have a role in
administration of a Medicaid waiver program. Many state units administer state-funded programs that
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support the provision of home and community-based care services. As a result, the total staffing of state
units on aging is frequently substantially more than the staff paid for with the OAA funding. Many arca
anagencies on aging have similar staffing arrangements.

In 1995 data were collected on the staffing profile of both state units on aging and area agencies on aging.
In aggregate, state units on aging report a total of 3,676 staff. Of those, 32% are supported by Title I
funds. Of the total staff, 17% are minority and 83% are paid professional staff, Few state units report the
use of volunteers. The state staffing profile by functional responsibility is shown in Figure 22.

Executive/Mgt. 349 11.5% ' 61 17.5% 166 47.6%
Other* 1303 43.7% 265 20.3% 621 47.7%
2. Services
Provision . .
Access 537 17.6% 60 11.2% 61 11.4%
Dir. Svcs Delivery 868 13.1% 90 10.4% 99 11.4%
Other Staff:
Clerical 565 18.2% 148 26.2%

Volunteer 53 1.7% 8 15.1% §

Total Staff: 3,676 100.0% 631 17.2%
¢ Includes planning, development, administration, and other professional staff anigncd to mamgemm
and administrative responsibilities.

Approximately 31% of the SUA staff are reported to be providing access/care coordination or direct
services. This is almost exactly the same percentage of area agency on aging staff who are reported to be
providing access/care coordination services and/or direct services. It should be noted that Alaska accounts
for 55% of the total state agencies on aging staff reported 10 be involved in direct service provision.
Alaska is a single PSA state with no area agencies on aging. Arizona reports a high number of staff in
direct services provision (134) as well. In Arizona, these staff are responsible for adult protective services.

Twenty-seven states report staff involved in direct services provision (¢.g., transportation and meals.)
Tweaty-nine states report staff involved in the provision of access/care coordination functions.

Looking at paid staff, ten states report more than 100 full time equivalent staff — Alaska, Arizona,
California, Florida, Hllinois, Missouri, Newl-hmpshin, New York, Ohio, and Pennsylvania.

Forcompansonpurposes.lmmhrﬁaﬂingpmﬁlehasbeenpmpandm?gmnfonmagmon
aging. There were 655 ldcnuﬂeduu agencies on aging in 1995,

18
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1,289 33%
Other* 3970 10.2% 934 23.5%
2. Access/Sves Del 1134 29.1% 2,397 21.1%
Other Staff:
Clerical 2221 5.7% 461 20.8%
Volunteer 20,137 1,918 9.5%

| Total Staff: 38,958 5,864 15.1%
"% Includes planning, development, administration, and other pmfemonal staff assigned to management
and administrative responsibilities.

Area agencies on aging report a total of 38,958 staff. Of this total, 52% are volunteers. There were
18,821 paid area agency on aging staff. Ofthetoulmﬂ‘.”%mpmdby'l‘lﬂemandls%mmnomy .
staff. Looking just at paid staff, 48% of the staff are supported by Title III funding. -

At the AAA Jevel, almost 30% of the staff are either providing access/care coordination services or other
home and community services such as meals and transportation. Of the 11,341 staff involved in the
provision of access/care coordination or direct services, a total of 3,219 are providing access services and
8,122 are providing direct services.

Of the total staff involved in access/care coordination and direct services delivery, Title IlI funds 44% of
the staff — less than what Title III pays for administrative/developmental staffing of area agencies on
aging. Of the total staff, 3% are considered executive/management personnel. Taking out volunteers,
executive/management personnel comprise 7% of the total staff.

Dévelopmental Accomplishments

Sulelnduuagencyonagmgmﬂ'mapnmrymrceofdevelopmemmdldvoacyonmaﬁmg

. the elderly in every state. States are required to report on three significant developmental
accomplishments in each of two areas: 1) development of home and community-based programs and 2)
development of systems of elder rights. Clearly, the Aging Network in each state is responsible for many
different developmental initiatives each year. As such, the data on developmental nceompluhnm
submitted by states is not a complete inventory of Aging Network accomplishments. The :
accomplishments which are reported are those considered as imporiant achievements and provide a sense
of the diversity and type of developmental accomplishments of the Aging Network in each state.

As an overview, examples of the developmental accomplishments are summarized below in each of the
two major categories of development:

A. Bome and Community-Based Programs
Development of enhanced home and community-based services is a continuing priority of the national
Network on Aging. A diverse set of developmental activitics was pursued with many successes and

scoomplishments. Seven different types of development activitics were used to classify developmental
accomplishments related to home and conununity-based care: they were:

19
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D T N

Public Education/Awareness
Resource Development
Training/Educati
Research and Development
Policy Development
Legislative Development

Of those states reporting developmental accomplishments accompanied by codes for developmental type,
almost half of the states reporting had accomplishments which were consider either public education or
resource development in nature. About 30% of the states reporting indicated accomplishments which
were training and education or research and development projects; Policy development was also an
activity in which 30% of the states reported acoomplishments. Few states singled out legislative
accomplishments during 1995, although some states reported what were essentially legislative activities
under the resource development category.

amwmd&wmmmmummmnumﬁummnmqudmﬁmmmm&mamww
Public Education/a

New Mexico initiated a three-part Alzheimer's Disease Program: respite, consultation, and )
information and referral through an 800 number.

Puerto Rico developed a health promotion/disease prevention program including 8 radio programs, a
teleconference, 2 health campaign promotions and a training session.

Resource Development

South Carolina continued its senior center development initiative, adding $1 million in state funds to
support the development of three new centers in 1995.

Utah applied for and received Medicaid Waiver renewal, including provision for two new services -
companion services and respite care outside the home.

Iowa’s successful advocacy with the General Assembly expanded the case management program by
35% allowing it to expand into additional counties.

Nevada obtained increased funding from $72,000 to $320,000 for home and community -based

.I" Educati

Kansas convened a conference on managed long-term care.

North Carolina co-sponsored a six-day workshop series entitied * Improving the Management and
Supervision of In-Home Aide Services™.
OkhhomumnedandwuﬁedGOOOMnawotkmﬁmthemplemuuonoﬁheUmfom
Comprehensive Assessment Too! as its single entry tool.

Research and Deveiopment - ~~

L J

Florida developed a screening and counseling program utilizing audiologists to conduct screening
sessions in 14 counties, 269 seniors were screened, and 90 clients received volume control telephones
from Florida Telecommunications Relay.

" North Carolina implemented a pilot project in two counties to establish a single point of entry for

non-Medicaid eligible older adults who are at risk of out of home placement.

Virginia began the development of the Virginia Aging Information System with three components -
client assessment, service utilization and service spending.

20
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-

e North Dakota developed a computerized Titie 111 service assessment to assess quality in service
delivery.

o  South Dakota developed an Intervention Care Program designed to respond to families and
individuals that need overnight carc after a brief iliness or hospitalization.

Policy Development )

e Nevada implemented a Group Care Waiver Program, providing support services in group homes for
older adults at risk of nursing home care.

e Arkansas developed regulations for assisted -living facilities.

e Kentucky developed and implemented an adult day care certification process. -

Legislative Devel

e Missouri developed the Elderly Health and Nutrition Act that is designed 1o stimulate coilaboration
among state and private agencies.

e  Virginia conducted a study for the state legislature on the feasibility of developing a program using

wvolunteers to assist older adults in time of crisis.
Other

e  Ohio Department of Aging eliminated the Medicaid Waiver waiting list. ODA served 15,282 clients
and ended the year with 10,000 active clients.

Figm’t 24, Developmental Accomplishments for Home and Community -Based Care, By Development

Florida
Georgie Colorado Dist of Col. Georgia Colorado Nevada Kansas
Hawaii Florida Florida Hawaii linois S. Dekota Ohio
Idabo Grorgia Hawaii Maine Towa Vermont
Kansas Towa Idaho Maryland Maine
Maine Missouri Maryland New Jersey Minnesota
Maryland Nevada Missouri N. Carolina Missouri
Missouri N. Carolina New Mexico  N. Dakota Nevada
New Jersey Pennsylvania N. Carolina Ohio New Mexico
New Mexico  Puerto Rico W, Virginia  Vermont N. Dakota
New York S. Carolina . Virginia S. Carolina
North Dakota  S. Dakota S. Dakota
Puerto Rico Utah
Rhode Island ~ Virginia
S. Carolina ~ Washington
Washington ~ W. Virginia
Wyoming ~ Wyoming
New York

*Note: Figure 24 includes only those states submitting developmental accomplishments that also coded the
developmental accomplishments by 1, se. Other states submitted substantial listings of accomplishments
but the accomplishments were not coded to by type. See Appendix I for a listing of accomplishments by
individual state. '
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B. System of Elder Rights

The Older Americans Act encourages the development of improved systems of elder rights. States
enhance elder rights through a number of services such as the long-term care ombudsman programs, legal
assistance, benefits counseling and programs addressing abuse and neglect. Many states are active in the
promotion of improved service delivery for elder rights. The accomplishments focus on activitics
undertaken to preveat abuse and neglect and to uphold/advocate for the rights of older adults.

States with accomplishments in elder rights are listed in Figure 25.

Examples of state initiatives are reported by category.
Public Education/Awareness
e Connecticut’s information and referral program implemented the BOSS System to screen and
determine eligibility for elders secking benefits information,
e Hawaii developed plans and activitics with the Elder Rights Section of the Hawaii Bar Association.
Develo
e  Washington DC Office on-Ag—i;lg supported the establishment of an imprest fund and legal

consultation fund for abused adults served by Aﬁlull Protective Services, when no other resources are
available. K

V°Note: Figure 25 includes only those states submitting developmental accomplishments that also coded
the developmental accomplishments by type. Other states submitted substantial listings of
accomplishments but the accomplishments were not coded to by type. See Appendix I for a listing of
accomplishments by individual state.

22
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. ia expanded the Abuse Intervention Program with $686,000 of state lottery funds, a 10%
increase.

Training/Educati

e Illinois® Statewide Elder Abuse and Neglect Program utilized multi-disciplinary teams to provide
support to the program’s service delivery activities. ’

o Pennsylvania provided Protective Services Training for all staff involved in the provision of Aduit
Protective Services - 700 persons attended.

e Hawaii co-sponsored a training conference for nurses aides on elder sbuse and neglect, over 200
persons attended. .

Research and Development

e  Alabama co-chaired with the Department of Human Resources the Governor’s Special Commission
on Elder Abuse and submitted policy recommendations to the Governor for his consideration.
o Colorado collected statistical and descriptive data to enhance the Elder Rights System.

i 1!

& New Mexico expanded the Qualified Medicare Beneficiary outreach efforts statewide, using
simplified enrollment forms and on-site enroliment, screened approximately 2,200 persons.

& New Jersey proposed regulations for Adult Protective Services.

Legislative Development

e Nevada advocated for revision of Elder Rights Statutes. The bill was drafied by the Division Chief of
Elder Rights. Division Staff discussed elder abuse issues with 8 variety of professionals.

e District of Columbia Office on Aging Adult Prevention Committee revised the District’s
Guardianship legislation.

Other

e Arkansas took over direct administration of Adult Protective Services

23
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SECTION VIII—HOME AND COMMUNITY-BASED LONG-TERM CARE IN
AMERICAN INDIAN AND ALASKA NATIVE COMMUNITIES (EXECUTIVE
SUMMARY)

EXECUTIVE SUMMARY

. Today, an increasing sumber of American Indian and Alaska Native elders need
assistance, and most prefer to have Jong-term care services provided in their home and
communities. 'While many people associate Jong-term care only with pursing homes, home
and community-based Jong-term care is actually much broader than this kind of care. - It
mdameﬁwﬁwthduhbmmkmmmmwmu
for limitations in their ability to function independently and helping caregivers to sustain their
soles in assisting at-risk family members and friends. These home and community-based
Jong-term care services range from the Jeast yestrictive services, usually provided in the
eommunhy. ho:&mmmﬁduwvhs.uﬂymvﬁedinumﬂ' onsuchasa
oursing 3

To learn more about specific fssues affecting home and community-based Jong-term
care in Indian country, the Administration on Aging, the Native Elder Health Care Resource
Center at the University of Colorado, and the National Resource Center on Native American
Aging at the University of North Dakota surveyed key tribal program administrators from
108 Federally recognized tribes mationwide, Information was collected about:

1)  availability of home and community-based long-term care (HCBLTC)
programs and yesources in American Indian and Alaska Native (AI/AN)
ities;

2) bow the programs and services are funded; and
3)  barriers to establishing such programs and services in AVAN
communities.
FINDINGS IN BRIEF Following are key findings of the survey:
Need and Avallablity & The peed for HCBLTC services in AVAN
of HCBLTC Services communities is extensive but is largely unmet.
> Meumwdumoﬂoﬁmavalhblem
“snecting the need are emergency medical care,

congregate and home-delivered meals and
religious and spiritual support.
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Accessibility, Acceptablilty,
and Aﬂ‘c;-dabﬂlty
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services, transportation, home-maintenance,
sutrition screening, education, and counseling are
available some of the time and the need for these
services fs partially met.

nursing facilities, are rarely available for elders
living independently and the need for

services is rarely met. : :

Hospice eare and other services designed to
emble family caregiving, such as adult day care
and respite care, were reported as rarely available
and the needs are rarely met.

Although there is an array of providers and
funding sources for HCBLTC services, these are
fragmented and insufficient to meet the need.

Family and friends are important providers of
HCBLTC services.

Wmﬁpmmemmof
funding for HCBLTC services; tribes provide
some financial support for virtually all services.

Indian elders and their Zamilies pay part of the
cost of HCBLTC services.

Available HCBLTC services were rated as
moderately to often accessible, acceptable, and
sffordable. :
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Funding Jevels, Jower priority services, litle
appreciation of Jocal need, limited access to
decision makers, and excessive segulations were
unanimously identified as barriers to continuing
previously authorized federal and state funded
programs and to developing new federal and state
funded programs.

Limited financial resources available to the tribe
is the main obstacle to developing programs and
providing HCBLTC services.

Bureaucratic procedures were identified as a
barrier 10 using most HCBLTC services. Since
there is no coordinated HCBLTC system, elders
often must meet different eligibility criteria and
complete separate applications for each service.
The paperwork required to qualify for some
programs may discourage elders with limited
reading ability to apply for HCBLTC services.

Tribes reported that excessive administrative
regulations, inadequate information, and limited
access 10 decision-makers were common barriers
0 developing and administering both federal and
state funded programs, but especially true for
state funded programs.

The providers® assumptions about eligibility,
actual eligibility criteria, and perceived quality of
care are sometimes barriers to using many

Elders® lack of awareness, uncertainty about -
eligibility, perceived need, and possible stigma
are barriers to some services.
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4

Following are major recommendations from this survey.

L d

The IHS should investigate the possibility of a
mationwide Medicaid waiver, covering the IHS
user population, for developing an AI/AN specific
Medicaid watver for providing HCBLTC services
in AVAN communities.

Larger tribes and self-governance tribes could
investigate a tribal specific Medicaid waiver.

“There must be consistency in Jegislation
authorizing the various HCBLTC services,
coordination among all agencies and programs
involved in delivering services, and flexibility to
allow Jocal programs to tailor services to meet the
peeds of their elders.

Since many programs are currently providing
information and referral assistance, it may be of
value o review what information and referral
assistance fs available and bow it is being
provided to elders in order to better coordinate
and improve the assistance.

All service providers need to be trained in
working with elders, including social and cultural
considerations, in order to provide more sensitive
and relevant services.

As fedenal funding decreases for many HCBLTC
services, advocates for elders must be involved in
all discussions of Medicare, Medicaid, and bealth
care reform to assure that the needs of AVAN
<Jders are included in any reform.

The development of comprehensive and coordinated HCBLTC programs and services
will be a Jong process made up of many steps. legkhﬁvemformisonehnpommaep.
However, equally important are developing administrative and provider expertise and
developinglnetworkofymvidmﬁththewrvieeupacitytohmdle!bescopemddepthof

potential demands for HCBLTC services.
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SECTION IX—NATIVE AMERICAN ELDERS REPORT, COVERING 1991—
1995

NATIVE AMERICAN ELDERS, 1991-1995

(Title VI Program Under the Older Americans Act)

Set;ing

This document contains results from the Nutrition and Supportive
Services Programs administered by the Administration on Aging
under Title VI of the Older Americans Act. Congress enacted
Title VI to target funds to elder Indians after Bureau of the
Census figures showed older Indians considerably worse off than
other older American populations. So the Title VI Program
provides additional help for elder Indians; it does not lessen
States and Area Agencies on Aging responsibilities to all older
Indians under other Older Americans Act Programs. This document
contains six charts with 1995 data and two detailed tables
covering the period 1991-1995. The figures were derived from
required reports submitted by Title VI grantees.

Findings

The yearly grants the Administration on Aging awards under

Title VI to Tribal organizations and the organization
representing Native Hawaiians continue to ensure that essential
services are provided to Native American elders, according to
reports from grantees. During grant year 1995, the 228 Title VI
grantees provided nearly 5.4 million Nutrition and Supportive
Services under the Indian Program (Part A) and 220 thousand
services under the Native Hawaiian Program (Part B - one
grantee). A look by categories at the services Title VI grantees
provided during grant year 1995 reveals that:

o Meals under the elder Indian Program represented more
than half (51%) of the 5.4 million services provided,
an increase of two percentage points over 1994
(Chart 1);

Access Services which include Information and Referral,
outreach, and transportation represented the next
largest proportion (28%); and

In-Home Services such as homemaker, health aid, and
chore, ranked third--making up 14% of the 5.4 million
services provided under the Indian Program.

o Meals under the Native Hawaiian Program represented
nearly a fifth of the 220 thousand Meals provided
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(19%), also increasing two percentage points over 1994
like the Indian Program (Chart 2); and

Services other than Access and In-Home ranked first
(52%) .

the Meals category is excluded:

Access Services under the elder Indian Program
represent nearly three-fifths (57%) of the remaining
2.6 million servicea (Supportive Services) Title VI
grantees provided in 1995 (Chart 3); and

In-Home Services represent over a fourth (28%).
Access Services under the Native Hawaiians Program
represent slightly more than a third (34%) of the 179
thousand gervices provided in 1955 {(Chart 4); and

Services other than Access and In-Home represent nearly
two-thirds (65%).

Tables 1 and 2 show the trend in Supportive and Nutrition
Services Title VI grantees provided under the elder Indian and
Native Hawaiian Programs for the five-year period 1991 through

1995,

-4

For Supportive Services under the Indian Program, the
tables reveal a drop in the number of services provided
in 1995 from the previocus year (2.8 vs 2.6 million).

The number of Meals provided increased gradually each
year between 1991 and 1995 (with a slight decline in
1994), ranging from 2.3 to 2.7 millions. During the
same period, Home-Delivered Meals continued to comprise
slightly more than half of the meals served each year.

For Supportive Services under the Native Hawaiian
Program, the number of services provided declined in
1994 and 1995 (193 thousand and 179 thousand
respectively).

The number of meals served during 1995 (slightly more
than 41 thousand) was somewhat similar to the previous
four years. In 1995, grantee for the Native Hawaiian
Program continued to develop the In-Home Meals
Program,
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Graphics

The attached charts and tables contain data derived from
information reported by grantees of the Title VI Program. The
document provides results based on unduplicated counts
(Unduplicated counts represent the total number of different
people served under the Nutrition and Supportive Services
Programs.) .
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SUPPORTIVE AND NUTRITION SERVICES
FOR ELDER INDIANS - 1995

CHARTS
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PERCENT AND TOTAL NUMBER OF UNITS OF SUPPORTIVE AND NUTRITION
SERVICES PROVIDED NATIVE AMERICAN ELDERS - TITLE VI 1995

(Persent may not add to 100 because of rounding)

Chart 1

Title VI-A

Access

Chart 2

Titie VI-B

In-Home
1%

other
53%

Title VI-A

Supportive Services:

Access 1,511,484
In-Home 738,688
Other 396,244

Nutrition Services:

Meals 2,736,190
TOAL 5,382,606
Title VI-B

Supportive Services:

Access 60,332
In-Home 3,171
Other 115,402

Nutrition Services:
Meals 41,449

TOTAL 220,354

( 28%)
{ 14%)
( 7%)
( 51%)

(100%)

( 27%)
( 1%)
( 52%)
( 19%)

(100%)



PERCENT AND NUMBER OF UNITS OF SUPPORTIVE SERVICES PROVIDED
NATIVE AMERICAN ELDERS - TITLE VI 1985

(Percent may not add to 100 because of rounding)

Chart 3

Title VI-A

Accesé
57%

Other
15%

In-Home
28%
Chart 4
Title VI-B
Access
In-Home 348
2%

other
65%

Title VI-A
Access Services:
Information
& Referral 630,085
Outreach 141,624
Transportation 739,775
TOTAL 1,511,484 ( 57%)

In-Home Services:
Homemaker 72,189
Health Aid 44,417
Chore 68,540
Visit 359,528
Telephone 142,538

Family Support 51,476
TOTAL, UNITS 738,688( 28%)

Legal & Ombudsman 5,005( *)
Other Services 391,239( 15%)

TOTAL UNITS 2,646,416{100%)
* Less than 0.05%

Title VI-B
Access Services 60,332( 34%)
In-Home Services 3,171( 2%)

Other Services 115,402( 65%)

TOTAL UNITS 178,305{(100%)



246

PERCENT AND NUMBER OF UNITS OF NUTRITION SERVICES
PROVIDED NATIVE AMERICAN ELDERS, TITLE VI 1995

Chart 5
Title VI-A Title VI-A
Meals
Congregate 1,283,093(47%)
c te M
ongregate Meals Home Delivered 1,453,097 (53%)
TOTAL 2,736,190(100%)
Home-Delivered Meals
53%
Chart 6 '~ Title VI-B
Meals
Congregate 38,635 ( 93%)
. Home Delivered 2,814 7%
Title VI-B ( )
TOTAL 41,449 (100%)

Congregate
93% \
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SUPPORTIVE AND NUTRITION SERVICES
FOR ELDER INDIANS, 1991-1995

TABLES
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Table 2

MATIVE AMERICAN RLDERS
NUMBER AND PERCENT CHANGE IN UNITS OF SUPPORTIVE
AND NUTRITION SERVICES PROVIDED GRANT YRARS 1591 - 1995+

Number Parcent
- (Unduplicated count) Change
Grants and
Sexvices 1991 1992 1993 1994 1995 1991-95
Title VI-A .
Grants 210 216 218 227 227 8
Supportive
Services 2,502,239 | 2,776,718 2,770,278 2,818,683 2,646,416 [
Nutrition
Services
Me‘.ll 2,312,309 2,470,991 2,638,720 2,633,460 2,736,190 18
Title VI-B
Grants 1 1 1 1 1 --
Supportive
Services 162,285 180,767 197,266 193,027 178,908 10
Nutrition
Services
Meals 40,270 40,150 41,056 39,148 41,449 3

+ Figures based on reports from grantees on the number

of grants noted in this table.
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ADMINISTRATION FOR CHILDREN AND FAMILIES

TrTLE XX SOCIAL SERVICE BLOCK GRANT PROGRAM

The major source of Federal funding for social services programs
in the States is Title XX of the Social Security Act, the Social Serv-
ices Block Grant (SSBG) program. The Omnibus Budget Reconcili-
ation Act of 1981 (Public Law 97-35) amended Title XX to estab-
lish the SSBG program under which formula grants are made di-
rectly to the 50 States, the District of Columbia, and the eligible
jurisdictions (Puerto Rico, Guam, the Virgin Islands, American
Samoa, and the Commonwealth of the Northern Mariana Islands)
for use in funding a variety of social services best suited to the
needs of individuals and families residing within the State. Public
Law 97-35 also permits States to transfer up to ten (10) percent
of their block grant funds to other block grant programs for support
of health services, health promotions and disease prevention activi-
ties, and low-income home energy assistance.

Under the SSBG, Federal funds are available without a match-
ing requirement. In fiscal year 1995, a total of $2.8 billion was al-
lotted to States. $2.381 billion was appropriated for these activities
in fiscal year 1996. Within the specific limitations in the law, each
State has the flexibility to determine what services will be pro-
vided, who is eligible to receive services, and how funds are distrib-
uted among the various services within the State. State and/or
local Title XX agencies (i.e., county, city, regional offices) may pro-
vide these services directly or purchase them from qualified agen-
cies and individuals.

A variety of social services directed at assisting aged persons to
obtain or maintain a maximum level of self-care and independence
may be provided under the SSBG. Such services include, but are
not limited to adult day care, adult foster care, protective services,
health-related services, homemaker services, chore services, hous-
ing and home maintenance services, transportation, preparation
and delivery of meals, senior centers, and other services that assist
elderly persons to remain in their own homes or in community liv-
ing situations. Services may also be offered which facilitate admis-
sion for institutional care when other forms of care are not appro-
priate. Under the SSBG, States are not required to submit data
that indicate the number of elderly recipients or the amount of ex-
penditures provided to support specific services for the elderly.
States are required, prior to the expenditures of funds under the
SSBG, to prepare a report on the intended use of the funds includ-
ing information on the type of activities to be supported and the
categories or characteristics of individuals to be served. States also
are required to report annually on activities carried out under the
SSBG. Beginning with fiscal year 1989, the annual report must in-
clude specific information on the numbers of children and adults
receiving services, the amount spent in providing each service, the
method by which services were provided, i.e., public or private
agencies, and the criteria used in determining eligibility for each
service.

Based on an analysis of post-expenditure reports submitted by
the States for fiscal year 1995, the list below indicates the number
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of States providing certain types of services to the aged under the
SSBG.

Number of States?

Services:
Home-Based ServiCes 2 .........cooieiiiieeiiiiiieiiieeeiee e eeiree e esereeesvreeesvaeeeeeneeas 45
Adult Protective SEIVICES ......ccciceeevivieeriiieeriieeesireeeeireeeeiereeessneeessseeessssesesnns 35
Transportation SEIVICES .........ccccccvieeeceeeriiiereeiieeeerreeesreeeesereeesereeessaeesssseeas 29
AdUIt DAY CATE ....oveeeeiiieeiiieecieeeeeee et e eetee et e e e tre e e s e e e e saeeesssaeesnesaeennnes 29
Health Related Services ........cccceoveeveiiieeiiiiieeieeeeiee e esree e svee e eeneeseeeaees 21
Information and Referral ...........ccccovviiiiiiiiiiniiiieieeceecee e 27
Home Delivered/Congregate Meals 22
Adult Foster Care ..........cccuueunn.e. 15

HOUSINEG .ottt et et sttt e e et e e e satae e e aeaeas 12
1Includes 50 States, the District of Columbia, and the five eligible territories and insular
arg?rsl}:ludes homemaker, chore, home health, companionship, and home maintenance services.
In enabling the elderly to maintain independent living, most
States provide Home-Based Services which frequently includes
homemaker services, companion and/or chore services. Homemaker
services may include assisting with food shopping, light house-
keeping, and personal laundry. Companion services can be personal
aid to, and/or supervision of aged persons who are unable to care
for themselves without assistance. Chore services frequently in-
volve performing home maintenance tasks and heavy house-
cleaning for the aged person who cannot perform these tasks.
Based on the FY 95 data, 35 States provided Adult Protective Serv-
ices to persons generally sixty years of age and over. These services
may consist of the identification, receipt, and investigation of com-
plaints and reports of adult abuse. In addition, this service may in-
volve providing counseling and assistance to stabilize a living ar-
rangement. If appropriate, Adult Protective Services also may in-
clude the provision of, or arranging for, home based care, day care,
gle:ill service, legal assistance, and other activities to protect the el-
erly.

Low INcOME HOME ENERGY ASSISTANCE PROGRAM

The Low Income Home Energy Assistance Program (LIHEAP) is
one of six block grant programs administered within the Depart-
ment of Health and Human Services (HHS). LIHEAP is adminis-
tered by the Office of Community Services (OCS) in the Adminis-
tration for Children and Families.

LIHEAP helps low income households meet the cost of home en-
ergy. The program is authorized by the Omnibus Budget Reconcili-
ation Act of 1981, as amended most recently by the Augustus F.
Hawkins Human Services Reauthorization Act of 1990, the NIH
Revitalization Act of 1993 (P.L. 103—43), and the Human Services
Amendments of 1994 (P.L. 103—-252). In fiscal year 1989, Congress
appropriated $1.383 billion for the program. Congress appropriated
$1.443 billion for LIHEAP in fiscal year 1990, which included $50
million in supplemental appropriations. In fiscal year 1991, Con-
gress appropriated $1.415 billion plus a contingency fund of $195
million, which went into effect when fuel oil prices went above a
certain level. For FY 1992, $1.5 billion was appropriated, plus a
contingency fund of $300 million that would have been triggered if
the President had declared an emergency and had requested the
funds from Congress. Congress appropriated funding of
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$1,346,029,877 for FY 1993, plus a contingency fund of
$595,200,000 that would have been triggered if the President had
declared an emergency and had requested the funds from Congress.
For FY 1994, Congress appropriated $1,437,408,000, of which
$141,950,240 could be used by grantees to reimburse themselves
for FY 1993 expenses. In addition, Congress rescinded some funds
and appropriated energy emergency contingency funds of
$300,000,000, which were released when the President declared an
emergency and requested the funds from Congress, thus providing
a total of $1,737,392,360 for FY 1994. The FY 1994 appropriations
act provided advance FY 1995 funds of $1.475 billion. The FY 1995
HHS appropriations act rescinded part of the advance FY 1995 ap-
propriations included in the FY 1994 appropriations law, leaving
funding of $1,319,202,479 for FY 1995. In addition, Congress ap-
propriated energy emergency contingency funds of $300,000,000, of
which $100 million were released when the President declared an
emergency and requested the funds from Congress, thus providing
a total of $1,419,202,479 for FY 1995. The FY 1995 HHS appropria-
tions law also provided for advance FY 1996 funding of
$1,319,204,000. Congress rescinded part of the advance funding for
FY 1996 in the FY 1995 supplemental appropriations law and in
the FY 1996 appropriations law, leaving funding of $899,997,500.
In addition, Congress appropriated energy emergency contingency
funds of $300,000,000, of which $180 million were released when
the President declared an emergency and requested the funds from
Congress, thus providing a total of $1,079,997,500 for FY 1996.
Congress did not appropriate in advance for FY 1997.

Block grants are made to States, territories, and eligible appli-
cant Indian Tribes. Grantees may provide heating assistance, cool-
ing assistance, energy crisis interventions, and low-cost residential
weatherization or other energy-related home repair to eligible
households. Grantees can make payments to households with in-
comes not exceeding the greater of 150 percent of the poverty level
or 60 percent of the State’s median income.l Most households in
which one or more persons are receiving Aid to Families with De-
pendent Children, Supplemental Security Income, Food Stamps or
need-tested veterans’ benefits may be regarded as categorically eli-
gible for LIHEAP.

Low income elderly households are a major target group for en-
ergy assistance. They spend, on average, a greater portion of their
income for heating costs than other low income households. Grant-
ees are required to target outreach activities to elderly or handi-
capped households eligible for energy assistance. In their crisis
intervention programs, grantees must provide physically infirm in-
dividuals the means to apply for assistance without leaving their
homes, or the means to travel to sites where applications are ac-
cepted.

In fiscal year 1995, about 34 percent of households receiving as-
sistance with heating costs included at least one person age 60 or
over, as estimated by the March 1995 Current Population Survey.

1Beginning with fiscal year 1986, States are prohibited from setting income eligibility levels
lower than 110 percent of the poverty level.
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OCS is a member of the National Energy and Aging Consortium,
which focuses on helping older Americans cope with the impact of
high energy costs and related energy concerns.

No major program and policy changes for the elderly occurred in
the 1990 or 1993 reauthorization legislation. The 1994 reauthoriza-
tion legislation specifically allows grantees to target funds to vul-
nerable populations, mentioning by name “frail older individuals”
and “individuals with disabilities”. No new initiatives commenced
in 1995 or 1996 that impacted on the status of older Americans.

THE COMMUNITY SERVICES BLOCK GRANT (CSBG) AND THE
ELDERLY

I. Community Service Block Grant—The Community Service
Block Grant Act (Subtitle B, Public Law 97-35 as amended) is au-
thorized through fiscal year 1998. The Act authorizes the Sec-
retary, through the Office of Community Services (OCS), an office
within the Administration for Children and Families in the Depart-
ment of Health and Human Services, to make grants to States and
Indian tribes or tribal organizations. States and tribes have the au-
thority and the flexibility to make decisions about the kinds of local
projects to be supported by the State or tribe, using CSBG funds.
The purposes of the CSBG program are:

(A) to provide a range of services and activities having a
measurable and potentially major impact on causes of poverty
in the community or those areas of the community where pov-
erty is a particularly acute problem.

(B) to provide activities designed to assist low income partici-
pants including the elderly poor—

(i) to secure and retain meaningful employment;

(i1) to attain an adequate education;

(ii1) to make better use of available income;

(iv) to obtain and maintain adequate housing and a suit-
able living environment;

(v) to obtain emergency assistance through loans or
grants to meet immediate and urgent individual and fam-
ily needs, including the need for health services, nutritious
food, housing, and employment-related assistance;

(vi) to remove obstacles and solve problems which block
the achievement of self-sufficiency;

(vii) to achieve greater participation in the affairs of the
community; and

(viii) to make more effective use of other programs relat-
ed to the purposes of the subtitle,

(C) to provide on an emergency basis for the provision of
such supplies and services, nutritious foodstuffs and related
services, as may be necessary to counteract conditions of star-
vation and malnutrition among the poor;

(D) to coordinate and establish linkages between govern-
mental and other social services programs to assure the effec-
tive delivery of such services to low income individuals; and

(E) to encourage the use of entities in the private sector of
the community in efforts to ameliorate poverty in the commu-
nity; (Reference Section 675(c)(1) of Public Law 97-35, as
amended).
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It should be noted that although there is a specific reference to
“elderly poor” in (B) above, there is no requirement that the States
or tribes place emphasis on the elderly or set aside funds to be spe-
cifically targeted on the elderly. Neither the statute nor implement-
ing regulations include a requirement that grant recipients report
on the kinds of activities paid for from CSBG funds or the types
of indigent clients served. Hence, it is not possible for OCS to pro-
vide complete information on the amount of CSBG funds spent on
the elderly, or the number elderly, or the numbers of elderly per-
sons served.

II. Major Activities or Research Projects Related to Older Citi-
zens in 1995 and 1996—The Office of Community Services made no
major changes in program or policy related to the CSBG program
in 1995 or 1996. The Human Services Reauthorization Act of 1986
contained the following language: “each such evaluation shall in-
clude identifying the impact that assistance . . . has on . . . the
elderly poor.” The reauthorization act of 1994 requires local com-
munity action agencies to include a description of how linkages will
be developed to fill identified gaps in services through information,
referral, case management, and followup consultations as well as
a description of outcome measures to be used to monitor success in
promoting self sufficiency, family stability and community revital-
ization. As a result, the CSBG Task Force on Monitoring and As-
sessment, a representative body of eligible entities, established a
goal which states, “Low-income people, especially vulnerable popu-
lations, achieve their potential by strengthening family and other
support systems”. This goal assists local, state and federal agencies
to focus jointly on vulnerable populations, particularly the frail el-
derly.

III. Funding Levels—Funding levels under the CSBG program
for States and Indian Tribes or tribal organizations amounted to
$389.6 million in fiscal year 1995. For fiscal year 1996, $389.5975
million was appropriated.

AGING AND DEVELOPMENTAL DISABILITIES PROGRAM
CRITICAL AUDIENCES PROJECT

Grantee: Institute for the Study of Developmental Disabilities,
Indiana University.

Project Director: Barbara Hawkins, Ph.D., (812) 855-6506; Fax
(812) 855-9630.

Project Period: 7/1/90-6/30/96, FY ’90-$90,000, FY ’91-$90,000,
FY ’92-$90,000, FY ’93-$90,000, FY ’94-$90,000, FY ’95-$99,000,
FY '96-$72,364.

The project provides training in a late-life functional-develop-
mental model for audiences that are critical to effective planning
and care of older persons. Activities include developing training
modules and instructional videos for interdisciplinary university
credit courses, and illustrating the model by demonstration projects
in community retirement settings.

CENTER ON AGING AND DEVELOPMENTAL DISABILITIES/CADD

Grantee: University of Miami/CADD, Miami, FL.
Project Director: John Stokesberry, Ph.D., (305) 325-1043.
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Project Period: 7/1/90-6/30/96, FY ’90-$90,000, FY ’91-$90,000,
FY ’92-$90,000, FY ’93-$90,000, FY ’94-$90,000, FY ’95-$99,000,
FY ’96-$72,364.

CADD is providing education and training to service providers,
parents and families; advocacy and outreach for consumers, infor-
mation to the public on aging and developmental disabilities; net-
working, policy direction and community-based research. Materials
will include a manual for parents/ caregivers, a resource guide and
a handbook on developing a peer companion project.

INTERDISCIPLINARY TRAINING CENTER

Grantee: UAP—Institute for Human Development, University of
Missouri-Kansas City.

Project Director: Gerald J. Cohen, J.D., M.P.A., (816) 235-1770;
Fax (816) 235-1762.

Project Period: 7/1/90-6/30/96, FY ’91-$90,000, FY ’92-$90,000,
FY ’93-$90,000, FY ’94-$90,000, FY ’95-$99,000, FY '96-$72,364.

The Center addresses personnel preparation needs with a focus
on administration, interdisciplinary training, exemplary services,
information/technical assistance/research; and evaluation. Mate-
rials include training guide for aging, infusion models, inservice fel-
lowship curriculum, resource bibliography, guide for training volun-
teers, and course syllabus.

TRAINING MODELS FOR RURAL AREAS

Grantee: Montana University Affiliated Rural Institute on Dis-
abilities, Missoula, MT.

Project Director: Philip Wittekiend, M.S., (406) 243-5467; Fax
(406) 243—2349.

Project Period: 7/1/90-6/30/96, FY ’90-$90,000, FY ’91-$90,000,
FY ’92-$90,000, FY ’93-$90,000, FY ’94-$90,000, FY ’95-$99,000,
FY ’96-$72,364.

Montana’s focus is on linking exiting networks and expertise to
meet the unique needs of a rural area with sparse populations and
limited professional resources. The project will develop audio con-
ference packages with simultaneous long distance training for re-
mote areas and involve nontraditional networks such as churches
and senior groups.

CONSORTIUM OF EDUCATIONAL RESOURCES

Grantee: UAP—University of Rochester Medical Center, Roch-
ester, NY.

Project Director: Jenny C. Overeynder, ACSW, (716) 275-2986;
Fax (716) 256—2009.

Project Period: 7/1/90-6/30/96, FY ’90-$90,000, FY ’91-$90,000,
FY ’92-$90,000, FY ’93-$90,000, FY ’94-$90,000, FY ’95-$99,000,
FY ’96-$72,364.

An inter-university interdisciplinary consortium of educational
resources in gerontology and developmental disabilities is being es-
tablished in western New York, to be linked to local and state net-
works. The project will develop and implement preservice and in-
service education curriculum for direct care and nursing home
staff.
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AGING AND DEVELOPMENTAL DISABILITIES CLINICAL ASSESSMENT,
TRAINING AND SERVICE

Grantee: Waisman Center UAP, University of Wisconsin-Madi-
son.

Project Director: Gary B. Seltzer, Ph.D. (608) 263-1472; Fax
(608) 263—0529.

Project Period: 7/1/90-6/30/96, FY ’90-$90,000, FY ’91-$90,000,
FY ’92-$90,000, FY ’93—-$90,000, FY ’94-$90,000, FY ’95-$99,000,
FY ’'96-$72,364.

Waisman Center operates an interdisciplinary clinic, provides
training to health care and other professionals, and disseminates
information and technical assistance to director care networks. Ma-
terials include a functional assessment instrument and curricula
for medical students, geriatric fellows and physician assistants.

INTERDISCIPLINARY TRAINING MODELS (IDT)

Grantee: UAP, College of Family and Consumer and Consumer
Sciences.

Project Director: Zolinda Stoneman, Ph.D., (404) 542-4827; Fax
(404) 542-4815.

Project Period: 7/1/90-6/30/96, FY ’91-$90,000, FY ’92-$90,000,
FY ’93-$90,000, FY ’94-$90,000, FY ’95-$99,000, FY ’96-$72,364.

This project is using IDT models for graduate and undergraduate
training, developing community-based internship and practicum
sites; collecting audiovisual materials for dissemination; and pro-
viding information to the UAP regional information and referral
service. Products will include training videotapes and modules,
course materials, and radio program recordings.

TRAINING INITIATIVE IN AGING AND DEVELOPMENTAL DISABILITIES

Grantee: Institute for the Study of Developmental Disabilities,
University of Illinois at Chicago.

Project Director: David Braddock, Ph.D., (312)-413-1647.

Project Period: 7/1/93-6/30/96, FY ’93—-$90,000, FY ’94-$90,000,
FY ’95-$99,000, FY *96-$72,364.

The project addresses three priority areas emerging from the
UAP’s research activities and clinical programs: (1) advocacy and
futures planning for older adults with developmental disabilities
and their families; (2) to maintain functioning and promote commu-
nity inclusion for aging persons with cerebral palsy; and (3) to en-
hance the psychosocial well-being of aging persons with Down Syn-
drome and bolster older families’ caregiving efforts.

COMMUNITY MEMBERSHIP THROUGH PERSON-CENTERED PLANNING

grantee: Eunice Kennedy Shriver Center, Inc. Shriver Center
UAP.

Project Director: Karen E. Gould, Ph.D., (617) 642—0238.

Project Period: 7/1/92-6/30/96, FY ’92-$89,999, FY ’93-$89,999,
FY ’94-$89,999, FY ’95-$99,000, FY ’96-$72,364.

The Center has two primary goals which are: (1) to implement
a service delivery model that creates a new vision for individuals
who are labeled “old” and “developmentally disabled” in Massachu-
setts, one in which entry into valued adult roles is expected and ca-
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pacities and interests form the basis for structuring support; and
(2) to provide training to persons with developmental disabilities,
family members and friends, graduate students, professionals and
community members so that they can develop the skills necessary
to support community entry and inclusion in valued roles and rela-
tionships for older adults with developmental disabilities, and learn
to use these skills in other settings.

A COLLABORATIVE INTERDISCIPLINARY TRAINING APPROACH TO IM-
PROVE SERVICES TO AGING PERSONS WITH DEVELOPMENTAL DIS-
ABILITIES

Grantee: Institute for Disability, University of Southern Mis-
sissippi.

Project Director: Valerie M. De Coux, (601) 266—5163.

Project Period: 7/1/93-6/30/96, FY ’93-$90,000, FY ’94-$90,000,
FY ’95-$99,000, FY ’96-$72,364.

The project develops a collaborative interdisciplinary training ap-
proach to meet pre-service, in-service, and consumer needs. Train-
ing of professionals and paraprofessionals occurs at both the pre-
service and in-service levels and focuses on cross-network training
in best practices which ensures an optimal quality of life for older
persons with developmental disabilities.

NORTH DAKOTA PROJECT FOR OLDER PERSONS WITH DEVELOPMENTAL
DISABILITIES

Grantee: North Dakota Center for Disabilities, Minot State Uni-
versity.

Project Director: Dr. Rita Curl and Dr. Demetrios Vassiliou, (701)
857-3580.

Project Period: 7/1/93-6/30/96, FY ’93—-$90,000, FY ’94-$90,000,
FY ’95-$99,000, FY *96-$72,364.

The project seeks to upgrade the training opportunities available
to North Dakotans; (1) project staff works with pre-service geriatric
programs to develop strong DD components; (2) project staff ex-
pands on an existing inservice training program to provide infor-
mation on aging DD service provision; and (3) the project supports
the development of training opportunities for secondary consumer
and advocates.

INTERDISCIPLINARY TRAINING INITIATIVE ON AGING AND
DEVELOPMENTAL DISABILITIES

Grantee: Graduate School of Public Health, University of Puerto
Rico—Medical Sciences.

Project Director: Dr. Margarita Miranda, (809) 758-2525, ext.
11453, (809) 754—4377.

Project Period: 8/2/94-6/30/97, FY ’94-$90,000, FY ’95-$90,000,
FY '96-$72,364, FY *97-$90,000.

The project provides pre-service training including practical expe-
rience on best practices in serving the older population with devel-
opmental disabilities to three (3) graduate and to three (3) under-
graduate students from different disciplines per year (from the sec-
ond funding year on); provides culturally adapted in-service train-
ing to the Catano Family Health Center’s interdisciplinary team
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and to at least 40 professionals in the aging service per year
through the Graduate School and implementation of five regional
Seminars on Aging and Developmental Disabilities throughout
Puerto Rico.

OFFICE OF THE ASSISTANT SECRETARY FOR PLANNING
AND EVALUATION

The Office of the Assistant Secretary for Planning and Evalua-
tion (ASPE) serves as the principal advisor to the Secretary on pol-
icy and management decisions for all groups served by the Depart-
ment, including the elderly. ASPE oversees the Department’s legis-
lative development, planning, policy analysis, and research and
evaluation activities and provides information used by senior staff
to develop new policies and modify existing programs.

ASPE is involved in a broad range of activities related to aging
policies and programs. It manages grants and contracts which
focus on the elderly and coordinates other activities which inte-
grate aging concerns with those of other population groups. For ex-
ample, the elderly are included in studies of health care delivery,
poverty, State-Federal relations and public and private social serv-
ice programs.

ASPE also maintains a national clearinghouse which includes
aging research and evaluation materials. The ASPE Policy Infor-
mation Center (PIC) provides a centralized source of information
about evaluative research on the Department’s programs and poli-
cies by tracking, compiling, and retrieving data about ongoing and
completed HHS evaluations. In addition, the PIC data base in-
cludes reports on ASPE policy research studies, the Inspector Gen-
eral’s program inspections and investigations done by the General
Accounting Office and the Congressional Budget Office. Copies of
final reports of the studies described in this report are available
from PIC.

During 1995 and 1996, ASPE undertook or participated in the
following analytic and research activities which had a major focus
on the elderly.

1. POLICY DEVELOPMENT—AGING

Task force and Alzheimer’s disease

As a member of the DHHS Council on Alzheimer’s Disease,
ASPE helps prepare the annual report to Congress on selected as-
pects of caring for persons with Alzheimer’s Disease. The report fo-
cuses on the Department’s current and planned services and re-
search initiatives on the disease.

Federal Interagency Forum on Aging-Related Statistics

ASPE is a member of the Federal Interagency Forum on Aging-
Related Statistics. The Forum was established to encourage the de-
velopment, collection, analysis, and dissemination of data on the
older population. The Forum seeks to extend the use of limited re-
sources among the agencies through joint problem-solving, identi-
fication of data gaps, and improvement of the statistical informa-
tion bases on the older population.
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Departmental Data Planning and Analysis Work Group

The Data Planning and Analysis Work Group chaired by ASPE
analyzes Departmental data requirements and develops plans for
fostering the full utilization of such data. The Group identifies
needs for data within DHHS, evaluates the capacity of current sys-
tems to meet these needs and prepares recommendations for the ef-
fective performance of DHHS data systems.

Long-term care microsimulation model

During 1995 and 1996, ASPE continued to use extensively the
Long-Term Care Financing Model developed by ICF and the Brook-
ings Institution. The model simulates the use and financing of
nursing home and home care services by a nationally representa-
tive sample of elderly persons. It gives the Department the capacity
to simulate the effects of various financing and organizational re-
form options on public and private expenditures for long-term care
services.

2. RESEARCH AND DEMONSTRATION PROJECTS
Panel Study of Income Dynamics

University of Michigan, Institute for Social Research—Principal in-
vestigators: Sandra Hofferth, Frank Stafford

Through an interagency consortium coordinated by the National
Science Foundation, ASPE assists in the funding of the Panel
Study of Income Dynamics (PSID). This is an ongoing nationally
representative longitudinal survey that began in 1968 under the
auspices of the Office of Economic Opportunity (OEO). The PSID
has fathered information on family composition, employment,
sources of income, housing, mobility, health and functioning, and
other subjects. The current sample size is over 7,000 persons, and
an increasing number of them are elderly. The data files have been
disseminated widely and are used by hundreds of researchers in
this and other countries to get an accurate picture of changes in
the well-being of different demographic groups, including the elder-

ly.

Funding: ASPE and HHS precursors: FY67 through FY79—
$10,559,498; FY80—$698,952; FY81—$600,000; FY82—$200,000;
FY83—$251,000; FY84—$550,000; FY85—$300,000; FY86—
$225,000; FY87—$250,000; FY88—$250,000; FY89—$250,000;
FY90—$300,000; FY93—$300,000; FY94—$800,000; FY95—
$300,000; FY96—$300,000; FY97—$300,000.

End date: Ongoing.

Assets and health dynamics (AHEAD) of the oldest old

University of Michigan, Survey Research Center—Principal inves-
tigators: Regula Herzog, U. Michigan, Beth Soldo, Georgetown
Univ.

Beginning in 1992 the Health and Retirement Survey, which is
funded principally by the National Institute in Aging, began to fol-
low a cohort of men and women aged 51 to 61 to track various as-
pects of health status, retirement patterns and use of health and
other services.
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The AHEAD survey is a companion to the HRS. It surveys a na-
tionally representative community sample of persons aged 70 and
over. It was first fielded in 1993 and is administered every two
years longitudinally. AHEAD focuses on a variety of key aging-re-
lated issues, such as health and functional status, family structure
and transfers, income and wealth; health insurance; and work ac-
tivities. In 1994, ASPE funded an Early Results Workshop at the
University of Michigan, at which a number of papers were pre-
sented using AHEAD data. The workshop papers subsequently be-
came the basis for a Special Issue of the Journal of Gerontology:
Psychological and Social Sciences (May 1997) on AHEAD.

Funding: FY94—$30,000 (for Early Results Workshop).

End date: September 1994.

Analysis of State Board and Care Regulations and Their Effects on
the Quality of Care

Research Triangle Institute—Principal investigator: Catherine
Hawes

As the nation’s long-term care system evolves, more emphasis is
being placed on home and community-based care as an alternative
to institutional care. Community-based living arrangements for de-
pendent populations (disabled elderly, mentally ill, persons with
mental retardation/developmental disabilities) play a major role in
the continuum of long-term care and disability-related services.
Prominent among these arrangements are board and care homes.
There is a widespread perception in the Congress and elsewhere
that too often board and care home residents are the victims of un-
safe and unsanitary living conditions, abuse and neglect by opera-
tors, and fraud.

This project analyzed the impact of State regulations on the
quality of care in board and care homes in ten States and docu-
mented the characteristics of board and care facilities, their owners
and operators, and collect information on the health status, level
of dependency, program participation and service needs of resi-
dents. Key findings were the B&C residents are significantly older
and more frail than was true a decade ago. Appropriate regulation
and licensure requirements result in homes that are better pre-
pared to meet the needs of the resident population. Thee include:
(1) greater availability of supportive services (2) lower use of psy-
chotropic drugs and medications and (3) more operator training in
the care of the frail elderly and other persons with disabilities.

Funding: FY 1989—$350,000; FY 1990—$300,000; FY 1991—
$400,000.

End date: September 1995.

Evaluation of the Elderly Nutrition Program

Mathematica Policy Research—Principal investigator: Michael
Ponza

At the request of Congress (Section 206 of the 1992 Older Ameri-
cans Act Amendments), the Department of Health and Human
Services in conducting an evaluation of the Elderly Nutrition Pro-
gram. The evaluation, which is co-sponsored by ASPE and the Ad-
ministration on Aging, provided estimates of the impact of the pro-
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gram’s nutritional components on the nutrition, health, function-
ing, and social well being of participants. It described how the pro-
gram is administered, operated and funded, and the effectiveness
of those components. The study also described and compared the
characteristics of congregate and home-delivered meal participants,
and assessed how well the program reached special populations,
such as low-income and minority elderly. The study covered 57
State Units on Aging, 250 Area Agencies on Aging, 100 Indian
Tribal Organizations and 200 Nutrition Projects. The key findings
were that people who participated in the Elderly Nutrition Pro-
gram have higher daily intake of key nutrients than similar non-
participants, that participants have more social contacts per month
than similar nonparticipants and that most participant are satis-
fied with ENP services.

Funding: FY 1993—$1,200,000; FY 1994—$1,245,000.

End date: September 1995.

A national study of assisted living for the frail elderly

Research Triangle Institute—Principal investigator: Catherine
Hawes

ASPE has commissioned a national study of assisted living. As-
sisted living refers to residential settings that combine housing,
personal assistance and other supportive service arrangements for
persons with disabilities. These settings are thought to offer great-
er autonomy and control to consumers over their living and service
arrangements than is typically provided by more traditional resi-
dential settings, such as nursing homes or board and care homes.
The study will focus on such issues as (a) trends the supply of as-
sisted living facilities, (b) barriers to development (c) the existing
regulatory structure, (d) the extent to which assisted living em-
bodies in reality the principles of consumer autonomy and choice
in a supportive residential setting, and (e) the effect of such fea-
tures (or their absence) on persons who live and work in assisted
living facilities. The study will include data from owner/operators,
stlaff and residents from a national sample of 690 assisted living fa-
cilities.

Funding: FY94-$200,000; FY 96-$200,000.

End date: July 1999.

Creating a multistate database for dual eligibles

Mathematica Policy Research (MPR)—Principal investigator: Sue
Dodds

There has been growing interest in the service utilization and ex-
penditure patterns of individuals enrolled in both Medicare and
Medicaid (i.e., dual eligibles). In order to provide important data on
these populations, two ASPE offices (HP and DALTCP) collaborate
with HCFA to fund a project that will link Medicare and Medicaid
data in 10-12 states. This is an effort to develop a uniform data-
base that can be utilized by both States and the Federal Govern-
ment to improve the efficiency and effectiveness of both acute and
long-term care services provided to these populations. More specifi-
cally, the project strengthens the ability of HHS and States to de-
velop effective risk-adjusted payment methods for dual eligibles,
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and further understanding of how interactions between the Medi-
care and Medicaid programs affect the access, costs and quality of
services received by dually eligible beneficiaries.

Funding information: FY 97—$1,024,000 (ASPS funds—
$350,000)

End date: Fall 2000

Impact of Medicare HMO Enrollment on health care costs in Cali-
fornia

RAND—Principal investigator: Glenn Melnick

This work is an extension of previous APSE—funded work. The
contractor performs three major activities including: (1) updating
the earlier analysis of competition and selective contracting in Cali-
fornia to the most recent year available; (2) analyzing the effects
of Medicare managed care penetration on hospital Medicare Costs
and Utilization at the county level; and (3) analyzing the effects on
beneficiary utilization and costs of joining managed care plans. In
addition, the feasibility of conducting a fourth analysis will be as-
sessed; namely to replicate analysis number three for beneficiaries
who have withdrawn from Medicare managed care plans in the re-
cent past to try to see if such beneficiaries are different from those
who remain in managed care. The contractor will put out a public
use file with documentation of the materials gathered since 1980
with ASPE support beginning in 1987.

The project builds upon previous ASPE-funded work. It compares
pre-managed care enrollment characteristics, service utilization,
and costs among demographically-matched individuals in standard
Medicare and Medicare HMOs. In addition, the project includes
comparisons with a third group of persons who disenrolled from
Medicare HMOs. This data will then be used to build prediction
models for subsequent years.

Funding: FY 94—$531,000; FY 97—$160,000.

End date: Fall 1998.

SENATE SPECIAL COMMITTEE ON AGING’S ANNUAL
REPORT—CDC UPDATE FOR 1995 AND 1996

(1) National Center for Chronic Disease Prevention and Health Pro-
motion (NCCDPHP)

In the paragraph regarding Quality-of-Life, page 175, please
change “1993” to “1993-1996” (with respect to BRFSS).

There are about three paragraphs of program-specific language
at the end of the report, regarding Diabetes and Breast and Cer-
vical Cancer.

(2) National Center for Environmental Health

The following programs should be added to update the informa-
tion for 1995-1996:

The National Center For Environmental Health (NCEH) has col-
laborated in a study of 180 women to determine risk factors for
osteoporosis, including vitamin D receptor polymorphisms.

NCEH has spearheaded the establishment of the Cholesterol Ref-
erence Method Laboratory Network (CRMLN) that helps assure the
quality of total cholesterol and HDL cholesterol measurements in
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clinical laboratories in the United States. High quality cholesterol
measurements assure correct diagnosis and treatment of elevated
cholesterol levels.

The Office on Disability and Health (ODH) at NCEH is collabo-
rating with the NCCDPHP in two activities that relate to the proc-
ess of aging. First, ODH is partnering with the Health Care and
Aging Branch in the Johnston County Osteoarthritis Longitudinal
Study to describe the epidemiology of secondary conditions in per-
sons with hip and knee osteoarthritis that result in functional limi-
tation and disability.

Second, ODH provides technical assistance to disability related
activities within the University of Washington Center for Health
Promotion in Older Adults, A NCCDPHP Prevention Research Cen-
ter. Aims of this prevention center related to disabilities include (a)
implementing community-wide elderly chronic disease and disabil-
ity reduction efforts under the auspices of a public health depart-
ment; (b) design and evaluate strategies for recruiting people with
disabilities to participate in health promotion interventions; (c) de-
velop measures of attitudes, behaviors, performance, and health re-
lated quality of life for persons with disabilities; and (d) develop a
method to evaluate prevention effectiveness for interventions on
disability.

(3) National Center for Health Statistics

The following changes and additions should be made for 1995—
1996 (The Section for NCHS begins on p. 177):

International Collaborative Effort on Measuring the Health
and Health Care of the Aging

Page 178 top of the page—

Strike “Health Promotion and Disease Prevention Among the
Aged: USA and the Netherlands,” and add “and” to the end of the
last phrase on p. 177.

1st full paragraph on p. 178, 2nd sentence should read: A third
and final international symposium was held in 1996 to present
final research results and address issues of implementation. Pro-
ceedings will be published.

3rd sentence fine. Add to publications:

LTC In Five Nations, Canadian Journal on Aging, Vol. 15,
Suppl. 1, 1996. The journal issue contains individual articles
about LTC in Australia, Canada, The Netherlands, Norway,
and the U.S. Articles on LTC in the U.S. include one on insti-
tutional care by J. Van Nostrand and another on home care by
R. Clark.

E. Bacon, S. Maggi, A Looker, et al, International Compari-
sons of Hip Fracture Rates in 1988-89, Osteoporosis Inter-
national, Vol. 6, pp. 69-75, 1996

Last paragraph, last sentence, strike “NCHS Coordinator of Data
on Aging” replace with: Project Director, ICE on Aging, * * * Room
1100, * * * 20782 * * *(301) 436-7062.

Federal Interagency Forum on Aging-Related Statistics

Second paragraph, strike to end of section and replace with:
In 1995-96, the Forum produced the following publications:
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Trends in the Health of Older Americans: United States,
1994 Vital Health Statistics 3(30), 1995.

a bibliography, Health of an Aging America: 1994 Bibliog-
raphy, guide to Reports About Older Americans from the Na-
tional Center for Health Statistics.

Policy for Aging over the Next Decade: Priority Data Needs
for Health and Long Term Care

Summary of Data Sources on Alzheimer’s Disease and Relat-
ed Dementia from the National Center for Health Statistics

Measuring Cognitive Impairment in Population-Based Sur-
veys

Replace with the following:

A Work Group has been established by the Federal Interagency
Forum on Aging-Related Statistics with the task of strengthening
the measurement of cognitive impairment in national, population-
based surveys. This activity builds on the previous work of the
Forum in developing research recommendations for strengthening
assessment of cognitive impairment. Specific activities for 1995-96
were to: (1) identify the state-of-the-art in measuring cognitive im-
pairment of the elderly in national surveys, and (2) implement a
research agenda for strengthening its measurement in national
surveys. Results of the research activity include:

B. Gurland, D. Wilder, et al, A flexible system of detection
for Alzheimer’s Disease and related dementias, Aging: Clinical
and Experimental Research, Vol. 7, No. 3, pp. 165-172, 1995.

R. Herzog, “Approaches to Measuring Cognitive Functioning
in Large Scale Surveys: Review of the Literature and Analysis
of Data form the Assets and Health Dynamics Among the Old-
est-Old Survey, Occasional Paper of the Forum.

National Mortality Followback Survey: 1986 and 1993
Replace paragraph 4 with:

The 1993 Survey is comprised of a nationally representa-
tive sample of approximately 23,000 decedents 15 years of
age or over who died in 1993, with over-sampling of some
groups including black decedents, females, persons under
35 years, and centenarians. The design parallels that of
the 1986 survey, with additional emphasis on deaths due
to external causes, that is, accidents, homicides, and sui-
cides, as well as disability in the last year of life. Hospital
records are not included in the 1993 survey, but medical
examiner/coroner records are included. A preliminary file
is planned for release to the public in February 1998, and
a final file containing the medical examiner/coroner infor-
mation will be released later in 1998.

National Health Interview (NHIS): Special Topics

Insert the word “Survey” after Interview in the section title
above.

Paragraph 1—after 1st sentence revise to read: Data collection
has been completed for the special health topics on disabilities. The
disability topic had two phases. The first phase questionnaire iden-
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tified persons with disabilities. The second phase collected detailed

ok ok
Change the beginning of the next 2 paragraphs to read:

Disability Phase 1 included questions on: sensory, * * *
Disability Phase 2 included questions on: housing * * *

Add to the end of the last paragraph: The first year of the Phase
I Disability file was released in 1996. The remainder of the Disabil-
ity files will be released in 1998.

Note: Reverse the order of the next 2 sections placing the SOA
II writeup after the LSOA writeup.

Longitudinal Study of Aging
Replace the entire section with the following:

The Longitudinal Study of Aging (LSOA) is a collabo-
rative effort of the National Center for Health Statistics
and the National Institute on Aging. The baseline informa-
tion for the LSOA came from the Supplemental on Aging
(SOA), a supplemental to the 1984 National Health Inter-
view Survey (NHIS).

The SOA is comprised of a nationally representative
sample of 16,148 civilians 55 years of age and over living
in the community at the time of the 1984 NIHS. The Sup-
plement obtained data on the health of older Americans,
information on housing, including barriers and ownership;
social and familial support, including number and proxim-
ity of children and recent contacts in the community; re-
tirement, including reasons for retirement and sources of
retirement income; and physical functioning measures, in-
cluding activities of daily living, instrumental activities of
daily living, and work-related activities.

The sample for the LSOA is comprised of the 7,527 per-
sons who were 70 years of age and over at the time of the
SOA. The survey was designed to measure changes in
functional status and living arrangements, including insti-
tutionalization, as persons moved into and through the
oldest ages. The baseline SOA interviews were conducted
in-person. Follow up reinterviews, conducted in 1986, 1988
and 1990, were conducted by telephone using Computer
Assisted Telephone Interviewing (CATI). In addition to the
interview data, permission was obtained from sample per-
sons or their proxies to match interview data with other
records maintained by the Department of Health and
Human Services.

The fourth version of the LSOA public-use data was re-
leased in October, 1991. The Version 4 files are available
on magnetic tape and include the following information: all
four waves of interview data (1984, 1986, 1988, 1990), Na-
tional Death Index data (1984-1989), and Medicare
records data (1984-1989. A diskette containing detailed
multiple cause-of-death data for the LSOA sample is avail-
able. The fifth version of the LSOA public-use data, re-
leased in September, 1993, is available on CD-ROM. This
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version includes all interview data available in Version 4
and updates the administrative data through 1991.

The LSOA public-use datasets are available from three
sources: The National Technical Information Service
(NTIS), the Division of Health Interview Statistics, NCHS,
and the National Archives of Computerized Data on Aging.
The multiple cause-of-death diskette is available from
NITS.

Second Supplement on Aging (SOA II)
Replace the entire section with the following:

From 1994-1996, the National Center for Health Statis-
tics conducted the Second Supplement on Aging (SOA II)
as part of the National Health Interview Survey. Inter-
views were conducted with a nationally representative
sample of 9,447 civilian noninstitutionalized Americans 70
years of age and over. The study will provide important
data on the elderly that can be compared with similar data
from the 1984 SOA. In addition, the SOA II will serve as
a baseline for the Second Longitudinal Study of Aging
(LSOA 1II), which will follow the baseline cohort through
one or more reinterview waves.

Information for the SOA II comes from several sources:
the 1994 NHIS core questionnaire, Phase 1 of the National
Health Interview Survey on Disability (NHIS-D), and
Phase 2 of the NHIS-D, conducted approximately one year
after Phase 1. The survey questions and methodology are
similar to the first LSOA, but improvements reflect a num-
ber of methodological and conceptual developments that
have occurred in the decade between the LSOA and LSOA
II, as well as suggestions made by users of the LSOA and
others in the research community.

A primary objective of the SOA II is to examine changes
which may have occurred in the physical functioning and
health status of the elderly over the past decade. To this
end, questions concerning physical functioning and health
status and their correlates were repeated in the SOA II.
These include questions on activities of daily living, instru-
mental activities of daily living, and work-related activi-
ties, as well as medical conditions and impairments, family
structure and relationships, and social and community
support. In addition to these repeated items, the SOA II
questionnaire was expanded to include information on risk
factors (including tobacco and alcohol use), additional de-
tail on both informal and formal support services, and
questions concerning the use of prescription medications.

These data, when used in conjunction with data from the
LSOA, will enables users to identify changes in functional
status, health care needs, living arrangements, social sup-
port, and other important aspects of life across two cohorts
with different life course perspectives. This will provide re-
searchers and policy planners with an opportunity to ex-
amine trends and determinants of “healthy aging.”
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National Health and Nutrition Examination Survey II1
Replace the entire section with the following:

The National Health and Nutrition Examination Survey
(NHANES) provides valuable information available
through direct physical examinations of a representative
sample of the population. The most recently completed
cycle of this survey, NHANES III (1988-94), provides a
unique data base for older persons. A number of important
methodologic changes were made in the survey design.
There was no upper age limit, (previous surveys had an
age limit of 74) and the sample was selected to include ap-
proximately 1,300 persons 80 or older. Data for 1988-94
will be released in 1997.

The focus of the survey included many of the chronic dis-
eases of aging that cause morbidity and mortality, includ-
ing cardiovascular disease, osteoarthritis, osteoporosis, pul-
monary disease, dental disease, and diabetes. Additional
information on diet and nutritional status and on social,
cognitive, and physical function was incorporated in the
survey. An abbreviated exam in the home was included for
many of those unable or unwilling to travel to the survey’s
mobile examination center. A sampling of reports already
produced from the NHANES III information include:

Looker A, Johnson C, Wahner H, Dunn W, Calvo M,
Harris T, Heyse S, Lindsay R (1995): Prevalence of
low femoral bone density in older US women from
NHANES III. J Bone Mineral Research 10(5): 796—
802.

Redford M, Drury TF, Kingman A, Brown LdJ (1996):
Denture use and the technical quality of dental pros-
theses among persons 18-74 years of age: United
States, 1988-1991. J Dent Res 75 (Spec Iss): 714-725.

Sempos CT, Johnson CL, Carroll MD, Briefel RR
(1995): Current levels and trends in serum total cho-
lesterol in the United States adults 65 years of age
and older. The NHANES. In: Nutritional Assessment
of Elderly Populations. Raven Press, New York, pp.
121-134.

Planning is underway for the survey to return to the field in
1999. NHANES is to become a continuous program, with changing
focus on a variety of health and nutrition measurements to meet
emerging needs. Current plans are for a continued emphasis on the
health of older Americans, and persons 60 and over will be over-
sampled for the survey.

NHANES I Epidemiologic Follow up Study
Replace the entire section with the following:

The first National Health and Nutrition Examination
Survey (NHANES I) was conducted during the period
1971-75. The NHANES I Epidemiologic Follow up Study
(NHEFS) tracks and reinterviews the 14,407 participants
who were 25-74 years of age when first examined in
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NHANES I. NHEFS was designed to investigate the rela-
tionships between clinical, nutritional, and behavioral fac-
tors assessed at baseline (NHANES I) and subsequent
morbidity, mortality, and hospital utilization, as well as
changes in risk factors, functional limitation, and institu-
tionalization.

The NHEFS cohort includes the 14,407 persons 25-74
years of age who completed a medical examination at
NHANES 1. A series of four Follow up studies have been
conducted to date. The first wave of data collection was
conducted from 1982 through 1984 for all members of the
NHEFS cohort. Interviews were conducted in person and
included blood pressure and weight measurements. Con-
tinued followups of the NHEFS population were conducted
by telephone in 1986 (limited to persons age 55 and over
at baseline), 1987, and 1992.

Tracing and data collection rates in the NHEFS have
been very high. Ninety-six percent of the study population
has been successfully traced at some point through the
1992 Follow up. While persons examined in NHANES I
were all under age 75 at baseline, by 1992 more than
4,000 of the NHEFS subjects had reached age 75, provid-
ing a valuable group for examining the aging process. Pub-
lic use data tapes are available from the National Tech-
nical Information Service for all four waves of Follow up.
The 1992 NHEFS public use data is also available via the
Internet. NHEFS data tapes contain information on vital
and tracing status, subject and proxy interviews, health
care facility stays in hospitals and nursing homes, and
mortality data from death certificates. All NHEFS Public
Use Data can be linked to the NHANES I Public Use
Data.

National Health Care Survey (NHCS)
Replace with the following:

The National Health Care Survey (NHCS) is an inte-
grated family of surveys conducted by the National Center
for Health Statistics to provide annual national data de-
scribing the Nation’s use of health care services in ambula-
tory, hospital and long-term care settings. Use of health
care services by the elderly may be investigated using
NHCS data. Currently, the NHCS includes six national
probability sample surveys and one inventory. These seven
data collection activities include:

the National Hospital Discharge Survey—discharges
from non-Federal, short-stay and general hospitals;

the National Survey of Ambulatory Surgery—visits
to hospital-based and freestanding ambulatory surgery
centers;

the National Ambulatory Medical Care Survey—of-
fice visits to non-Federal, office-based physicians;

the National Hospital Ambulatory Medical Care
Survey—visits to emergency and outpatient depart-
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ments of non-Federal, short-stay and general hos-
pitals;

the National Health Provider Inventory—a national
listing of nursing homes, hospices, home health agen-
cies and licensed residential care facilities;

the National Home and Hospice Care Survey—hos-
pices and home health agencies and their patients;
and

the National Nursing Home Survey—nursing homes
and their residents.

Details on specific surveys relevant to the elderly are presented
below by specific survey.

The following sections are recorded to match the order of the in-
dented items above.

National Hospital Discharge Survey
Replace with the following:

The National Hospital Discharge Survey (NHDS) is the
principal source of national information on inpatient utili-
zation of non-Federal, short-stay and general hospitals.
The NHDS was redesigned in 1988 as one of the compo-
nents of the National Health Care Survey. This national
sample survey collects data on the demographic character-
istics of patients, expected source of payment, diagnoses,
procedures, length of stay, and selected hospital character-
istics.

Data reports and public use data tapes are available
from 1970-1995. A multi-year data set covering the years
1979-92 is also available from the National Technical In-
formation Service. Diskettes containing tabulations pub-
lished in the Series 13, Detailed Diagnoses and Procedures
Report, are available for 1985-94.

National Survey of Ambulatory Surgery (NSAS)
Replace with the following:

The National Survey of Ambulatory Surgery was initi-
ated in 1994 as an annual national survey to provide data
on patients and their treatment in hospital-based and free-
standing ambulatory surgery centers. The NSAS was con-
ducted in 1995-96. The NSAS provides data on patient de-
mographics, diagnoses and procedures, anesthesia, source
of payment, and facility type.

Data from the 1994 and 1995 surveys have been pub-
lished in NCHS Advance Data and Series reports. Public
use data are available in electronic form from the National
Technical Information Service.

Insert new section:

National Ambulatory Medical Care Survey

The National Ambulatory Medical Care Survey
(NAMCS) is a national probability sample survey of office
visits made by ambulatory patients to non-Federal physi-
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cians, who are in office-based practice, and who are pri-
marily engaged in direct patient care. Included are visits
to physicians in solo, partnership, and group practice set-
tings, and visits that occur in private non-hospital-based
clinics and health maintenance organizations. Excluded
are visits to specialists in radiology, anesthesiology, or pa-
thology, and visits to physicians who are principally en-
gaged in teaching, research or administration. Telephone
contacts and non-office visits also are excluded.

The NAMCS provides information on office visits in
terms of patient, physician and visit characteristics. Data
include: patient demographics, the patient’s reason for
visit, type of physician seen, physician’s diagnoses, ex-
pected source of payment, ambulatory surgical procedures,
medication therapy, disposition, and duration of the visit.

The NAMCS was conducted from 1973-81, in 1985, and
has been conducted annually from 1989-96. Data through
1996 have been released in NCHS Advance Data and Se-
ries reports.

Public use data are available in electronic form from the
National Technical Information Service.

Insert new section:

National Hospital Ambulatory Medical Care Survey

The National Hospital Ambulatory Medical Care Survey
(NHAMCS) is a national probability sample survey of vis-
its to the emergency and outpatient departments of non-
Federal, short-stay and general hospitals. The NHAMCS
was initiated in 1992 and has been conducted annually
since that time. The survey includes data on the demo-
graphic characteristics of the patient, expected source of
payment, patient’s complaints, physician’s diagnoses, pro-
cedures, medication therapy, disposition, and types of
health professionals seen.

Data through 1996 have been released in NCHS Ad-
vance Data and Series reports. Public use data are avail-
able in electronic form from the National Technical Infor-
mation Service.

National Health Provider Inventory (NHPI)
Replace with the following:

The National Health Provider Inventory, formerly called
the National Master Facility Inventory, was last conducted
in 1991. This mail survey includes the following categories
of health care providers; nursing and related care home, li-
censed residential care facilities, facilities for the mentally
retarded, home health agencies, and hospices. Data from
the 1991 NHPI was used to provide national statistics on
the number, type and geographic distribution of these
health providers and to serve as sampling frames for fu-
ture surveys in the Long-Term-Care component of the Na-
tional Health Care Survey. The NHPI public use data
tapes are available at the National Technical Information
Service.
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National Home and Hospice Care Survey
Replace with the following:

The National Home and Hospice Care Survey (NHHCS)
is a national probability sample survey of home health and
hospice care agencies, and their patients. The NHHCS was
conducted annually from 1992-94 and in 1996. Agencies
providing home health and hospice care were included in
the survey without regard to licensure or to certification
status under Medicare and/or Medicaid. Information about
the agency was collected through personal interviews with
the administrator. Information was collected on a sample
of current patients and discharged patients through per-
sonal interviews with designated agency staff.

Data from the NHHCS may be used to examine the rela-
tionships between utilization, services offered, and charges
for care, as well as provide national baseline data about
home health and hospice care agencies, and their patients.
Data through 1996 have been released in NCHS Advance
Data and Series reports. An Advance Data report (based
on data from the 1994 NHHCS) on the use of home health
care by the elderly has been published. Public use data are
available in electronic form from the National Technical
Information Service.

National Nursing Home Survey
Replace with the following:

During 1995, the National Center for Health Statistics
conducted the National Nursing Home Survey (NNHS) to
provide information about the residents in nursing homes.
The NNHS was conducted in 1973-74, in 1997, and again
in 1985. The NNHS data are from two perspectives—that
of the provider and that of the recipient of services. Data
about the facilities includes: size, ownership, Medicare/
Medicaid certification, and services provided. Data about
the residents include: demographic characteristics, marital
status, place of residence prior to admission, health status
and services received. Data from the 1995 survey has been
published. An Advance Data report (based on data from
the 1995 NNHS) on the use of nursing home services by
the elderly has been published. Public use data tapes are
available through the National Technical Information
Service. Plans call for the NNHS to be fielded in 1997 and
in 1999.

National Nursing Home Survey Follow up
Replace with the following:

The National Nursing Home Survey Follow up (NNHSF)
is a longitudinal study which follows the cohort of current
residents and discharged residents sampled from the 1985
NNHS described above. The NNHSF builds on the data
collected from the 1985 NNHS by extending the period of
observation by approximately 5 years. Wave I was con-
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ducted from August through December 1987, and Wave II
was conducted in the fall of 1988. Wave III began in Janu-
ary of 1990 and continued through April. The study was
a collaborative project between NCHS, HHS, and the Na-
tional Institute on Aging (NIA). The Follow up was funded
erén}lIaSrﬂy by NIA and was developed and conducted by

The NNHSF interviews were conducted using a com-
puter-assisted telephone interview system. Questions con-
cerning vital status, nursing home and hospital utilization
since the last contact, current living arrangements, Medi-
care number, and sources of payment were asked. Re-
spondents included subjects, proxies, and staff of nursing
homes.

The NNHSF provides data on the flow of persons in and
out of long-term care facilities and hospitals. These utiliza-
tion patterns can be examined in relation to information
on the resident, the nursing home, and the community.
Public-use computer tapes for Waves I, II, and III of the
NNHSF are available through the National Technical In-
formation Services (NTIS). In addition, the National Nurs-
ing Home Survey Follow up Mortality Data Tape, 1984—
1990 is also available through NTIS.

National Employer Health Insurance Survey (NEHIS)
Replace with the following:

The National Employer Health Insurance Survey was
jointly conducted by the National Center for Health Statis-
tics, the Health Care Financing Administration, and the
Agency for Health Care Policy and Research in 1994 to
provide data necessary to produce national and State level
estimates of total employer sponsored private health care
insurance premiums, the employer and employee premium
share, the total amount of benefits provided, and the ad-
ministrative cost. In addition to the number of workers, re-
tirees, and former workers covered, the survey provides
the breadth of policy benefits and the number and charac-
teristics of plans in each establishment.

The NEHIS was conducted in all 50 States and the Dis-
trict of Columbia. Computer assisted telephone interviews
were completed for approximately 39,000 business estab-
lishments, sampled from several size categories. Data will
be released to the public in the form of published reports
and electronic data products.

The estimates will be used to investigate the geographic
variations in spending for health care and the probable dif-
ferential impacts that proposed health policy initiatives
will have by State. As the private sector, State and Fed-
eral Governments develop and implement reforms of the
health care system, there are likely to be major changes in
the extent and form of private health insurance coverage,
benefits, and premium sharing. No discussion of the im-
pact of the reform upon business and individuals can be
complete without analysis of these changes. Over the past
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several years, the task of producing national private
health insurance premiums and benefit estimates has in-
creased in difficulty as the industry has become more com-
plex. Simultaneously, the importance of accurate health
care costs estimates has increased as the pressure or bur-
den of health care costs have mounted on the primary
health care payers such as government, business and
households and as initiatives to contain cost growth have
been discussed and implemented

Replace title “Improving Questions on Functional Limitations”
with new title “The Questionnaire Design Research Laboratory”
and replace text with following:

Testing of cognitive functioning question.—In 1996,
NCHS collaborated with the Survey Research Laboratory
of the University of Illinois to test a variety of questions
dealing with cognitive functioning in persons age 70 or
older. Methods used in this investigation included a focus
group and face-to-face and telephone cognitive interviews.
The study found that when testing cognitive functioning
and memory in a survey environment, questions of various
types should be asked. These include subjective memory
appraisals, current behaviors, and short-term memory
tests. Any single question or type of question may be con-
founded with measurement problems, social desirability
issues, and other physical problems.

Results will be presented at the Conference on Cog-
nition, Aging, and Survey Measurement, February 8, 1997,
Ann Arbor, Michigan. Study results are also forthcoming
in O’Rourke, D., Sudman, S., Johnson, T., & Burris, J.,
“Cognitive testing of cognitive functioning question”, in N.
Schwarz, D. Park, B. Knauper, & S. Sudman (Eds.), Aging,
cognition, and self-reports. Washington, DC: Psychology
Press.

Improving our understanding of responses to health sta-
tus and quality of life questions.—This study investigated
issues related to question interpretation, strategies used
by respondents, and adequacy of response scales for health
status measures currently used in the Behavioral Risk
Factor Surveillance System. Cognitive interviews were
conducted with 18 subjects 70 years of age or older and 30
subjects under the age of 70; a field experiment was also
conducted to validate laboratory findings. Results indi-
cated that elderly respondents may have difficulty provid-
ing responses to survey questions that ask for reports of
number of days (e.g., “...how many days during the past 30
days was your physical health not good?”) Ease or dif-
ficulty of formulating a response may depend on the com-
plexity of the pattern of health status that represents the
person’s life. Because elderly people are more likely to
have complex health patterns, it may be that their dif-
ficulty derives not from cognitive processes associated with
aging, but rather with measurement problems inherent in
assessing quality of life for this age group.
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Results will be presented at the Conference on Cog-
nition, Aging, and Survey Measurement, February 8, 1997,
Ann Arbor, Michigan. Study results are also forthcoming
in Schechter, S., Beatty, P., and Willis, G. “Asking survey
respondents about health status: Judgement and response
issues”, in N. Schwarz, D. Park, B. Knauper, & S. Sudman
(Eds.), Aging, cognition, and self-reports. Washington, DC:
Psychology Press.

Cognitive Laboratory Testing of Cognitive Functioning
Questions.—The Questionnaire Design Research Labora-
tory conducted two rounds of testing with senior respond-
ents during the summer of 1996 in collaboration with the
staff of LSOA II. The LSOA II staff has been directed by
the funding agency (NIA) to produce a survey that com-
bined questions from earlier surveys of aging in order to
bring consensus to the results. The goal of the lab testing
was to conduct validity and reliability research on the
modules as the questionnaire was developed, by testing
the adequacy and suggesting improvements to the ques-
tions which had been removed from their contextual
framework in the earlier surveys.

(4) National Center for Infectious Disease

Paragraph 4

Line A—delete “80-90” and insert “about 60”

Lines 8 & 9—delete the phrase “however, the benefits to the pop-
ulation, and to society in general, would significantly increase with
a more effective vaccine.”

Paragraph 5

Line 2—Change 20 to 15

Line 5—After “antiviral drugs.” Add the sentence: “Respiratory
syncytial virus vaccines are being evaluated for use by the elderly
population.”

Corrected paragraph should read:

Recent studies have suggested that noninfluenza viruses
such as respiratory syncytial virus and the parainfluenza
viruses may be responsible for as much as 15 percent of
serious lower respiratory tract infections in the elderly.
These infections can cause outbreaks that may be con-
trolled by infection control measures and be treated with
antiviral drugs. Respiratory syncytial virus vaccines are
being evaluated for use by the elderly population. Con-
sequently, it is important to define the role of these vi-
ruses and risk factors for these infections among the elder-
ly population. CDC is completing a collaborative investiga-
tion of RSV, the parainfluenza viruses, and adenovirus in-
fections associated with lower respiratory tract infections
among hospitalized adults to determine the proportion
caused by these viruses and associated risk factors.
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Paragraph 8

Line 3—After “with diarrhea in the United States.” Add the sen-
tence: “In the elderly, caliciviruses (also called Norwalk-like viruses
or Small Round Structured Viruses) are likely to be the most com-
mon cause of both epidemics and sporadic hospitalizations for acute
gastroenteritis but the diagnostic tests needed for confirmation are
now in rapid development. This could lead to new strategies for de-
tection of etiologic agents and prevention of disease through the
interruption of patterns of transmission.”

Then continue with the rest of the paragraph “The recent identi-
fication * * *

Add a new paragraph to the section:

The role of infections in chronic diseases (e.g., chlamydia
pneumoniae and cardiovascular disease; H. pylori and gas-
tric cancer; hepatitis B and C and liver cancer) is becoming
increasingly evident. CDC is developing research activities
to better define relations between infectious agents and
chronic disease sequelae; infections may play a role in
many chronic diseases which severely impair quality of life
and length of life among the elderly.

(5) National Center for Injury Prevention Control

The following intramural projects should be included in the re-
port for 1995-1996:

Medical Conditions and Driving.—It is hypothesized that certain
medical conditions increase the risk of motor vehicle crashes and
may also affect the decision to stop driving. With data from a longi-
tudinal data base we will be vetter able to understand the inter-
relationships between medical conditions, crashes, and why senior
citizens stop driving. Some of the questions to be asked are: (1)
What is the vehicle crash experience over the last five years of
older drivers, and (2) which drivers are at high risk of crashes?

Longitudinal Study of Older Drivers: Medical Conditions and
Risk.—A longitudinal data base that will allow for additional older
driver information to be analyzed is being used to ask several re-
search questions: (1) Are driving patterns related to alcohol/medica-
tion use, smoking, or other socio-psychological and lifestyle factors,
and (2) are driving patterns (e.g. miles/week) associated with medi-
cal conditions or health status?

Older Drivers: Why Do They Stop Driving?—A module was
added to one state’s Behavioral Risk Factor Surveillance System to
assess driving decisions made by older drivers in that state. Data
were collected throughout 1995 and include the additional demo-
graphic information collected routinely in this survey. Descriptive
information will enable a closer look at why older drivers stop driv-
ing.
Older Drivers Risk to Other Road Users.—A study was con-
ducted using a linked data base (hospital discharge data and police
accident reports for one state) to determine the degree to which
older drivers impose an excess risk of death or injury serious
enough to require hospitalization on other road users.
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(6) National Immunization Program

On page 187, please delete the second paragraph and replace
with: “CDC continues to include adult immunization issues in its
annual National Immunization Conferences. Posters and oral pres-
entations are consistently used to address numerous adult immuni-
zation issues.”

Please delete the fourth paragraph and replace with: “In Septem-
ber, the Department of Health and Human (HHS) approved a de-
partment-wide action plan to enhance activities to protect adults
against vaccine-preventable diseases and maximize accruable
health care cost savings. The strategy for addressing adult immuni-
zation includes developing nationwide prevention strategies that
focus on providers to reduce missed opportunities. Though no addi-
tional resources have been identified to support this effort, a CDC
Working Group is assessing ways in which current activities on
adult immunization can be used to monitor progress on increasing
coverage in adult populations.”

The fifth paragraph, second line should read “* * * a network of
more than 95 private, professional, volunteer organizations * * *”

The fifth paragraph, last sentence should read: “The objectives of
the NCAI are accomplished by three working Action Groups—Influ-
enza/Pnuemococcal, Measles-Mumps-Rubella-Varicella, and Hepa-
titis B—that conduct * * *”

The sixth paragraph, first sentence should read: “* * * at risk
of complication is 58 percent.”

The sixth paragraph, second sentence should read: “* * * have
steadily improved from 23 percent in 1985 to 58 percent in 1995.”

Please delete the third sentence from paragraph 6 regarding pre-
liminary data from the National Health Interview survey as more
current data is reflected in the sentence change above.

Last paragraph, please add this as a second sentence: “Data
through 1996 are being collected and analyzed for this study.”

FOOD AND DRUG ADMINISTRATION

As the percentage of elderly in the Nation’s population continues
to increase, the Food and Drug Administration [FDA] has been giv-
ing increasing attention to the elderly in the programs developed
and implemented by the Agency. FDA has been focusing on several
areas for the elderly that fall under its responsibility in the regula-
tion of foods, drugs, biologics and medical devices. Efforts in edu-
cation, labeling, drug testing, drug utilization, and adverse reac-
tions are of primary interest. Working relationships exist with the
National Institute on Aging, the Centers for Disease Control, and
the Administration on Aging of the Department of Health and
Human Services to further strengthen programs that will assist the
elderly now and in the future. Some of the major initiatives that
are underway are described below.

PRrROJECT ON CALORIC RESTRICTION

The National Center for Toxicological Research (NCTR) in part-
nership with the National Institute on Aging has been working for
several years on the role caloric restriction (CR) plays in the aging
process and what effect a reduced caloric diet has on disease etiol-
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ogy. Scientists working on the Project on Caloric Restriction have
concentrated on determining the mechanisms by which caloric re-
striction inhibits spontaneous disease, modulates agent toxicity and
effects the normal aging process. Studies over the last year have
focused on the premise that by using a single paradigm (caloric ma-
nipulation) and through interdisciplinary studies a comprehensive
integrated approach can be developed to understand the effect diet
has on the initiation and development of disease. The hypotheses
that support this paradigm are mechanistically based and include
the following: CR acts through its effects on body growth, on
glucocorticoids and inflammation, on DNA damage, repair and/or
gene expression, on toxicokinetics and/or its modification of oxida-
tion and fat metabolism. All of these hypotheses have been ex-
plored through interdisciplinary studies being conducted at NCTR
or at other institutions in collaboration with scientists at NCTR.

Bopy GROWTH

Rodent studies at NCTR have found that body weight can be
used to predict tumorigenicity. For most organs, size is directly pro-
portional to the body weight of the animal and it has been shown
that organ weight can be used to predict tumorigenicity. CR inhib-
its the induction of tumor expression and growth and changes the
state of differentiation in replicating cells. It has also been that CR
can specifically alter drug metabolism and reduce drug toxicity.
This could be very useful in treating and diagnosing disease. In ad-
dition, the relevance of CR to the human population has been
strengthened by the fact the biomarkers observed in rodents are
associated with the risk of chronic disease in humans. Plans are in
place to extend the CR observation in rodents to clinical studies in
humans.

OXIDATION AND FAT METABOLISM

A common hypothesis for tumor induction suggests that DNA,
the blue print of the cell, is damaged by oxidative chemical species
in the cell released by the metabolism of fat. CR has been shown
to reduce the impact of oxidative damage at the organ level by in-
creasing the oxygen scavengers in the liver and in muscle. Simi-
larly, it has been shown that CR reduces high fat induced oxidative
damage in cellular DNA/

GLUCOCORTICOIDS AND INFLAMMATION

Glucocorticoids are used to diminish normal but undesirable body
responses to noxious stimuli and trauma, advantages are gained by
their use in counteracting stressful situations and in decreasing
pain and discomfort. Another group of normal protective agents are
stress proteins, which are produced in the body whenever the body
undergoes a stress induced response. CR has been shown to elevate
glucocorticoid levels shortly after inception, and has also been
shown to alter stress proteins levels in the brain.
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DNA DAMAGE, REPAIR AND/OR GENE EXPRESSION

As mentioned above DNA is the blueprint of the cell, therefore
any damage done to DNA has the potential of resulting in a dis-
ease response. CR has been shown to inhibit genes that are associ-
ated with tumor induction and enhances various forms of DNA re-
pair. One hypothesis for tumor induction suggests that chemicals
exert their damage to DNA by binding to the components of DNA
forming adducts. Animals exposed to a CR regime and carcinogenic
insult show an altered induction of various forms of DNA adducts.

TOXICOKINETICS

Toxicokinetics refers to the compartmentalization of a toxicant
within the body. Organs are complicated structures that are made
up of different kinds of cells, transport structures and biological
functioning units. CR has been shown to alter water transport, fat
deposition and waste transport, thus complicating cellular
compartmentalization, and toxic exposure of certain cells to damag-
ing substances.

Although the work over the last year has concentrated on the
mechanisms of toxic interaction in the body and the role CR has
on this process, studies with calorically restricted animals have re-
peatedly shown that CR extends the lifetime of animals. How this
effects aging is still in question; however, the research being con-
ducted in this area is continuing to chip away at the problem of
how diet effects the aging process, and what elements or lack
thereof in the human diet may help to extend human life.

RARE DISEASES AFFECTING PRIMARILY OLDER AMERICANS

It is the intent of the Orphan Drug Act, and the Office of Orphan
Products Development [OPD], to stimulate the development and
approval of products to treat rare diseases. The OPD plays an ac-
tive role in helping sponsors meet agency requirements for product
approval. Between 1983—when the Orphan Drug Act was passed—
through the end of 1996, 145 products to treat small populations
of patients were approved by FDA.

By the end of 1996, there were 645 designated orphan products.
One hundred and two [16 percent] of these designated orphan prod-
ucts represent therapies for diseases predominately affecting older
Americans. Sixty-seven are for treating rare cancers in the elder-
ly—for instance ovarian cancer, pancreatic cancer, and metastatic
melanoma. Twenty of the orphan products designated for treating
elderly populations are for rare neurological diseases, such a
amyotrophic lateral sclerosis [ALS], and advanced Parkinson’s dis-
ease. Twenty-one orphan-designated therapies for elderly popu-
lations have received FDA market approval: Most noteworthy
among these is Eldepryl for treatment of idiopathic Parkinson’s dis-
ease, postencephalitic Parkinsonism, and symptomatic
Parkinsonism; riluzole for treatment of ALS; and Novantrone for
treatment of refractory prostate cancer.

FDA’s orphan products grants had their beginning in 1983 as one
of the incentives of the Orphan Drug Act. This incentive of the Act
provides financial support for clinical studies [clinical trials] to de-
termine the safety and efficacy of products to treat rare disorders,
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and to achieve marketing approval from the FDA under the Fed-
eral Food, Drug, and Cosmetic Act. Studies funded by the orphan
products grants program have contributed to the marketing ap-
proval of twenty-one of these products.

Because the orphan products program is issue-specific/indication-
specific, it is typical for an approved product to be funded under
the orphan products grant program for study in an indication
unique to a distinct group of people: for example, women, children,
or a population of elderly. Under the orphan drug program, disease
populations are small; in many instances, the firms themselves are
very small. The goal of orphan product development is to bring to
market products for rare diseases or conditions. In so doing, it is
evident that the goals of the Orphan Drug Act promote research
and labeling of drugs for use by and for special populations.

The orphan products grant program has funded 39 studies spe-
cifically aimed at treatment of diseases affecting adults and older
adults. The IV Formulations of Busulfan is being studied for use
in geriatric patients and undergoing bone marrow transplantation.

ALZHEIMER’S DISEASE RESEARCH

Alzheimer’s disease currently affects approximately four million
people age 65 and older, with the number produced to increase to
fourteen million by the year 2050. Development of new drugs to di-
agnose, treat, and prevent this disease represents a goal of pro-
found importance. Alzheimer’s drug research efforts depend in part
upon the availability of patients who can participate in clinical
studies of these new drugs.

During 1996, FDA’s Office of Special Health Issues [OSH] con-
ducted a search and assessment of information in the public do-
main regarding Alzheimer’s drug development, and particularly op-
portunities to participate in Alzheimer’s drug research. It was
learned that little information is publicly available regarding
Alzeimer’s research and opportunities to participate in Alzheimer’s
drug development.

To address this problem, OSHI has undertaken an initiative with
the National Institute on Aging [NIA] to develop a database con-
taining information regarding opportunities to participate in clini-
cal trials of Alzheimer’s drugs. This database, which received some
initial funds from the FDA, will be maintained at the NIA’s Alz-
heimer’s Disease Education and Referral [ADEAR] Center, and will
be accessible by toll-free telephone and the NIA home page on the
world wide web. OSHI and NIA developed the database and an-
nounced the initiative to pharmaceutical manufacturers involved in
domestic development of Alzheimer’s drugs. Some manufacturers
have submitted information for entry into the database, which will
be operational in Spring 1998.

FDA APPROVES FIRST TREATMENT FOR STROKE

On June 18, 1996, the FDA approved the first therapy shown to
improve neurological recovery and decrease disability in adults fol-
lowing acute ischemic stroke, the most common type of stroke,
caused by blood clots that block blood flow. Treatment must start
within 3 hours of the start of the stroke and only after bleeding in
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the brain has been ruled out by a cranial computerized tomography
[CT] scan.

The drug, alteplase, a genetically engineered version of tissue
plasminogen activator [t-PAl, is already approved as a blood clot
dissolver to treat heart attacks and to dissolve blood clots in the
artery going to the lungs.

Because of the known risks of bleeding with alteplase and other
thrombolytic therapies, selecting stroke patients who are most like-
ly to benefit from treatment is critical. It is also critical that pa-
tients be treated within 3 hours of the onset of a stroke with the
correct dose.

Each year, about 500,000 people in the United States have
strokes, with approximately 150,000 dying as a result. Of these
strokes, 400,000 are ischemic, or caused by a blood clot reducing
or blocking blood flow to the brain. The rest are hemorrhagic
strokes, caused by bleeding into and around the brain.

POSTMARKET DRUG SURVEILLANCE AND EPIDEMIOLOGY

The Office of Epidemiology and Biostatistics, FDA Center for
Drug Evaluation Research [CDER], prepares an annual report—en-
titled “Annual Adverse Drug Experience [ADE] Report”—which
provides summary statistics describing some of the activities of the
postmarketing drug risk assessment program. Each year this re-
port contains a number of tabulations which show the number of
reports received and evaluated by such factors as age group, sex,
source of report, drug or type of outcome. In 1995, there were
130,950 evaluable reports that were evaluated and added to the
database. In this same year, 30, 190 or 23 percent of the reports
of adverse drug experiences were for individuals age 60 or older.
There were 41,427 reports [31.6 percent] that did not specify age.
In 1996, the Agency added 159,504 reports to the evaluation data-
base, 41,841 [26.2 percent] for persons 60 years of age or older who
experienced an adverse drug reaction with 43,352 [27.2 percent] for
whom no age was specified.

INTRAOCULAR LENSES

Over 1 million intraocular lenses are implanted each year in the
U.S. predominately in the senior population. These implants have
revolutionized the treatment of cataracts, which a few decades ago
were the leading cause of blindness in the adult population. A
number of flexible lens models have been aprpoved by FDA in the
last few years and are now on the market. These lenses permit
smaller incisions which heal more rapidly with less scarring and
subsequent distortion of the optics of the eye.

However, flexible lenses have led to a number of unexpected
post-approval consequences. Discoloration, haziness, and glistening
have all been reported. In 1996, primarily because of FDA labora-
tory testing and discovery of such problems, one company volun-
tarily recalled all distributed units of its recently approved flexible
IOL model. FDA verified that the recall was effective and that
monitoring was in place to access patients implanted before the re-
call. FDA tasked all involved firms with identifying the sources of
these problems and revising their quality control to prevent future
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occurrences. FDA’s devise laboratory developed methods and tested
lenses to assess the effect of these problems on vision.

Data on intraocular lenses (I0Ls) have demonstrated that a high
proportion (85-95 percent) of the patients who have undergone cat-
aract surgery and IOL implantation will be able to achieve 20/40
or better corrected vision with a low risk of significant post-
operative compliactions. Because of the proven safety and effective-
ness of IOLs, they have become the treatment of choice for the cor-
rection of visual loss caused by cataracts. This has allowed elderly
patients to maintain their sight and a normal lifestyle. FDA contin-
ues to monitor some investigational IOLs and to date has approved
thousands of models that have demonstrated safety and effective-
ness.

The first IOLs were all “monofocal,” which were designed to pro-
vide good vision at one distance, usually far. Patients who receive
monofocal IOLs usually need spectacles to obtain satisfactory near
vision. Typically, these patients will need bifocal spectacles to ob-
tain optimal distance and near vision. On September 5, 1997, FDA
approved the first “multifocal” IOL. The multifocal IOL is designed
to provide clear distance and near vision. The advantage of the
multifocal IOL is that there is a greater chance that the patient
may have satisfactory distance and near vision without spectacles,
or will only need “monofocal” (not bifocal) spectacles to improve
both distance and near vision. The disadvantages of multifocal
IOLs are: (1) distance vision may not be quite as “sharp” as with
a monofocal IOL; (2) there is a higher chance of difficulty with
glare and holos than with a monofocal IOL; and (3) under poor visi-
bility conditions, vision may be worse than with a monofocal IOL.

Throughout the time period of this update, FDA has worked
closely with industry, ophthalmologists, and researchers to assure
that the regulatory requirements for new intraocular lens models
are scientifically valid, but not overly burdensome. This activity
has occurred via work with both the ANSI and ISO standards orga-
nizations. FDA also participates in the Eye Care Forum, an annual
meeting sponsored by the National Eye Institute to address issues
of mutual interest to the clinical, research, and regulatory commu-
nities.

PROSTHETIC HEART VALVES

Approximately 80,000 people in the U.S. have artificial heart
valves implanted every year, both mechanical and bioprosthetic
(pig, bovine valves). The characteristics of the blood flow through
these valves can affect the risk of thrombo-embolism and ultimate
valve failure. Turbulence, stagnation and caviation (bubble forma-
tion and collapse) may all cause adverse effects. For the past few
years, and currently, the FDA has had programs in place, both re-
search and regulatory, to evaluate the flow characteristics of these
devices and their impact on the valves and blood components.

These programs include the development of: (1) improved tech-
niques to directly measure the flow patterns associated with valves
using fluorescent particle visualization and Dopplier ultrasound; (2)
mathematical models to assess flow patterns as a function of valve
design and aortic geometry; (3) guidance for manufacturers to
standardize and improve their testing; (4) techniques to acous-
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tically detect flow induced caviation; (5) methods to directly assess
effects on red blood cells. Also evaluation of specific valve designs,
both currently implanted and protype is ongoing. Finally, analysis
of a much used diagnostic tool, color Doppler, is being undertaken
to improve diagnosis or diseased or faulty valves.

PACEMAKERS

On October 28, 1994, the EP Technologies, Inc.’s Cardiac Abla-
tion System, the first radio frequency powered catheter ablation
system was approved. It is indicated for interruption of accessory
atrioventricular (AV) conduction pathways associated with tachy-
cardia, treatment of AV nodal re-entrant tachycardia, and for cre-
ation to complete AV block in patients with a rapid ventricular re-
sponse to an aerial arrhythmia.

On December 20, 1995, the Thoratec Ventricular Assist Device
System was approved. It is indicated for use as a bridge to cardiac
transplantation to provide temporary circulatory support for car-
diac failure in potent transplant recipients at imminent risk of
dying before donor heart procurement. The System may be used to
support patients who have left ventricular (LVAD), right ventricu-
lar (RVAD), or biventricular failure (BVAD). The Thoratec VAD dif-
fers from the other two previously approved VADs in that it can
be used for right heart and/or biventricular failure.

On May 15, 1996, a new indication for use was approved for CPI
Guidant’s family of Implantable Cardioverter Defibrillators (ICDs).
The PMA supplement was received in six days and contained clini-
cal data in electronic format from the Multicenter Defibrillator Im-
plant Trial (MADIT). The new patient population consists of pa-
tients who have a Left Ventricular Ejection Fraction of less than
35%, and a documented episode of non-sustained ventricular tachy-
cardia with inducible, non-suppressible, ventricular tachycardia.
Previously, only patients who had sustained ventricular tachy-
cardia were candidates for implantation. The MADIT data provided
evidence that an ICD used in high risk, asymptomatic patients pro-
duces significantly better results than drugs in reducing deaths.

RENAL DIALYSIS

There were a projected 244,000 patients with kidney failure in
the United States in 1996. More than 100 individuals are diag-
nosed with end sage renal disease (ESRD) each day. ESRD patients
will need to remain on either hemodialysis or peritoneal dialysis for
the rest of their lives unless they are able to receive a successful
kidney transplant. Therapy can be delivered at dialysis facilities or
in the home, depending on various factors.

Today, more than 50 percent of the ESRD population is over 60
years of age. Through age 50, the average remaining life span is
grater than 5 years for ESRD patients. Although the remaining
lifetimes are shorter for the elderly ESRD population, the general
population also faces higher mortality with aging. The projected ex-
pected remaining lifetime for dialyzed patients with ESRD is ap-
proximately one-fourth to one-sixth that for the general population
through age 50, while the ratio is often closer to one-third for older
patients. These figures are based on actuarial calculations and as-
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sumed death rates, and are taken from the U.S. Renal Data Sys-
tem 1997 Annual Data Report.

Because of the nature of the underlying disease and necessary
supportive therapy, ESRD patients are at risk for a number of po-
tential complications during or as a result of their therapy. Many
of the potential complications can occur from a failure to correctly
maintain or use dialysis equipment, insufficient attention to safety
features of the individual dialysis system components, or insuffi-
cient staffing or personnel training. FDA’s Center for Devices and
Radiological Health (CDRH), in conjunction with major hemo-
dialysis organizations, such as the Health Industries Manufactur-
ers Association (HIMA), the Renal Physicians Association (RPA),
and the American Nephrology Nurses Association (ANNA), devel-
oped several educational videotapes which address human factors,
water treatment, infection control, reuse, and delivering the pre-
scription, as well as manuals on water treatment and quality as-
surance. Complimentary videos illustrating health and safety con-
cerns and the use of proper techniques have been distributed to
very ESRD facility in the United States. These videos have re-
ceived a favorable acceptance from the nephrology community.

On October 6, 1995, CDRH completed the final draft of the Guid-
ance Document on Hemodialyzer Reuse labeling for safe and effec-
tive reprocessing for reuse manufacturers. A letter was issued to
Manufacturers and Initial Distributors of Hemodialyzers on May
23, 1996 to inform them of the requirement to obtain 510(k) clear-
ance for ReUse labeling for all hemodialyzers which were being
marketed for clinics reusing their dialyzers. They were given until
February 25, 1997, to comply with the request. A video on the
methods for correct reprocessing and reuse of hemodialyzers devel-
oped by the FDA, RPA, and other concerned groups is available.
The video attempts to follow the standard protocols that have been
detailed in the Association for the Advancement of Medical Instru-
mentation (AAMI) Recommended Practice for the Reuse of
Hemodialyzers. These practices also have been adopted by HCFA
as a condition of coverage to ESRD providers that practice reuse.

A multistate study conducted for the FDA in 1987 indicated that
dialysis facilities appeared to have inconsistent quality assurance
(QA) techniques for many areas of dialysis treatment. To address
this problem, FDA funded a contract to develop guidelines that
could be used by all dialysis facility personnel to establish effective
QA programs. The guidelines printed in February 1991 were
mailed to every dialysis facility in the United States free of charge.

During 1995-1996, FDA prepared a Draft Guidance Document
for the Content of Premarket Notifications for Water Purification
Components and Systems for Hemodialysis. This document was cir-
culated for comment by regulated industry and other government
agencies and was presented at both AAMI and Water Quality Asso-
ciation Meetings. The purpose for preparing this document was to
remind the water treatment community of the Federal requirement
for submission of premarket notifications for these types of device
systems (21 CFR 876.5665). The importance of the quality of the
water used for preparation of hemodialysate solutions used during
hemodialysis was strongly emphasized in these presentations and
the Guidance Document.
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In September 1996, seven patients in Alabama received hemo-
dialysis when the blood alarms activated on six of the seven pa-
tients. Subsequently, the patients began to exhibit serious central
nervous (CNS) symptoms. FDA field staff, CDRH and CDC inves-
tigated the various aspects of the incident. The epidemiological
analysis suggests a causal relationship between the age of the dia-
lyzer filters used (ten plus years), and the injuries reported to the
patients. As a result, CDRH and CDC issued a joint Public Health
Advisory in December 1996, with the simple message to “rotate
your dialysis stock using first-in-first-out practices,” to avoid this
type of problem in the future. FDA laboratories began a research
program to investigate the effects of aging on dialyzer filters, with
the objective of establishing safe expiration dating labeling.

FDA has continued to work cooperatively with the nephrology
community and the ESRD patient groups to improve the quality of
dialysis delivery. These efforts appear to be yielding positives re-
sults. CDRH has also been cooperating with CDC and HCFA in the
exchange of information to try to increase the safety of dialysis de-
livery.

FLUOROSCOPICALLY-GUIDED INTERVENTIONAL PROCEDURES

An increasing number of therapeutic procedures are being em-
ployed for a variety of conditions, such as coronary artery disease
or irregular heart rhythms, which require x-ray fluoroscopy to pro-
vide visualization and guidance during the procedures. Due to the
time required to complete these procedures, the potential for large
radiation exposures leading to acute skin injury exists. During the
early 1990s, the FDA received reports of such injuries, investigated
the circumstances and issued an FDA Public Health Advisory to
alert physicians and health care facilities to this concern. This ad-
visory was sent to hospitals and specialist physicians who perform
such procedures. During 1995 and 1996, the FDA continued activi-
ties to increase the awareness of physicians to this problem, includ-
ing publishing supporting information for physicians, an article in
the radiology literature and numerous presentations at medical
professional meetings. These activities brought the attention of
physicians to this issue and resulted in activities in many
healthcare facilities to assure proper attention is given to this con-
cern. As may of these interventional procedures are performed on
older patients, this activity contributed to improved care for older
Americans.

MAMMOGRAPHY

Since 1975, CDRH [formerly the Bureau of Radiological Health
(BRH) has conducted a great many mammography activities. These
have been done with several goals in mind:

To reduce unnecessary radiation exposure of patients during
mammography to reduce the risk that the examination itself
might induce breast cancer; and

To improve the image quality of mammography so that early
tiny carcinoma lesions can be detected at the state when breast
cancer is most treatable with less disfiguring and more suc-
cessful treatments.
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THE NATIONAL STRATEGIC PLAN FOR THE EARLY DETECTION AND
CONTROL OF BREAST AND CERVICAL CANCER

FDA, the National Cancer Institute, and the Centers for Disease
Control have coordinated a combined effort to cover 75 professional,
citizen, and government groups to develop the National Strategic
Plan for the Early Detection and Control of Breast and Cervical
Cancer. The goal of this plan, approved by the Secretary of Health
and Human Services on October 16, 1992, is to mount a unified ef-
fort by all interested groups to combat these two serious cancer
threats. FDA staff took the lead in writing the Breast Cancer Qual-
ity Assurance section, one of six components of the plan, and par-
ticipated in the development of the other components.

MAMMOGRAPHY QUALITY STANDARDS ACT OF 1992

On October 27, 1992, the president signed into law the mammog-
raphy Quality Standards ACT [MQSA} of 1992. This Act requires
the Secretary of Health and Human Services to develop and en-
force quality standards for all mammography of the breast, regard-
less of its purpose or source of reimbursement.

Since October 1, 1994, any facility wishing to produce, develop,
or interpret mammograms has had to meet these standards to re-
main in operation. The Secretary delegated the responsibility for
implementing the requirements to FDA on June 1, 1993, and Con-
gress first appropriated funds for these activities on June 6, 1993.
Implementation of MQSA is a key component of Secretary Shalala’s
National Strategic Action Plan Against Breast Cancer.

FDA’s accomplishments since the Agency was delegated author-
ity to implement MQSA in June 1993 include—staffing of a new di-
vision; development of final standards; approval of four accredita-
tion bodies; certification of 10,000 facilities by the statutory dead-
line of October 1, 1994, implementation of a rigorous training pro-
gram for inspectors; development of a compliance and enforcement
strategy [coordinated with the Health Care Financing Administra-
tion (HCFA); outreach to facility and consumer communities; and
planning for program evaluation.

MQSA inspections have supplanted the Health Care Financing
Administration’s Medicare Screening Mammography Inspections.
Under MQSA, HCFA has agreed to recognize FDA-certification of
a mammography facility as meeting quality standards for reim-
bursement purposes.

BLooD GLUCOSE MONITORING

A proposed ISO standard [draft ISO TC 212/WG3] was proposed
for evaluating the performance of self-monitoring blood glucose
monitors by comparing monitor results to those obtained by clinical
laboratory methods. Because the draft standard did not address
how to select a clinical laboratory method, an attempt was made,
based upon telephone surveys and discussions with CAP, the three
most commonly used clinical methods for analysis of blood glucose.
A strategy was developed to evaluate the accuracy of these meth-
ods by comparison to the recently released Standard Reference Ma-
terial from the National Institute of Standards and Technology
that has three certified levels of glucose in human sera. Criteria
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were developed for selection of high performance clinical labora-
tories in order to minimize effects due to analysts.

PATIENT RESTRAINTS

Patient restraints are intended to limit the patient’s movement
to the extent necessary for treatment, examination, or for the pro-
tection of the patient or others.

One of the most common uses of these devices has been to pro-
tect the elderly from falls and other injuries. Seventy-nine docu-
mented deaths have been reported to FDA’s Medical Device Report-
ing System (MDR) related to patient restraint use. Scientific lit-
erature suggests that annual deaths related to the use of restraints
may be as high as 200. These alarming numbers of deaths, with
the use of protective restraints raised serious concerns regarding
the safe use of these devices and prompted the FDA to alert the
healthcare community about these problems.

The agency worked closely with industry in arriving at solutions
to help reduce the risk of injury and death associated with the use
of these devices. As a result, in November 1991, FDA moved to
make protective restraints prescription devices to be used under
the direction of licensed health care practitioners. In addition, man-
ufacturers were required to label patient restraints as “prescription
only” to help ensure appropriate medical intervention with the use
of these devices. In July 1992, FDA issued a Safety Alert to
healthcare providers to heighten their awareness of the potential
hazards associated with the use of these devices. FDA identified la-
beling as its primary focus for intervention in resolving this issue,
and provided additional labeling recommendations as guidance to
manufacturers to ensure safer designs. Education and training of
personnel in the application of these devices has also been empha-
sized.

Today, healthcare providers are electing the restraint-free alter-
native. As a result, current literature reports that restraint use is
dropping.

HEARING AIDS

Several events occurred in 1995-1996 which related to FDA’s de-
velopment of a guidance document that indicated criteria for clini-
cal hearing aid study protocols. Manufacturers met with FDA staff
to review proposed clinical studies, consultants met with FDA to
discuss interpretations of the guidance document and how they
might best interface with the regulated industry, and FDA had
meetings with the Hearing Industries Association (HIA), represent-
ing many of the major manufacturers of hearing aids, wherein the
use of the guidance document was discussed.

In addition, members of FDA’s Hearing Aid Working Group com-
pleted its draft of the proposal to amend the 1977 hearing aid regu-
lation. This new regulation, if adopted, would cover 21 CFR
801.420 and 801.421, Hearing Aids, Professional and Patient Label-
ing and Conditions for Sale.
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ORTHOPAEDIC IMPLANT POROUS COATINGS

Porous coatings are widely used in both the orthopedic and den-
tal implant industries to fix prosthetic devices through the process
of bony in-growth without the aid of cements. However, the coating
qualities such as strength, solubility, and abrasion resistance vary
considerably depending on manufacturing methods and have sig-
nificant impact on durability of the implants. Concern over the
long-term revision rates for plasma sprayed porous coatings
prompted the FDA to require post-market surveillance studies for
these types of coatings. FDA also began a program to evaluate tests
to assess the durability of such coatings in order to help in the de-
velopment of longer-lived implants.

HazarDs WiTH HoSPITAL BEDS

On August 21, 1995, FDA issued a Safety Alert, Entrapment
Hazards with Hospital Bed Side Rails. The Alert noted that the
majority of deaths and injuries reported to FDA involving bed rails
were to elderly patients, and recommended a number of actions to
prevent deaths and serious injuries. This Alert was sent to nursing
homes, hospitals, hospices, home healthcare agencies, nursing asso-
ciations, and biomedical and clinical engineers throughout the
United States.

RETINAL PHOTIC INJURIES

On October 16, 1995, FDA issued a Public Health Advisory, Ret-
inal Photic Injuries from Operating Microscopes During Cataract
Surgery. Cataract surgery is most frequently performed on elderly
patients. The Advisory discussed the types of injuries to patients
reported to FDA, and recommended actions to reduce the risk of
retinal photic injury. The Advisory was sent to ophthalmologists
and cataract centers throughout the United States.

ELEcTRIC HEATING PADS

On December 12, 1995, FDA working with the CPSC, issued a
Public Health Advisory, Hazards Associated with Use of Electric
Heating Pads. At the time of the Advisory, 45% of those reporting
injuries from using heating pads, were over the age of 65. The Ad-
visory pointed out that patients who may be unable to feel pain to
the skin because of advanced age, diabetes, spinal cord injury, or
medication, are at high risk for injury. This Advisory was sent to
hospitals, nursing homes, hospices, home healthcare agencies, and
biomedical and clinical engineers throughout the United States.

FDA PROBLEM REPORTING SYSTEM FOR MEDICAL DEVICES

The Office for Surveillance and Biometrics receives reports in-
volving medical devices through reporting from consumers, medical
professionals, manufacturers, distributors, and user facilities. On
the 191,537 reports received during the calendar years 1995 and
1996 from all sources, 22,749 (12 percent) reported the age of the
patient. Of these, 10,855 (48 percent) were for individuals 60 years
of age or older. Prior to August 1, 1996, manufacturers of medical
devices were not required to provide age information. In many in-
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stances when manufacturers were required to provide age informa-
tion, the information was unknown and therefore not reported.

MARKERS OF BONE METABOLISM

Osteoporosis is a major health concern. It is estimated that 1.5
million fractures are attributable to osteoporosis in the United
States each year. One third of women older than 65 years suffer
vertebral crush fractures, and the lifetime risk of hip fracture is
15%. The mortality rate accompanying hip fracture may be as high
as 20%. Twenty-five percent of the survivors are confined to long-
term care in nursing homes. The estimated cost of medical care for
osteoporosis each year is more than $10 billion.

If a woman has postmenopause-associated osteoporosis, an as-
sessment of bone turnover may be helpful. Because of an increasing
interest in bone disease and a greater understanding of bone me-
tabolism, a number of urinary markers of bone turnover were
cleared by the FDA in 1995 and 1996. The rate of bone loss is re-
lated to an overall increase of bone turnover which can be assessed
using these biochemical indicators.

YEAR 2000 HEALTH OBJECTIVES

A consortium of over 300 government and private agencies devel-
oped a set of health objectives for the Nation which is serving as
a national framework for health agendas in the decade leading up
to the year 2000. The overall program is called “Healthy People
2000.” FDA co-chairs the working group responsible for monitoring
progress on the set of 21 objectives that focus on nutrition, dietary
improvements and availability of nutrition services and education.
In the food and drug safety area, objective 12.6 sets as a target to:

Increase to at least 75 percent the percentage of health
care providers who routinely review all prescribed and
over-the-counter medicines taken by their patients 65
years and older each time medication is prescribed or dis-
pensed.

Objective 12.8 sets as a target to:

Increase to at least 75 percent the proportion of people
who receive useful information verbally and in writing for
new prescriptions from prescribers or dispensers.

FDA’s Marketing Practices and Communications Branch con-
ducted a number of studies that track patients’ receipt of medica-
tion information from doctors and pharmacists from 1982 to 1996.
The most recent survey shows that 67% of Americans 65 and over
received at least some oral information about prescriptions from
physicians and 43% from pharmacists, while 13% received written
information about their prescription medications from physicians
and 62% received such information from pharmacists. Only 2% re-
ported asking questions at the doctor’s office, and 3% at the phar-
macy. The survey is being conducted again in 1998 to track
progress toward meeting this objective. An article outlining results
of the surveys from 1982-1994 will be published in Medical Care
in October 1997.
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During the coming year, FDA will work with private sector orga-
nizations to advance medication counseling activities.

FooD LABELING

Food labeling is very important to the elderly. Elderly people
have a greater need for more information about their food to facili-
tate preparation of special diets, maintain adequate balance of nu-
trients in the face of reduced caloric intake, and ensure adequate
levels of specific nutrients which are known to be less well ab-
sorbed as a result of the aging process [e.g., vitamin B12].

The new food label, which is now required on most foods offers
more complete, useful, and accurate nutrition information to help
the elderly meet their nutritional needs. Significant labeling
changes include: nutrition labeling for almost all foods; information
on the amount per serving of saturated fat, cholesterol, dietary
fiber, and other nutrients of major concern to today’s consumers;
nutrient reference values to help consumers see how a food fits into
an overall daily diet; uniform definitions for terms that describe a
food’s nutrition content [e.g., light, low fat, and high-fiber], claims
about the relationship between specific nutrients and disease, such
as sodium and hypertension; standardized serving sizes; and vol-
untary quantitative nutrition information for raw fruit, vegetables,
and fish.

Manufacturers were required to comply with most of the new la-
beling requirements as of May 1994—although a 3-month exten-
sion was granted to firms who were unable to meet the May dead-
line. Regulations pertaining to health claims became effective a
year earlier in May 1993. A recent survey indicates that a vast ma-
jority of food in the stores now carries the new food label and that
more than 87 percent of the nutritional information accurately
measures what is in the package. A second survey of retail stores
was completed and showed that there continues to be substantial
compliance with FDA’s voluntary nutrition labeling program for
raw fruits, vegetables, and fish. This is an important indication to
consumers that they can trust what it says on the food label.

To help consumers get the most from the new food label, edu-
cational materials are being widely disseminated. Among materials
now available is a large-print brochure, “Using the New Food Label
to choose Healthier Foods,” which is easier to read for senior citi-
zens who may have vision problems.

A food label education program has been developed that coordi-
nates the efforts of FDA and USDA with various public and private
sector organizations to educate consumers about the availability of
new information on the food label and the importance of using that
information to maintain healthful dietary practices. Consumer Re-
search was used to guide the development of educational materials
and their messages. Print and video materials were developed for
diverse target audiences, emphasizing skills and tips on how to use
the food label quickly and easily to achieve a healthier diet. The
agency has released two “Questions and Answers” documents, giv-
ing answers to about 400 frequently asked questions. Volume II,
released in August 1995, primarily addresses questions pertinent
to restaurants and other related establishments.
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FDA’s food labeling education program seeks to coordinate the
Government’s efforts with those of the public and private sector to
insure consistent, action-oriented label education messages. A key
goal is to promote integrating label education into new and existing
nutrition education programs for diverse target audiences (for ex-
ample, through national video teleconferences on nutrition inter-
ventions, children’s games and nutrition-oriented programs on CD
ROM’s, and community-based programs for multi-cultural popu-
lations). Public information and education materials are available
from FDA’s Office of Consumer Affairs and have also been posted
on CFSAN’s home page of the World Wide Web (WWW).

DIETARY SUPPLEMENTS

The Dietary Supplement Health and Education Act of 1994 was
signed by the President in 1994. This Act required FDA to with-
draw its Advanced Notice of Proposed rulemaking requesting com-
ment on approaches to assuring the safety of dietary supplements.
The Act also defines supplements, defines new dietary ingredients
as dietary ingredients that were not marketed in the U.S. before
October 15, 1994, places the burden of proof for safety on FDA, and
sets standards for the distribution on third party literature [e.g.
books, publications, and articles].

The law also allows statements of nutritional support under cer-
tain conditions. Such statements may describe the role of a nutri-
ent or ingredient intended to affect the structure or function in hu-
mans or describe general well-being from consumption of a nutrient
or dietary supplements ingredient. The manufacturer must be able
to substantiate that such a statement is truthful and not mislead-
ing, and the statement must contain the following disclaimer, “This
statement has not been evaluated by the FDA. This product is not
intended to diagnose, treat, cure, or prevent disease.”

The law authorizes the FDA to issue regulations for Good Manu-
facturing Practices for dietary supplements, including expiration
date labeling. It also establishes a 7-member Commission on Die-
tary Supplement Labels to conduct a study and issue a report mak-
ing recommendations on the regulation of label claims for dietary
supplements by October 25, 1996. The law further requires the Sec-
retary of HHS to establish an “Office of Dietary Supplements” at
the National Institutes of Health.

FDA published proposed regulations for the nutrition labeling of
dietary supplements in December 1995. The regulations, when fi-
nalized, will require that dietary supplement labels contain infor-
mation on the nutrient content and composition of dietary supple-
ments that will enable the elderly to make informed choices on
whether a particular dietary supplement is appropriate for their
particular needs.

ToTAL DIET STUDIES

The Total Diet Study, as part of FDA’s ongoing food surveillance
system, provides a means of identifying potential public health
problems related to the diets of the elderly and other age groups.
Through the Total Diet Study, FDA is able to measure the levels
of pesticide residues, toxic elements, chemicals, and nutritional ele-



292

ments in selected foods of the U.S. food supply. In addition, the
study allows FDA to estimate the levels of these substances in the
diets of 14 age groups: infants 6 to 11 months old; children 2, 6,
and 10 years old; 14- to 16-year-old-boys; 14- to 16-year-old girls;
25- to 30-year-old men; 25- to 30-year-old women; 40- to 45-year-
old men; 40- to 45-year-old women; 60- to 65-year-old men; 60- to
65-year-old women; men 70 years and older; and women 70 years
and older. Because the Total Diet Study is conducted yearly, it also
allows for the determination of trends and changes in the levels of
substances in the food supply and in daily diets.

POSTMARKET SURVEILLANCE OF FOOD ADDITIVES

FDA’s Center for Food Safety and Applied Nutrition (CFSAN)
monitors complaints from consumers and health professionals re-
garding food and color additives and dietary practices as part of its
Adverse Reaction Monitoring System. Currently, the database con-
tains 11,939 records. Of the complainants who reported their age,
approximately 18 percent were individuals over age 60.

CFSAN also monitors complaints regarding dietary supplements
as part of the Adverse Reaction Monitoring System and has an ad-
ditional 5057 reports. There is no information in the database on
the age of the complainants for these products.

MEepIcAL Foobs

The Orphan Drug Amendments of 1988 enacted a definition for
a medical food. It defined the term “medical food” to mean “[a] food
which is formulated to be consumed or administered enterally
under the supervision of a physician and which is intended for the
specific dietary management of a disease or condition for which dis-
tinctive nutritional requirements, based on recognized scientific
principles, are established by medical evaluation.” FDA published
an advanced notice of proposed rulemaking (ANPR) in November
1996. The ANPR announced that FDA intended to initiate a re-
evaluation of its regulatory approach to these products. Its purpose
was to ensure that the products marketed as medical foods bear
claims that are truthful and not misleading, that such claims are
supported by sound science, and that label information is adequate
to inform consumers and health care providers how to use them in
a safe manner. The initiative is important to the elderly because
they may often rely on these products during periods of illness or
to supplement their diets to meet specific nutrient needs not being
met by their regular diets.

MEDICARE COVERAGE DETERMINATIONS

FDA provides representatives and scientific input to the Health
Care Financing Administration’s Technology Advisory Committee
(TAC). The TAC is a committee of government employees, which
advises HCFA on national coverage decisions for Medicare recipi-
ents. FDA also provides input and expert review for technology as-
sessments produced by the Agency for Health Care Policy and Re-
search (AHCPR). AHCPR technology assessments are used by
HCFA and the Civilian Health and Medical Program of the Uni-
formed Services (CHAMPUS) as a basis for coverage decisions.
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During the 1995-1996 reporting period, FDA and HCFA formu-
lated an arrangement to afford beneficiaries Medicare coverage for
investigational medical devices determined by FDA to constitute
only a minor change from an already covered device. This arrange-
ment allows manufacturers to validate the safety and efficacy of
improved products without denying coverage during the period of
study.

PHARMACY INITIATIVE

During 1995 and 1996, DHHS and FDA have sought to encour-
age greater pharmacy-based counseling. Through speeches, articles,
and editorials in major medical and pharmacy journals, DHHS and
FDA have encouraged the increased role of pharmacists, using com-
puters to print information to informing patients about the uses,
directions, risks and benefits of prescription medications. The phar-
macy profession has responded positively, bringing many examples
of their initiatives to FDA’s attention. In particular, several organi-
zations have informed FDA of the expanded use of new technology
to provide patient instructional materials to their customers. In
August of 1996 Congress took up this issue and developed perform-
ance goals for the private sector to meet. In December of 1996 the
private sector had developed an Action Plan with criteria on how
to determine the usefulness of information for consumers. The Plan
would then be presented to the Secretary of HHS for concurrence.
A survey by FDA, with data collected beginning December 1996,
showed 67% of patients reporting that they received written infor-
mation with their prescription drugs. FDA will conduct studies in
the future to review the usefulness of that information and will
continue to work closely with private sector organizations in an ef-
fort to increase the dissemination of useful information to patients
about their prescription medications.

HEALTH FRAUD

Health fraud.—the promotion of false or unproven products or
therapies for profit—is big business. These fraudulent practices can
be serious and often expensive problems for the elderly. In addition
to economic loss, health fraud can also pose direct and indirect
health hazards to those who are misled by the promise of quick and
easy cures and unrealistic physical transformations.

The elderly, more often than the general population, are the vic-
tims of fraudulent schemes. Almost half of the people over 65 years
of age have at least one chronic condition such as arthritis, hyper-
tension, or a heart condition. Because of these chronic health prob-
lems, senior citizens provide promoters with a large, vulnerable
market.

To combat health fraud, the FDA uses a combination of enforce-
ment and education. In each case, the Agency’s decision on appro-
priate enforcement action is based on considerations such as the
health hazard potential of the violative product, the extent of the
product’s distribution, the nature of any mislabeling that has oc-
curred, and the jurisdiction of other agencies.

The FDA has developed a priority system of regulatory action
based on two general categories of health fraud: direct health haz-
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ards and indirect hazards. The Agency regards a direct health haz-
ard to be extremely serious, and it receives the Agency’s highest
priority. FDA takes immediate action to remove such a product
from the market. When the fraud does not pose a direct health haz-
ard, the FDA may choose from a number of regulatory options to
correct the violation, such as a warning letter, a seizure, or an in-
junction.

The Agency also uses education and information to alert the pub-
lic to health fraud practices. Both education and enforcement are
enhanced by coalition-building and cooperative efforts between gov-
ernment and private agencies at the national, State, and local lev-
els. Also, evaluation efforts help ensure that our enforcement and
education initiatives are correctly focused.

The health fraud problem is too big and complex for any one or-
ganization to effectively combat by itself. Therefore, FDA is work-
ing closely with many other groups to build national and local coa-
litions against health fraud. By sharing and coordinating resources,
the overall impact of our efforts to minimize health fraud will be
significantly greater.

FDA has worked with the National Association of Attorney’s
General [NAGS] and other organizations to provide consumers with
information to help avoid health fraud. Since 1986, FDA has
worked with the National Association of consumer Agency Admin-
istrators [NCAA] to establish the ongoing project called the NCAA
Health Products and Promotions Information Exchange Network.
Information from FDA, the Federal Trade Commission [FTC], the
U.S. Postal Service [USPS], and State and local offices is provided
to NCAA periodically for inclusion in the Information Exchange
Network. This system provides information on health products and
promotions, consumer education materials for use in print and
broadcast programs, and the names of individuals in each contrib-
uting agency to contact for additional information.

In 1995 and 1996, FDA’s Public Affairs Specialists [PASs] contin-
ued to alert diverse and culturally specific elderly populations
throughout the United States by sponsoring community-based edu-
cation programs, information exchanges, and outreach efforts. Die-
tary supplements remained a key issue. In addition to health fraud
workshops and other community-based programs, the PASs also
convey this important information through additional networks
such as radio, television shows, and public service announcements.
With respect to enforcement, in 1995 and 1995, the Agency took ac-
tion against distributors of common gas grill ignitors that were pro-
moted for the relief of pain due to arthritis and other conditions.

WOMEN’s HEALTH
INFORMATION ABOUT DRUG EFFECTS IN CERTAIN POPULATIONS

Over the past decade there has been growing concern that the
drug development process does not provide sufficient information
about drug effects in certain populations, including minorities and
women of all ages. On September 8, 1995, the FDA, in an effort to
collect this necessary information, proposed to amend its regula-
tions regarding the format and content of investigational new drug
applications (INDs) and new drug applications (NDAs). The pro-
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posed rule would require IND sponsors of drugs and biological
products to include in their annual reports a characterization of
study subjects by subgroups, such as age, gender, and race. Spon-
sors would also be required to present safety and efficacy data by
subgroup when submitting NDAs. This rule has since gone into ef-
fect and will assist in the determination of the optimal use of drugs
in special populations which have a variety of factors that can lead
to different responses to medical products.

WOMEN’S HEALTH RESEARCH AGENDA

During 1995 and 1996, FDA participated with the NIH Office of
Women’s Health in defining specific objectives of the research agen-
da for the 21st century. The effort culminated in plans for a work-
shop including experts from the federal government and univer-
sities to be held in 1997. Some specific age-related conditions were
evaluated including cardiovascular and pulmonary diseases, oral
health, bone and musculoskeletal disorders, kidney conditions, and
cancer.

HISPANIC WOMEN’S HEALTH CONFERENCE

On May 9-10, 1996, the Office of Women’s Health sponsored the
Hispanic Women’s Health Conference held in Miami, Florida. Over
150 people attended the conference which was designed as a grass-
roots effort to bring together community based organizations, aca-
demia, federal, state and local agencies and public/private health
care providers concerned with Hispanic women’s health issues,
many of which affect aging American women. The two day meeting
featured national and local speakers who addressed key Hispanic
health concerns in the areas of diabetes, heart disease, cancer,
mental health, substance abuse, osteoporosis, and HIV/AIDS. Its
purposes were to create an ongoing network of health professionals
in Southern Florida to address this community’s health needs, and
to consider priority issues on which ongoing public education
should occur.

MINORITY WOMEN HEALTH EMPOWERMENT: WORKSHOPS

The office sponsored this series of Conferences in 1995, 1996 and
1997. The purpose of the workshops was to equip minority women,
including the aging, in urban areas of the New Jersey and Dela-
ware Valley with information on how to take care of themselves,
how to prevent illness and disease, and what the benefits are of
early detection and treatment. This project targeted women who
were at high risk for HIV/AIDS, cardiovascular disease, breast and
other cancers, and diabetes. The programs were conducted in com-
munity centers, Head Start Centers, local parish halls, school audi-
toriums, and hospital conference rooms. Audiotapes in English and
Spanish were given to participants at the end of the workshop.

WOMEN’S HEALTH: TAKE TIME TO CARE

In 1996, the FDA Office of Women’s Health (OWH) conceived of
a new program partnering with American women. In order to en-
hance the health of women, the FDA wanted to provide mid-life
and older women, particularly in under served populations, with
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the information they need to promote and protect their own health.
OWH met with 46 advocacy groups representing women, the elder-
ly, and disease conditions, to discuss their health concerns. The
theme, Women’s Health: Take Time To Care, will be used for a va-
riety of health prevention messages. Women, as represented by
these organizations, told us that the first message should be pre-
sented Use Medicines Wisely. As major consumers of pharma-
ceuticals, women and their health are significantly affected by the
use of medications. In 1997, Pilot programs using this message
were conducted in Chicago, IL and Hartford, CT. FDA provided the
printed materials and information and community organizations
sponsored numerous public awareness events. This program will be
rolled out nationally in 1998 and will be brought to 15 cities, rural
empowerment zones, and Native-American reservations across the
country.

“BEFORE TIME RUNS OUT”

Breast cancer is the number one cause of cancer related deaths
among African American women. The FDA Office of Women’s
Health provided funds to educate African American women in the
Houston area about the importance of screening and the impact of
breast cancer on the African American community through the use
of a locally-inspired play. This drama, which was written and pro-
duced by an African American playwright (Thomas Meloncon) enti-
tled “Before Time Runs Out” was inspired by Mr. Meloncon’s sister
who died of breast cancer. The play was followed by a panel discus-
sion and pertinent brochures were distributed. This series was pre-
sented in selected churches in under served communities in Hous-
ton in 1996 and 1997.

PUBLIC EDUCATION BROCHURES

Asian Pacific Islander women have low rates of utilization of
breast and cervical cancer screening procedures due to language
barriers and a subsequent lack of understanding of the importance
of these tests. In 1995, the Office of Women’s Health sponsored the
translation of mammography and cervical cancer screening mate-
rials into several languages to address the needs of linguistically
isolated Asian Pacific Islander women.

OUTREACH AND EXHIBITS

The Office of Consumer Affairs [OCA] sent information to older
Americans through “Dear Consumer” letters, faxes, phone calls,
and personal visits to notify, inform, and elicit feedback from con-
sumers in the areas of Mammography Quality Standards,
MedGuide, direct-to-consumer advertising for prescription drugs,
plasma product withdrawals and recalls, food labeling, informed
consent and issues pertaining to FDA advisory committees.

OCA participated in and exhibited at the Native American Aging
Council. Over 300 publications were distributed on nutrition for the
elderly as well as “The Age Page” publications from the National
Institutes of Health.
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COMMUNITY-BASED PROGRAMS

Public Affairs Specialists, located throughout the country in FDA
field offices, conducted a variety of community-based programs in
1995-1996 to address the health concerns and information needs of
older Americans. The topics addressed by field programs and out-
reach efforts are timely and diverse, including such topics as food
labeling [how to get the most for your dollars and how to meet the
requirements of special diets]; the safe use of medications; ques-
tions to ask your physician or health care provider; health fraud;
clinical trials; blood safety; vaccines; hormone replacement therapy;
and cancer screening.

One of the major ongoing initiatives undertaken by FDA Public
Affairs Specialists focused on informing older Americans about the
Nutrition Labeling and Education Act and how to use the new food
label for a healthy or special diet. These Specialists developed in-
formation kits for older people and distributed these kits in com-
munities throughout the country. These kits included wallet cards
on the new food labeling law; large-print face sheets; place mats;
and trainer guides. Senior volunteers were trained in a nutrition
program sponsored by DHHS Region V Administration on Aging in
Chicago, Illinois to disseminate information on food labeling to sen-
ior citizen, especially older people in minority communities.

Examples of other community-based programs and outreach ini-
tiatives carried out by FDA Public Affairs Specialists include:

Health fraud activities focusing on health fraud scams and
products that target older people such as a statewide health
fraud conference held in Kentucky; a health fraud symposium
in New Jersey with a federal panel comprised of the FDA, Fed-
eral Trade Commission, and the Consumer Product Safety
Commission, addressing “Knowing Your Rights is the Key to
Consumer Protection”; and working with state officials in Ha-
waii to assemble a task force to teach older people about health
fraud products and ploys; and

Workshops addressing proper medication storage, under-
standing OTC/Rx labeling, food and drug interactions, drug
and drug interactions and medication usage; and

Participating with community organizations such as the local
health department, Alzheimer’s Association, Arthritis Founda-
tion, local department on aging, and other partners to sponsor
health fairs for older people; and

Carrying out daily activities with state and local agencies,
local media, nonprofit organizations, professional associations,
and public health institutions to meet the information and
service needs of older people within communities across the
country.

HEALTH CARE FINANCING ADMINISTRATION

LoNG-TERM CARE

The mission of the Health Care Financing Administration
(HCFA) is to promote the timely delivery of appropriate, quality
health care to its beneficiaries—over 75 million aged, disabled, and
poor Americans.
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Medicaid and Medicare are the principal sources of funding long
term care in the United States. The primary types of care reim-
bursed by these programs of HCFA are a variety of institutional
(e.g., skilled nursing facilities (SNFs), intermediate care facilities
for the mentally retarded (ICFs/MR), inpatient rehabilitation) and
home and community based care services (e.g., home health, per-
sonal care).

HCFA’s Office of Research and Demonstrations (ORD) conducts
demonstration projects that demonstrate and evaluate optional cov-
erage, eligibility, delivery system, payment and management alter-
natives to the present Medicare and Medicaid programs. ORD also
conducts research studies on a range of issues relating to long term
care services and their users, providers, quality and costs.

DEMONSTRATION ACTIVITIES

Demonstration activities in ORD include the development, test-
ing, and evaluation of:

Alternative methods of service delivery for post acute and
long term care, focusing on service delivery systems that inte-
grate acute and long term care;

Innovative quality assurance systems and methods; and

Alternative payment systems for post acute and long term
care systems.

In 1996, HCFA continued work on several major initiatives to
test innovative systems of integrated acute and long term care.
ORD has devoted extensive effort to the testing of capitated pay-
ment systems for a combination of acute and long term care serv-
ices, including conducting and evaluating the Program of All-inclu-
sive Care for the Elderly (PACE) and the Social Health Mainte-
nance Organization (Social HMO) demonstrations. The PACE dem-
onstration has the purpose of replicating a unique model of man-
aged care service delivery for very frail community dwelling elder-
ly, most of whom are dually eligible for Medicare and Medicaid cov-
erage and all of whom are assessed as being eligible for nursing
home placement. Work continued on the evaluation of this dem-
onstration, as well as the development of a quality assurance sys-
tem that could be used by HCFA and State Medicaid agencies in
monitoring providers, as well as by the providers for internal qual-
ity improvement activities. Work is also continuing to develop and
implement a “second generation” model of the Social HMO, and the
first of these sites began enrollment and service delivery in 1996.
The first State-initiated integrated system of care for dually eligi-
ble beneficiaries was also implemented in Minnesota, the Min-
nesota Senior Health Options demonstration. The provision of inte-
grated acute and long term care services to children and youth who
are disabled and eligible for Supplemental Security Income is being
test in the District of Columbia’s Health Services for Children with
Special Needs. Implementation of this prepaid, capitated project
began in late 1995, and 3,000 children and youth with disabilities
are targeted for voluntary enrollment.

In 1996, ORD continued testing capitation payment systems for
home health care and long term nursing home care, under the aus-
pices of the Community Nursing Organization (CNO) and EverCare
demonstrations. HCFA awarded contracts to four CNO sites in
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1992. This demonstration tests the feasibility and effect on patient
care of a capitated, nurse-directed delivery system for home health
and other community based services. The CNO sites completed a
l-year development period and began a 3-year operational period
in January 1994. HCFA is also working with the United
HealthCare Corporation, Inc. to implement the EverCare dem-
onstration. This demonstration tests the effectiveness of managing
acute care needs of nursing home residents by pairing physicians
and geriatric nurse practitioners who will function as primary med-
ical care givers and case managers. Payment is on a prepaid,
capitated basis. Five sites were operational by the close of 1996.

In 1996 HCFA also continued operation of major demonstrations
designed to test prospective payment of home health and SNF care.
The Medicare home health prospective payment demonstration is
being conducted in two phases. The first phase involved testing of
prospectively established per-visit payment rates for Medicare cov-
ered home health visits. A second phase, implemented in 1995, is
testing per-episode payment rates for an episode of Medicare cov-
ered home health care. In 1995, ORD also implemented the
MultiState Nursing Home Case Mix and Quality demonstration in
four States. This demonstration is testing innovative quality assur-
ance and prospective case-mix adjusted payment for nursing homes
that participate in Medicare and Medicaid.

New demonstrations designed to provide greater consumer direc-
tion and autonomy were under development in 1996. The Con-
sumer-Directed Durable Medical Equipment demonstration, de-
signed to provide greater consumer direction and control in the
purchase and maintenance of Medicare durable medical equipment
was designed in 1996, with site selection targeted for 1997. HCFA
also worked collaboratively with the Assistant Secretary for Plan-
ning and Evaluation and the Robert Wood Johnson Foundation to
develop a demonstration of cash payments and counseling services
for Medicaid personal assistance services. Four sites were selected
for demonstration participation in 1996, and implementation of this
demonstration is expected in late 1997.

HCFA continues its interest in the development and testing of
outcome based quality assurance systems. A demonstration to test
the effectiveness of outcome based quality assurance activities in
Medicare home health was implemented in 46 home health agen-
cies in 1996, while a demonstration of outcome based quality assur-
ance for persons with developmental disabilities was implemented
in the State of Minnesota in 1996.

RESEARCH ACTIVITIES

Long term care research activities in ORD can be classified ac-
cording to the following objectives:

Examining trends in disability and the relationship between
disability, need for and use of long term care services;

Examining the effect of the Medicare Catastrophic Coverage
Act on subacute and long term care services and providers as
well as ongoing changes in the use of post acute and long term
care;

Examining alternative quality assurance, financing and pay-
ment systems for long term care; and
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Supporting data development and analyses.

Because the long term care population is diverse and its composi-
tion continues to change over time, it is important to examine
changes in rates of disability as well as the relationship between
types of disability, need for and use of long term care services. For
example, the most rapidly growing segments of the Medicare popu-
lation are beneficiaries under age 65 with disabilities and those
who are 85 years or older—both segments with significantly higher
rates of disability and related use of services.

A major responsibility of ORD is assessing the effects of various
Medicare and Medicaid programs and policies on subacute and long
term care services. Since the passage of the Medicare Catastrophic
Coverage Act and its subsequent repeal, ORD has been assessing
the effects of this change on other parts of the health care system.
Included in this research is the examination of changes in subacute
and long term care case mix, utilization, quality, and costs.
Changes in the supply of long term care providers are also being
studied. Major research projects are underway to analyze the ap-
propriateness of post hospital care and the course and outcomes of
that care. In recent years, there has been an increased emphasis
on examining episodes of care rather than utilization of just one
type of services. Medicare files, which link hospital with post hos-
pital care, continue to be analyzed to provide information on trends
in the post acute care utilization. In addition, another purpose of
funding this research was to gather information about decision
making at the point of hospital discharge and the types of patients
who are referred to the various post acute modalities of care. These
research studies involve collection and analysis of data in order to
provide Medicare coverage, quality assurance and payment policy
recommendations relating to subacute care (e.g., nursing homes, re-
habilitation hospitals and home health).

Several studies address alternative financing, payment and qual-
ity assurance systems. Although the majority of the elderly are cov-
ered by both Medicare and supplemental insurance, a large portion
of long term care services remain uncovered. Medicaid covers long
term nursing home and community based care, but only after el-
derly individuals have depleted personal resources. Research is
being conducted that identifies sources of financing long term care,
examines beneficiaries’ personal resources to purchase long term
care insurance, and examines the risk of catastrophic expenditures.
Other research is continuing in the payment area, as work was ini-
tiated to develop case-mix payment systems for home health, as
well as for Medicaid payments for persons with disabilities. Work
to develop outcome-based quality assurance systems also continues.

Efforts are also underway to improve the data bases, statistics
and baseline information upon which future assessment of needs,
problem identification, and policy decisions will be based. HCFA
continues to support the Disability Supplement to the 1994 and
1995 National Health Interview Survey, the Medicare Current Ben-
eficiary Survey, the National Recurring Data Set project and the
Long Term Care Program and Market Characteristics data base.

One subgroup of increasing importance to both the Medicare and
Medicaid programs is individuals who receive services under both
programs. ORD began analysis with the Medicare Current Bene-
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ficiary Survey, designed to improve our understanding of the demo-
graphic characteristics of dually eligible individuals, their service
use and costs, as well as any potential access problems they might
experience. These analyses are also intended to support the devel-
opment of demonstrations targeted to dually eligible individuals, in
WhiC}(’i service delivery, quality and payment innovations will be
tested.

Information follows on specific HCFA demonstrations and re-
search.

On Lok’s Risk-Based Community Care Organization for Dependent
Adults: On Lok Senior Health Services

Period: November 1983-Indefinite.

Funding: Waiver only.

Grantee: On Lok Senior Health Services, 1333 Bush Street, San
Francisco, CA 94109 and California Department of Health Services,
714-744 P Street, P.O. Box 942732, San Francisco, CA 94234—
7320.

As mandated by sections 603(c) (1) and (2) of Public Law 98-21,
the Health Care Financing Administration granted Medicare waiv-
ers to On Lok Senior Health Services and Medicaid waivers to the
California Department of Health Services. Together, these waivers
permitted On Lok to implement an at-risk, capitated payment dem-
onstration in which more than 300 frail elderly persons, certified
by the California Department of Health Services for institutional-
ization in a skilled nursing facility, are provided a comprehensive
array of health and health-related services in the community. The
current demonstration maintains On Lok’s comprehensive commu-
nity-based program but has modified its financial base and reim-
bursement mechanism. All services are paid for by a predetermined
capitated rate from both the Medicare and Medicaid (Medi-Cal)
programs. The Medicare rate is based on the average per capita
cost for the San Francisco county Medicare population. The Medi-
Cal rate is based on the State’s computation of current costs for
similar Medi-Cal recipients, using the formula for prepaid health
plans. Individual participants may be required to make copay-
ments, spenddown income, or divest assets based on their financial
status and eligibility for either or both programs. On Lok has ac-
cepted total risk beyond the capitated rates of both Medicare and
Medi-Cal, with the exception of the Medicare payment for end
stage renal disease. The demonstration provides service funding
only under the waivers. Research and development activities are
funded through private foundations.

Section 9220 of Public Law 99-272 has extended On Lok’s Risk-
Based Community Care Organization for Dependent Adults indefi-
nitely, subject to the terms and conditions in effect as of July 1,
1985, with the exception of the requirements relating to data collec-
tion and evaluation. On Lok is continuing to develop collaborative
projects with other organizations in the San Francisco Bay area. A
pilot agreement with the Institute on Aging (IOA) has been com-
pleted and the two organizations have entered in a venture agree-
ment in which IOA will be establishing an adult day health center
and operating it under the rules of the Program of All-Inclusive
Care for the Elderly protocol. The site will be established in the
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Richmond area of San Francisco. On Lok will provide quality as-
surance oversight as well as marketing and enrollment support.
TIOA will receive a portion of On Lok’s capitation it receives via the
HCFA demonstration and a portion will be retained by On Lok to
cover administrative expenses.

Program of all-inclusive care for the elderly

Period: June 1990—January 1997 (yearly continuation).

Funding: Waiver only.

Grantees: See below.

Mandated by Public Law 99-509, as amended by section
4118(g)(1)(2) of Public Law 100-203 and section 4744 of Public Law
101-508, the Health Care Financing Administration will conduct a
demonstration that replicates, in not more than 15 sites, the model
of care developed by On Lok Senior Health Services in San Fran-
cisco, California. The Program of All-Inclusive Care for the Elderly
demonstration replicates a unique model of managed-care service
delivery for 300 very frail community-dwelling elderly persons,
most of whom are dually eligible for Medicare and Medicaid cov-
erage and all of whom are assessed as being eligible for nursing
home placement, according to the standards established by partici-
pating States. The model of care includes—as core services—the
provision of adult day health care and multidisciplinary case man-
agement through which access to and allocation of all health and
long-term-care services are arranged. Physician, therapeutic, ancil-
lary, and social support services are provided on site at the adult
day health center whenever possible. Hospital, nursing home, home
health, and other specialized services are provided off site. Trans-
portation is provided for all enrolled members who require it. This
model is financed through prospective capitation of both Medicare
and Medicaid payments to the provider. Demonstration sites are to
assume financial risk progressively over 3 years, as stipulated in
the Omnibus Budget Reconciliation Act of 1987. The ten sites and
their State Medicaid agencies that have been granted waiver ap-
proval to provide services are:

Elder Service Plan

Period: June 1990—January 1997 (yearly continuation).

Grantee: East Boston Geriatric Services, Inc., 10 Gove St., East
Boston, MA 02128.

Period: June 1990—January 1997 (yearly continuation).

Grantee: Massachusetts State Department of Public Welfare, 180
Tremont St., Boston, MA 02111.

Providence Elder Place

Period: June 1990—January 1997 (yearly continuation).

Grantee: Providence Medical Center, 4805 Northeast Glisan
Street, Portland, OR 97213.

Period: June 1990—January 1997 (yearly continuation).

Grantee: Oregon State Department of Human Services, 313 Pub-
lic Service Building, Salem, OR 97310.

Comprehensive Care Management
Period: February 1992—-January 1997 (yearly continuation).
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Grantee: Beth Abraham Hospital, 612 Allerton Ave., Bronx, NY
10467.

Period: February 1992—January 1997 (yearly continuation).

Grantee: New York State Department of Social Services, 40
North Pearl Street, Albany, NY 12243-0001.

Palmetto Senior Care

Period: October 1990—January 1997 (yearly continuation).

Grantee: Richland Memorial Hospital, Fifteen Richland Medical
Park, Columbia, SC 29203.

Period: October 1990—January 1997 (yearly continuation).

Grantee: South Carolina State Health and Human Services Fi-
nance Commission, P.O. Box 8206, Columbia, SC 29202-8206.

Community Care for the Elderly

Period: October 1990—January 1997 (yearly continuation).

Grantee: Community Care Organization, 5228 West Fond du Lac
Avenue, Milwaukee, WI 53216.

Period: October 1990—January 1997 (yearly continuation).

Grantee: Wisconsin State Department of Health and Social Serv-
ices, P.O. Box 7850, Madison, WI 53707-7850.

Total Longterm Care, Inc.

Period: August 1991-January 1997 (yearly continuation).

Grantee: Total Longterm Care, Inc., 3202 West Colfax, Denver,
CO 80204.

Period: August 1991-January 1997 (yearly continuation).

Grantee: Colorado Department of Social Services, 1575 Sherman
Street, Denver, CO 80203-1714.

Bienvivir Senior Health Services

Period: June 1994—January 1997 (yearly continuation).

Grantee: Bienvivir Senior Health Services, 6000 Welch, Suite A—
2, El Paso, TX 77905-1753.

Period: December 1991-November 1997 (yearly continuation).

Grantee: Texas Department of Human Services, P.O. Box 149030
(MC-E-601), Austin, TX 78714-9030.

Independent Living for Seniors

Period: March 1992—-March 1997 (yearly continuation).

Grantee: Rochester General Hospital, 311 Alexander Street,
Rochester, NY 14604.

Period: March 1992—-March 1997 (yearly continuation).

Grantee: New York State Department of Social Services, 40
North Pearl Street, Albany, NY 12243-0001.

Sutter Senior Care

Period: May 1994—April 1997 (yearly continuation).

Grantee: Sutter Health System, 2800 L Street, Sacramento, CA
95816.

Period: May 1994—-April 1997 (yearly continuation).

Grantee: California Department of Health Services, 714/744 P
Street, P.O. Box 942732 Sacramento, CA 94234-7320.
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Center for Elders’ Independence

Period: April 1995-March 1997 (yearly continuation).

Grantee: Center for Elders’ Independence, 1411 East 31st Street,
Ward B2, Oakland, CA 94602.

Period: April 1995-March 1997 (yearly continuation).

Grantee: California Department of Health Services, 714/744 P
Street, P.O. Box 942732 Sacramento, CA 94234-7320.

Evaluation of the Program of All-inclusive Care for the Elderly
demonstration

Period: June 1991-January 1997.

Funding: $4,486,514.

Contractor: Abt Associates Inc., 55 Wheeler Street, Cambridge,
MA 02138.

Investigator: David Kidder, Ph.D.

The Program of All-Inclusive Care for the Elderly (PACE) Dem-
onstration replicates a unique model of managed-care service deliv-
ery for 300 very frail community-dwelling elderly, most of whom
are dually eligible for Medicare and Medicaid coverage and all of
whom are assessed as being eligible for nursing home placement
according to the standards established by participating States. The
model of care includes—as core services—the provision of adult day
health care and multidisciplinary team case management through
which access to and allocation of all health and long-term-care
services are arranged. This model is financed through prospective
capitation of both Medicare and Medicaid payments to the pro-
vider. One purpose of the evaluation is to examine PACE sites be-
fore and after assumption of full financial risk, with the purpose
of determining whether the PACE model of care, as a replication
of the On Lok Senior Health Services model of care, is cost-effective
to the existing Medicare and Medicaid programs. Another purpose
is to examine the decision to enroll in PACE in order to understand
how PACE enrollees differ from those who are eligible for PACE
but refuse to enroll in the program; to determine the impact of
PACE on participant health services utilization, expenditures, and
outcomes; and to explore the subobjectives of PACE or the link be-
tween PACE and the outcomes of interest.

This project initiated primary data collection in January 1995
that will continue through the end of this contract. Reports based
on site visits to demonstration sites operating under capitated
Medicare and Medicaid payments have been received annually.
Preliminary impact results have been received and suggest the fol-
lowing: (1) PACE reduces nursing home and hospital use, while in-
creasing use of ambulatory and other non-institutional services; (2)
PACE is associated with improved health status, quality of life and
satisfaction, though not with measurable improvement in physical
function; (3) although PACE participants survive longer than non-
participants, the difference is not statistically significant; and (4)
PACE appears to be more effective at reducing institutional utiliza-
tion and improving health status and satisfaction for participants
with high levels of physical impairment than for the less impaired.

Program for All-inclusive Care for the Elderly data management
Period: March 1992—-August 1995.
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Funding: $613,014.

Contractor: On Lok, Inc., 1333 Bush Street, San Francisco, CA
94109.

Investigator: Marleen L. Clark, Ph.D.

The purpose of this project is to provide continuing data manage-
ment through out the Program for All-Inclusive Care for the Elder-
ly (PACE) demonstration period to ensure that a valid, reliable
data set is maintained for monitoring project operations and for use
by the Health Care Financing Administration’s independent eval-
uator. The PACE demonstration replicates a unique model of man-
aged-care service delivery for very frail community-dwelling elderly
persons, most of whom are dually eligible for Medicare and Medic-
aid coverage and all of whom are assessed as being eligible for
nursing home placement according to the standards established by
the participating States. DataPACE maintains a data set on PACE
enrollees, including demographic and enrollment information,
health and functional status, and service use. For the PACE dem-
onstration project, On Lok has established a minimum dataset and
has implemented data collection procedures at the PACE sites for
this data set. This dataset includes the variables and program in-
formation originally designed to be used by evaluators. This con-
tract has been concluded.

Program of All-inclusive Care for the Elderly data management

Period: September 1995-August 1998.

Funding: $590,630.

Contractor: On Lok, Inc., 1333 Bush Street, San Francisco, CA
94109.

Investigator: Marleen L. Clark, Ph.D.

The purpose of this contract is to provide data management for
the Program of All-Inclusive Care for the Elderly (PACE) dem-
onstration period to ensure that a valid, reliable data set is main-
tained for monitoring project operations and for use by the Health
Care Financing Administration’s independent evaluator. This is a
continuation of the previous contract with On Lok, Inc. to provide
this service. DataPACE maintains a data set on PACE enrollees
and manages data collection procedures at the PACE sites. In the
course of this second contract, service utilization data are sched-
uled to be used by the PACE demonstration programs’s independ-
ent evaluator. The DataPACE software and data management rou-
tines have been implemented at all sites and continue to be used
to monitor data quality and provide feedback to the sites. The first
round of data transmissions to the independent evaluator have
taken place.

External assessment of quality assurance in the Program for All-in-
clusive Care for the Elderly

Period: September 1993—March 1996.

Funding: $389,218.

Contractor: Abt Associates Inc., 55 Wheeler Street, Cambridge,
MA 02138.

Investigator: David Kidder, Ph.D.

The purpose of this study is to develop and test an external qual-
ity assurance program for the Program for All-Inclusive Care for
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the Elderly (PACE) model of care based on structured implicit re-
view. These measures may be used by the Health Care Financing
Administration and State Medicaid agencies in quality assurance
monitoring of the PACE program. The two key approaches that
form the basis for the development of a quality assurance program
are: (1) a “tracer approach” that identifies certain events whose ex-
istence represents a sign of unsatisfactory care; and (2) “general
patient-centered measures” of health outcomes that reflect the total
effects of care on the individual patient. The quality assurance ap-
proach encompasses both process and outcome elements. Tracer
conditions have been developed by the University of Minnesota, the
subcontractor for this delivery order. The University of Minnesota
has obtained copies of medical records from each of the PACE sites
and has abstracted the necessary information from the medical
records. Final reports describing the success of structured implicit
review, information about patient satisfaction and the feasibility of
conducting this type of monitoring system on a group of control pa-
tients have been submitted. The results suggest cautious optimism
about using structured implicit review on a wide scale. Although
this approach can detect differences in patterns of care, inter-rater
reliability is not high.

Program for All-inclusive Care for the Elderly (PACE) Quality As-
surance

Period: September 1996-March 1999.

Funding: $1,837,148.

Contractor: Center for Health Policy Research, 1355 S. Colorado
Blvd, Suite 306, Denver, CO 80222.

Investigator: Peter Shaughnessy, Ph.D.

This project will develop an outcome-based quality assurance and
performance improvement system for the Program for All-Inclusive
Care for the Elderly (PACE) for use by Health Care Financing Ad-
ministration (HCFA) and States in monitoring sites and for contin-
uous quality improvement (CQI). The CQI system will consist of
two phases. In the first phase risk-adjusted outcome reports will be
produced, while during the second phase the PACE sites will exam-
ine why and how they are achieving specific outcomes and make
recommendations for improvements in the case of poor outcomes.
This project is currently in its design phase.

Social Health Maintenance Organization Project for long-term care

Period: August 1984-December 1997.

Funding: Waiver only.

Grantees: See below.

In accordance with section 2355 of Public Law 98-369, this
project was developed to implement the concept of a social health
maintenance organization (S/HMO) for acute and long-term care. A
S/HMO integrates health and social services under the direct finan-
cial management of the provider of services. All services are pro-
vided by or through the S/HMO at a fixed, annual, prepaid capita-
tion sum. Four demonstration sites were selected to participate; of
the four, two were health maintenance organizations that have
added long-term-care services to their existing service packages
and two were long-term-care providers that have added acute-care
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service packages. The demonstration sites use Medicare and Medic-
aid waivers, and all initiated service delivery by March 1985.
HealthPartners (formerly Group Health in Minneapolis-St. Paul,
Minnesota), one of the original sites, discontinued participation on
January 1, 1995. On three separate occasions, this demonstration
has been extended by legislation. Current legislation, Public Law
103-66, extends the demonstration period through December 31,
1997.

Elderplan, Inc.

Grantee: Elderplan, Inc., 6323 Seventh Avenue, Brooklyn, NY
11220.

Medicare Plus IT

Grantee: Kaiser Permanente Center for Health Research, 3800
North Kaiser Center Drive Portland, OR 97227-1098.

SCAN Health Plan

Grantee: Senior Care Action Network, 3780 Kilroy Airport Way,
Suite 600, P.O. Box 22616, Long Beach, CA 90801-5616.

Site development and technical assistance for the Second Genera-
tion Social Health Maintenance Organization demonstration

Period: September 1993—September 1998.

Funding: $2,251,123.

Contractor: University of Minnesota, School of Public Health, In-
stitute for Health Services Research, D-351 Mayo Memorial Build-
ing, 420 Delaware Street, SE., Box 197 Minneapolis, MN 55455—
0392.

Investigator: Robert L. Kane, M.D.

In January 1995, the Health Care Financing Administration se-
lected six organizations to participate in the Second Generation So-
cial Health Maintenance Organization (HMO) Demonstration. The
purpose of this project is to study the impact of integrating acute-
and-long term-care-services within a capitated managed-care sys-
tem. It was developed to refine the targeting and financing meth-
odologies and the benefit design of the current social HMO model
which was initiated as a demonstration in 1985.

Although the same services are provided under both of these
projects the Second Generation Social HMO Demonstration fea-
tures a greater emphasis on geriatric care and a more inclusive
case management system. Another distinguishing characteristic of
the project it is risk-adjusted payment methodology that is based
on an individual’s health status and functioning level. The primary
focus of the project’s evaluation will be to compare beneficiaries en-
rolled in the demonstration with beneficiaries in a section 1876
HMO program.

The University of Minnesota and its subcontractor, the Univer-
sity of California, San Francisco are providing technical assistance
and support in the development, implementation, and operation of
the Second Generation Social HMO Demonstration.

The developmental phase of the Second Generation Social HMO
Demonstration began in January 1995. Since that time the Univer-
sity of Minnesota and the University of California, San Francisco
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have been providing technical assistance to the organizations par-
ticipating in the project. They have also developed a questionnaire
that will be used to determine a beneficiary’s capitated payment
rate, a series of geriatric protocols to help physicians identify and
treat certain health conditions, and a care coordination assessment
instrument to assist case managers with care planning. The Health
Plan of Nevada began enrolling beneficiaries into the demonstra-
tion in November 1996. Enrollment at the other five organizations
is scheduled to begin in May 1997.

Second generation of Social Health Maintenance Organization dem-
onstration

Period: November 1996-November 1997.

Funding: Waiver only.

Grantees: See below.

In accordance with section 2355 of Public Law 98-369, the con-
cept of a social health maintenance organization (S/HMO) was de-
veloped and implemented. The S/HMO integrates health and social
services under the direct financial management of the provider of
services. All acute and long-term-care services are provided by or
through the STHMO at a fixed, annual, prepaid capitation sum. The
Omnibus Budget Reconciliation Act of 1990 authorized the expan-
sion of the Social Health Maintenance Organization demonstration.
The purpose of this second generation S/HMO (S/HMO-II) dem-
onstration is to refine the targeting and financing methodologies
and the benefit design of the current STHMO model. The S/HMO-
II model will also provide an opportunity to test more geriatrically
oriented models of care. Six organizations have been awarded waiv-
ers to implement the project.

Grantee: CAC Ramsey Health Plan, 75 Valencia Avenue, Coral
Gables, FL 33134.

Grantee: Contra Costa County Health Plan, 595 Center Avenue,
Suite 100, Martinez, CA 94553.

Grantee: Fallon Community Health Plan, Chestnut Place, 10
Chestnut Street, Worcester, MA 01608.

Grantee: Health Plan of Nevada, Inc., P.O. Box 15645, Las
Vegas, NV 89114.

Grantee: Richland Memorial Hospital, Five Richland Medical
Park, Columbia, S.C. 29203.

Grantee: Rocky Mountain Health Maintenance Organization,
2775 Crossroads Boulevard, Grand Junction, CO 81505.

State of Minnesota “Senior Health Options (SHO) Project”

Period: April 1995-December 2000 (yearly continuation).

Funding: Waiver only.

Grantees: Minnesota Department of Human Services, Human
Services Building, 444 Lafayette Road, St. Paul, MN 55155.

In April 1995, the State of Minnesota was awarded Medicare and
Medicaid waivers for a 5-year demonstration designed to test deliv-
ery systems that integrate long-term care and acute-care services
for elderly dual eligibles. The State is targeting the elderly dually
entitled population that resides in the 7-county metro area and St.
Louis county. Elderly Medicaid eligibles now required to enroll in
the State’s current section 1115 Prepaid Medical Assistance Pro-
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gram (PMAP) demonstration will be given the option to enroll in
the Senior Health Options (SHO) Project, which in essence adds
long-term care and Medicare benefits to basic PMAP benefits.
Under this demonstration, the State will be treated as a health
plan that contracts with Health Care Financing Administration to
provide services, and provides those services through subcontracts
with various appropriate providers. The State will continue its cur-
rent administration of the Medicaid-managed care program while
incorporating some Medicare requirements that apply directly to
the health plans with which the State would subcontract for SHO.
HCFA’s direct oversight functions would continue to apply to the
overall demonstration and managing entity, which would be the
State.

MAINE-NET: Medicaid- and Medicare-managed care for the elderly
and physically disabled in Maine

Period: September 1994—September 1997.

Funding: $944,940.

Grantees: Maine Department of Human Services, Bureau of Med-
ical Services, State House Station No. 11, Augusta, ME 04333.

Investigator: Carreen Wright.

This project is designed to demonstrate integrated models for the
financing and delivery of managed health care and social services
for Medicare and Medicaid elderly and physically disabled persons
in Maine. The project seeks to promote the development of regional
service delivery networks or health plans, particularly in rural
areas of the State that would be responsible for the management,
coordination, and integration of services, including multidisci-
plinary approaches to care planning and service delivery. The dem-
onstration will provide a comprehensive package of primary, acute,
and long-term-care institutional and noninstitutional services as
part of a prepaid-capitated health plan for the target populations.
The demonstration seeks to expand upon nursing home quality in-
dicators developed in the Health Care Financing Administration
sponsored multistate Case-Mix Demonstration Project and incor-
porate HCFA’s quality assurance guidelines for managed care
plans. In addition, the project will develop and use an activity of
daily living-based case-mix adjustment for long-term-care services
in the construction of capitation payment rates, using the Resource
Utilization Group III, Version classification system also developed
in the multistate demonstration project. For services provided in
boarding homes and in the community, two new case-mix meth-
odologies will be developed for use by the demonstration.

This project is now in its second year. During this period, a con-
cept paper describing the State’s health care environment and the
challenges facing the proposed demonstration program was drafted.
In addition, an analysis of the cost and use patterns of State elder-
ly and disabled Medicare and Medicaid beneficiaries has been un-
dertaken, and is expected to be complete by November 0f 1996.
During year two, a request for information was created and issued,
and the responses were reviewed by the State. The data from these
responses, along with a detailed county-by-county environmental
analysis informed the criteria used for the selection of the two sites
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for the proposed demonstration. The State currently anticipates
submitting the waiver application in February 1997.

Managing medical care for nursing home residents

Period: December 1992—-December 1998.

Funding: Waiver only.

Grantee: United HealthCare Corporation, Inc., P.O. Box 1459,
Minneapolis, MN 55440-8001.

Investigator: Jeannine Bayard.

The objective of this demonstration is to study the effectiveness
of managing acute care needs of nursing home residents by pairing
physicians and geruiatric nurse practitioners (GNPs) who will func-
tion as primary medical caregivers and case managers. The major
goals of the demonstration are to reduce medical complications and
dislocation trauma resulting from hospitalization and to save the
expense of hospital care when patients could be managed safety in
the nursing home with expanded services. The operating principal
of this demonstration is EverCare, a subsidiary of United Health
Care Corporation, Inc. EverCare will receive a fixed capitated pay-
ment (based on a percentage of the adjusted average per capita
cost) for all nursing home residents enrolled and will be at full fi-
nancial risk for the cost of acute care services for enrollees. GNPs
will provide initial assessments of enrollees; make monthly visits;
authorize clinic, outpatient and hospital visits; and communicate
with the patients’ physicians, nursing facility staffs, and families.
Physician incentive plans will be structured to offer a higher reim-
bursement rate for nursing home visits and lower reimbursement
rates for services furnished in physicians’ offices or in other set-
tings. By increasing the intensity and availability of medical serv-
ices, EverCare believes that the model will reduce total care costs;
improve quality of care received by participants through better co-
ordination of appropriate acute care services; and improve the qual-
ity of life for and level of satisfaction of enrollees and their families.

Waivers were awarded in the summer of 1994 and currently sites
are operational in Atlanta, Baltimore, Boston, and Phoenix; sites in
Denver and Tampa are expected to initiate services in 1997.

Randomized controlled trial of expanded medical care in nursing
homes for acute care episodes: Monroe County Longterm Care
Program, Inc.

Period: March 1992-December 1996.

Funding: $1,054,007.

Grantee: Monroe County Longterm Care Program, Inc., 349 West
Commercial Street, Suite 2250, Piano Works East Rochester, NY
14445.

Investigator: Gerald Eggert, Ph.D.

The objective of this demonstration is to develop, implement, and
evaluate the effectiveness of expanded medical services to nursing
home residents who are undergoing acute illnesses that would ordi-
narily require hospitalization. The intervention will include many
services that are available in acute hospitals and are feasible and
safe in nursing homes. These include an initial physician visit, all
necessary followup visits, diagnostic and therapeutic services, and
additional nursing care (including private duty), if necessary. The
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major goals are to reduce medical complications and dislocation
trauma resulting from hospitalization and to save the expense of
hospital care when patient could be managed safely in nursing
homes with expanded services. The design phase of the demonstra-
tion has been completed. The design is currently being evaluated
to determine the impact of the implementation of the Multistate
Nursing Home Case-Mix and Quality Demonstration on the imple-
mentation of this demonstration.

Community Nursing Organization Demonstration

Period: September 1992—December 1996.

Contractors: See below.

Section 4079 of Public Law 100-203 directs the Secretary of the
Department of health and Human Services to conduct demonstra-
tion projects at four or more sites to test a capitated, nurse-man-
aged system of care. The two fundamental elements of the Commu-
nity Nursing Organization (CNO) demonstration are capitated pay-
ment and nurse case management. These two elements are de-
signed to promote timely and appropriate use of community health
services and to reduce the use of costly acute care services. The leg-
islation mandates a CNO service package that includes home
health care, durable medical equipment, and certain ambulatory
care services. Four applicants were awarded site demonstration
contracts on September 30, 1992. The selected sites represent a
mix of urban and rural sites and different types of health provid-
ers, including a home health agency, a hospital based system, and
a large multispeciality clinic. All CNO sites have undergone a 1-
year development period and began a 3-year operational period in
January 1994, which continued in 1996. Abt Associates Inc. Was
selected to evaluate the project and to provide technical assistance
to the sites. Abt Associates Inc. Also was awarded the external
quality assurance contract.

Contractor: Carle Clinic Association, 307 East Oak, Suite 3, P.O.
Box 718, Mahomet, IL 61853.

Contractor: Carondelet Health Services, Inc., Carondelet St.
Mary’s Hospital, 1601 West St. Mary’s Road, Tucson, AZ 85745.

Contractor: Living at Home/Block Nurse Program, Ivy League
Place, Suite 225, 475 Cleveland Avenue North, St. Paul, MN
55104.

Contractor: Visiting Nurse Service of New York, 107 East 70th
Street, New York, NY 10021.

Evaluation of the Community Nursing Organization Demonstration

Period: September 1992—June 1998.

Funding: $3,014,634.

Contractor: Abt Associates Inc., 55 Wheeler Street, Cambridge,
MA 02138.

Investigator: Robert J. Schmitz, Ph.D.

The Community Nursing Organization (CNO) Demonstration
was mandated by section 4079 of the Omnibus Budget Reconcili-
ation Act of 1987. The legislation directs the Secretary of the De-
partment of Health and Human Services to conduct a demonstra-
tion project at four or more sites to test a capitated, nurse-managed
system of care. The two fundamental elements of the CNO are
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capitated payment and nurse case management. These two ele-
ments are designed to promote timely and appropriate use of com-
munity health services and to reduce the use of costly acute care
services. The legislation mandates a CNO service package that in-
cludes home health care, durable medical equipment, and certain
ambulatory care services. The CNO sites receive a monthly capita-
tion payment for each enrollee. The capitation rate is modeled on
the average adjusted per-capita cost-payment used for Medicare
health maintenance organizations. The CNO per-capita payment
rate will be set at a level that is equal to 95 percent of the adjusted
average per-capita Medicare payment for community and ambula-
tory services in the CNO’s geographic area. The legislation man-
dates the use of two types of CNO per-capita payment methods.
Payment Method A adjusts the per capita payment according to an
individual’s age, gender, and prior home health use. Payment
Method B adjusts the per capita payment according to an individ-
ual’s functional status in addition to age, gender, and prior home
health use. The evaluation of the CNO demonstration will test the
feasibility and effect on patient care of a capitated, nurse case-man-
aged service-delivery model. Both qualitative and quantitative com-
ponents are included in the evaluation design. The qualitative com-
ponent will use a case study approach to examine the operational
and financial viability of the CNO model. The quantitative compo-
nent will use a randomized design to measure the impact of the
CNO intervention on mortality, hospitalization, physician visits,
nursing home admissions, and Medicare expenditures, as well as
on such nurse-sensitive outcomes as knowledge of health problems
and management of care.

The four CNO demonstration sites completed a 1-year develop-
mental period and began a 3-year operational period in January
1994. A 1-year extension of the demonstration and evaluation has
been granted. Collection of baseline data for CNO enrollees began
in January 1994. Site visit reports summarizing site activities for
the first and second operational years have been completed. An in-
terim report was prepared by the evaluation contractor. A second
interim report is expected in Spring 1997.

Community Nursing Organization Demonstration External Quality
Assurance

Period: July 1994—July 1997.

Funding: $535,304.

Contractor: Abt Associates Inc.

Investigator: David Kidder, Ph.D.

The purpose of the Community Nursing Organization (CNO)
Demonstration External Quality Assurance project is to conduct an
external review of the quality of health care delivered to Medicare
beneficiaries participating in the CNO demonstration (a risk-reim-
bursed coordinated care program for home health and selected am-
bulatory services). The CNO Demonstration External Quality As-
surance project includes a quarterly review of client medical
records for a sample of clients receiving Medicare-covered manda-
tory CNO services, and a quarterly review of CNO assessments and
provision of CNO interventions on a sample of all enrollees. Under
this project, the awardee will be responsible for monitoring the
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quality of care management and health education services provided
through the CNO and implementing corrective actions, when nec-
essary. The quality of traditional Medicare home health services
will be monitored. The awardee also will conduct a use review of
the home health services provided to enrollees to validate or sup-
port changes in capitation payment rates. The evaluation contrac-
tor will be provided with accurate and complete documentation of
the findings and interventions of the quality assurance process.

Rehabilitating Medicare beneficiaries at home

Period: April 1993—April 1994.

Funding: $80,000.

Grantee: Wellmark Healthcare Services, Inc., 60 William Street,
Wellesley, MA 02181.

Investigator: Samuel Scialabba.

Wellmark intends to conduct a 2-year Medicare demonstration
that will provide beneficiaries will acute rehabilitation services at
home as an alternative to more expensive inpatient rehabilitation
hospital services. The Health Care Financing Administration has
awarded a cooperative agreement to Wellmark to further refine its
project design to develop information on specific eligibility and
screening criteria for patient enrollment, detailed cost data on the
proposed service package, and informed consent policies to ade-
quately inform patients and caregivers of the risks and responsibil-
ities of rehabilitative home care. Medicare waivers will be required
to allow Wellmark reimbursement as a prospective payment, sys-
tem-exempt rehabilitation hospital. Funding for the evaluation will
be provided by the Robert Wood Johnson Foundation as part of a
national study entitled “Evaluation of Innovative Rehabilitation Al-
ternatives and Critical Dimensions of Rehabilitative Care.” The
final report has been submitted. A request for Medicare waivers to
implement the project was withdrawn by the agency in May 1995.

Randomized controlled trial of primary and consumer-directed care
for persons with chronic illnesses

Period: September 1994—September 1997.

Funding: $345,243.

Grantee: Monroe County Longterm Care Program, Inc., 349 West
Commercial Street, Suite 2250, Piano Works, East Rochester, NY
14445.

Investigator: Gerald Eggert, Ph.D.

This demonstration will assess differences in outcome for three
treatment groups: a consumer-directed group, a case-managed serv-
ice group, and a model that combines both treatment patterns.
Findings will be compared with a control group that receives no ad-
ditional services or benefits. Eligibility for participation is deter-
mined by residence in the community (at home or in an assisted
living setting) and by Medicare coverage with a diagnosis of irre-
versible dementia or three or more limitations in activities of daily
living. In addition, participants must be at risk for hospitalization
(i.e., their participation is based on prior use of hospitals or emer-
gency rooms). This project has completed the developmental phase.
A waiver package has been prepared and this is under review. Im-
plementation is anticipated in December 1996.
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Managed care system for disabled and special needs children: Dis-
trict of Columbia

Period: December 1995-November 1998.

Funding: Waiver only.

Grantee: The District of Columbia, Department of Human Serv-
ices, Commission on Health Care Finance, 2100 Martin Luther
King Jr. Avenue., S.W., Suite 302, Washington, D.C. 20020.

In December 1995 the District of Columbia was awarded a sec-
tion 1115 Medicaid waiver to test the efficacy of a managed-care
service delivery system designed for disabled and special needs
children. Participants in the demonstration are children and ado-
lescents who are under the age of 22, are eligible for Supplemental
Security Income (SSI) payments (i.e., considered disabled according
to SSI guidelines), and are subsequently eligible for Medicaid as
well. The District of Columbia hopes to use the program to elimi-
nate both barriers to access and other health care delivery prob-
lems that children who are disabled and their families encounter
in the current Medicaid fee-for-service program. This managed-care
program seeks to improve the health status and quality of life for
these children, while reducing the overall health care costs associ-
ated with their care. Enrollment in the demonstration is voluntary;
however, eligible children who do not explicitly choose to remain in
the current fee-for-service system after being informed of the new
program are assigned to HSCSN after a specified notice period. En-
rollment cannot be finalized, however, until a health needs assess-
ment is completed for each new member. Health services under
this demonstration are being coordinated by Health Services for
Children with Special Needs, Inc. (HSCSN), a non-profit corpora-
tion established specifically for the purpose of providing managed
care for children enrolling in the demonstration.

The project was implemented in December 1995. As of October
1996, approximately 1,500 of the 3,000 eligible children have cho-
sen to enroll in HSCSN, while approximately 500 children/families
have chose to remain in the fee-for-service system.

Evaluation of the District of Columbia’s demonstration project,
“Managed Care System for Disabled and Special Needs Chil-
dren”

Period: September 1996-March 2000.

Funding: $1,203,963.

Contractor: Abt Associates Inc., 55 Wheeler Street, Cambridge,
MA 02138-1168.

Investigator: Carol Irvin, Ph.D.

The District of Columbia submitted a waiver-only request for
Medicaid waivers under section 1115(a)(1) for a 3-year demonstra-
tion project to test the efficacy of a managed care service delivery
system designed for children and adolescents under the age of 22
who are eligible for Medicare and are considered disabled according
to Supplementary Security Income (SSI) Program guidelines. This
study represents a unique opportunity to examine the experiences
of a managed-care system with voluntary enrollment of children
with disabilities. The project, which seeks to integrate acute and
long-term-care services for children with disabilities into a single
capitated payment methodology, is the first approved demonstra-
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tion of its kind. The information gathered will be used to inform
both State and Federal policymakers who have increasingly come
to regard managed care as a mechanism to contain growing health
care expenditures.

This study will provide for a special analysis of the enrollment
and disenrollment processes, as well as of the project’s implementa-
tion process (including enrollment and participation, services/bene-
fits, provider participation and training, organizational and admin-
istrative issues, contracting and risk-sharing arrangements, pro-
vider fee schedules, community involvement, and quality assur-
ance, administrative and data management systems). Outcome
analyses will focus on enrollee/family outcomes (including care
management, service utilization and costs, enrollee/family satisfac-
tion, quality of care and health status indicators, access to care,
and family/informal care giving), organizational outcomes (includ-
ing an analysis of HSCSN’s financial performance, and the risk
sharing arrangement between HSCSN and the District of Colum-
bia), and the impact upon the provider community. Data for the
evaluation will come from surveys (primary data collection), case
study interviews, focus groups, Medicaid Management Information
System and encounter data, and SSI data. The project was award-
ed in September 1996, and is in the early stages of development
and implementation.

Special Care managed care initiative

Period: February 1992—December 1996.

Funding: $656,270.

Grantee: Wisconsin State Department of Health and Social Serv-
ices, 1 West Wilson Street, P.O. Box 309, Madison, WI 53701-0309.

Investigator: Howard Garber, Ph.D.

The purpose of the special care initiative project is to gain im-
proved understanding of the need, use, and cost of delivery of
health services to high-risk, severely disabled persons. The severely
disabled population is a significant user of medical services. More-
over, cost between 1988 and 1991 increased at a rate double that
of population increase. Therefore, an important objective is to con-
tain the cost and use of Medicaid services by severely disabled per-
sons, while maintaining or improving the level of client satisfac-
tion.

Special Care, Inc. (SCI) is an independent, nonprofit organization
that represents a joint venture between the Milwaukee Center for
Independence, a Milwaukee rehabilitation facility, and the Wiscon-
sin Health Organization, an established health maintenance orga-
nization. SCI will create specialized services, including a dedicated
physician panel, case-management services, and clinical services as
strategies to assess medical need and to better coordinate service
resources available in the community. The State of Wisconsin will
use a capitation methodology for reimbursement to SCI. Enroll-
ment of SCI members will be voluntary.

As a research and demonstration program, it aims to improve the
understanding of the need, use, costs, and cost-management oppor-
tunities associated with the delivery of health services to high-risk,
severely disabled persons. These individuals are disabled, categori-
cally needy, noninstitutionalized, exempt from the spenddown pro-
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visions, eligible for Medicaid, and eligible for Supplemental Secu-
rity Income disability benefits. The diagnostic distribution of cases
in this population is 41 percent mental retardation, 17.4 percent
chronic mental illness, 13.5 percent skeletal/muscular, 11.2 percent
epilepsy, 9.3 percent cerebral palsy, 1.6 percent cardiac/circulatory,
1.2 percent autism, and 4.9 percent other. This is a severely dis-
abled and generally unemployable population whose medical care
use and cost experience show a non-normalized pattern. The aver-
age hospital length of stay for members of this group is 7 times
longer than that for the general population. Their hospital costs are
4 times higher without clear explanation.

To measure the performance of the SCI program, a management
information system (MIS) file will be created to match the demo-
graphic characteristics of program participants with the cost and
use data obtained from the history files maintained by the Wiscon-
sin Medicaid program. Medicaid data will include service and pro-
cedure frequencies, service mix, billings and reimbursements, pro-
vider practices, and certain medical status indicators. MIS files will
contribute additional information on disability condition, enroll-
ment information, benefit coordination, and case management. In
addition, data on client satisfaction, quality of care, and enroll-
ment/disenrollment decisions will be collected.

The State is operating this project under a section 1915(a) State
Plan exception. The program officially began in June 1994. As a
point of clarification, Special Care signifies the initiative proposed
to the Health Care Financing Administration (HCFA) for the man-
aged care program, while Independent Care (I Care) is the formal
community name of the managed care company. In July 1996, a no-
cost extension was granted to the State to allow for a full 3-year
operational period.

The evaluation contract with the Human Services Research Insti-
tute (HSRI) was signed in May 1994, after it was reviewed and ap-
proved by HCFA. This evaluation contractor submitted its final
working plan at the beginning of grant year 03. HSRI proposes a
3-year evaluation, which will combine survey data with HCFA’s
Medicaid Statistical Information System Administrative files. The
evaluator developed and piloted an interview protocol, the Cross-
Disability Integrated Health Outcomes Survey for use with the I
Care recipients and control group members. Evaluation activities
will include the selection of comparison groups, using cost cluster
information from a State-developed profile of a sample of I Care pa-
tients. This sample was drawn from an aggregate of all 1994 paid
claims for every Milwaukee and Racine county Supplemental Secu-
rity Income beneficiary who is disabled and was then assigned to
one of three cost categories—low, medium, or high. Interim evalua-
tion findings are expected in December 1996.

Rhode Island Long-Term Care Waiver: CHOICES

Period: May 1995-July 1996.

Funding: $150,000.

Grantee: Rhode Island Department of Human Services, 600 New
London Avenue, Cranston, RI 02902.

Investigator: Christine C. Ferguson.
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In 1994, the State of Rhode Island Department of Human Serv-
ices (DHS) and Department of Mental Health, Retardation and
Hospitals (MHRH) submitted a waiver-only proposal which intends
to consolidate all current State and Federal funding streams for ap-
proximately 4,000 adults with developmental disabilities under one
managed care Title XIX waiver program. The State proposed a 5-
year demonstration with a two-phase transition process. The State
wants to consolidate into a single program with a single set of rules
the following separate Title XIX programs:

Ir;termediate Care Facilities for the Mentally Retarded (ICF—

MR);

Home and Community Based Waiver;

State Plan Rehabilitation Services;

Acute/Medical Care.
Rhode Island envisions a publicly administered managed-care sys-
tem with a single-payer model. Each eligible person will be enrolled
in a private health maintenance organization or approved health
plan for acute health care. Managed care plans participating in
Rhode Island’s RIte Care program may be asked to participate in
the CHOICES program and provide managed health care for people
with developmental disabilities, thus bringing together Rhode Is-
land’s two managed care initiatives. Alternatively, a statewide
health care plan will be established for adults with developmental
disabilities and the employees of the service agencies.

Under CHOICES, a case-management system will also be avail-
able to assist each eligible individual to obtain required long-term
supports. The State intends to ascribe to all eligible persons a dol-
lar amount with which they, with technical assistance from a
broker or other source, will choose to manage the long-term care
services directly themselves via a voucher, or choose an agency that
can support their needs within the identified resources available.
This dollar amount will be based on a methodology prepared by the
assessment/authorization work group.

Services covered by CHOICES can be divided into several cat-
egories:

Supported living services;

Alternative living arrangements;

Day supports;

Acute care/medical services.
The covered target population under CHOICES consists principally
of persons with MR or related conditions, and the developmentally
disabled, who are already eligible for and receiving services under
various currently operating Title XIX programs.

In addition to its current population, CHOICES will serve up to
25 individuals with traumatic brain injury who are in need of long-
term community living supports and who may be inappropriately
institutionalized or living in the community with inadequate sup-
port; approximately 500 individuals now receiving supported em-
ployment services funded with State monies; about 40 people cur-
rently in the State-funded developmental disabilities program for
whom there is no Federal financial participation; and approxi-
mately 125 people turning 21 and graduating from special edu-
cation, applying for services from the Division of Developmental
Disabilities under the Department of Human Services for Rhode Is-
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land. The State was awarded a grant in June 1995 to further de-
velop the project design. Waivers have not yet been awarded.

Demonstration of Integrated Care Management Systems for high-
cost/ high-risk Medicaid beneficiaries

Period: October 1995—October 2000.

Funding: Waiver only.

Grantee: Department of Health and Mental Hygiene, State of
Maryland, 201 West Preston Street, Baltimore, MD 21201.

Investigator: Martin P. Wasserman, M.D., J.D.

Maryland is testing a new case-management system for high-
cost/high-risk Medicaid beneficiaries and those at risk to become
high cost. The program seeks to maintain or improve access to pro-
viders and the quality of the care provided. The demonstration also
should lower health care costs by reducing hospital readmission
rates and by maintaining patients in the lowest cost medically ap-
propriate setting. The University of Maryland at Baltimore County,
Center for Health Program Development and Management, under
contract to the State, is responsible for the demonstration’s oper-
ations. This project was approved in October 1995. In October
1996, the State requested to withdraw the waivers, as the project
was incorporated in Maryland’s statewide waiver, approved in Oc-
tober 1996.

Community-Supported Living Arrangements Program: Process eval-
uation

Period: September 1993-March 1997.

Funding: $411,941.

Awardee: SysteMetrics/MedStat, 104 West Anapamu Street,
Santa Barbara, CA 93101.

Investigator: Marilyn Ellwood.

The Community-Supported Living Arrangements (CSLA) Pro-
gram is designed to test the effectiveness of developing, under sec-
tion 1930 of the Social Security Act, a continuum of care concept
as an alternative to the Medicaid-funded residential services pro-
vided to individuals with mental retardation and related conditions
(MR/RC) as an optional State plan service. The CSLA program
serves individuals with MR/RCs who are living in the community
either independently, with their families, or in homes with three or
fewer other individuals receiving CSLA services. This model of care
includes personal assistance; training and habilitation services nec-
essary to assist individuals in achieving increased integration,
independence, and productivity; 24-hour emergency assistance; as-
sistive technology; adaptive technology; support services necessary
to aid these individuals in participating in community activities;
and other services, as approved by the Secretary of the Department
of Health and Human Services. Costs related to room and board
and to prevocational, vocational, and supported employment serv-
ices are excluded from coverage. In accordance with the legisla-
tively set maximum, California, Colorado, Florida, Illinois, Mary-
land, Michigan, Rhode Island, and Wisconsin have implemented
CSLA programs. The purpose of this contract is to provide an eval-
uation of the CSLA program to the Health Care Financing Admin-
istration’s Medicaid Bureau and Congress for their consideration of



319

policy options regarding the continuation and/or expansion of the
Medicaid State Plan optional service. The evaluation will address
five areas:

Philosophy or goals guiding States’ CSLA program,;

Description of CSLA programs with respect to recipients,
types of services received, and the cost of such services;

Description and discussion of quality assurance mechanisms
being implemented;

Exploration of the question of compatibility of the supported
living concept with current goals and the structure of the Med-
icaid program;

Exploration of the relationship between the supported living
concept and the Americans with Disabilities Act.

The contract was awarded on September 30, 1993. As of Septem-
ber 1996, the eight site visits to the participating States have been
conducted. Six of the eight State case studies have been reviewed
and are approved for distribution. Secondary data analysis will be
conducted using data available from the participating CSLA States.
A final evaluation report is expected in March 1997.

Texas Nursing Home Case-Mix and Quality Demonstration

Period: February 1992-December 1998.

Funding: $532,830.

Grantee: State of Texas Department of Human Services, P.O.
Box 149030 (MC-E-601), Austin, TX 78714-9030.

Investigator: Ken. C. Stedman.

Texas will participate in the Multistate Nursing Home Case-Mix
and Quality (NHCMQ) Demonstration. The objective of the dem-
onstration is to test the feasibility and cost effectiveness of a case-
mix payment system for nursing facility services under the Medi-
care and Medicaid programs that are based on a common patient
classification system. The addition of Texas enhances the Health
Care Financing Administration’s ability to project the results of the
demonstration on a national basis. Texas represents a western pat-
tern of service using more proprietary multistate chain providers
than is the pattern used in the East. Twenty Texas Medicare facili-
ties were part of the original data collection for the development of
the resource utilization group (RUG) III system. Texas has the sec-
ond largest number of hospital-based facilities in the country.
There are more than 20 metropolitan statistical areas of varying
size. In addition, the State has a large number of rural areas. The
State was traditionally a flat-rate intermediate care facility Medic-
aid system until 1989, when it implemented a RUG-type Medicaid
payment system. This RUG-type payment system makes Texas
well-suited for inclusion in the Medicare portion of the demonstra-
tion.

During the first year of participation, the Texas Department of
Human Services worked with the Texas Department of Health to
change the resident assessment being used in the State. In April
1993, Texas implemented the minimum data set plus statewide as
its resident assessment instrument. Analyses of 1990 Medicare
Cost Report data, Medicare provider analysis and review Part A
skilled nursing facility stay data, and the Texas Client Assessment
an Review Evaluation (CARE) data have been conducted for use in
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developing the demonstration’s Medicare case-mix payment system.
Under the Medicaid demonstration, Texas began development of
the Quality Evaluation System of Texas, a resident characteristic
information and reporting system using the CARE instrument.
During the first year, the staff continued the development and en-
hancement of the system, which was codified into Law by the
Texas Legislature in Summer 1993. They now are producing facil-
ity-level reports with statewide comparisons for Texas providers on
a twice-a-year basis. The Medicare portion of the NHCMQ dem-
onstration was implemented July 1, 1995, in Texas.

Multistate Nursing Home Case-Mix and Quality Demonstration

Period: June 1989-December 1998.

Funding: $5,322,941.

Project Nos.:

Kansas, 11-C-99366/7
Maine, 11-C-99363/1
Mississippi, 11-C-99362/8
South Dakota, 11-C-99367/8

Grantees: State Medicaid Agencies.

This project builds on past and current initiatives with nursing
home case-mix payment and quality assurance. The 6-year dem-
onstration will design, implement, and evaluate a combined Medi-
care and Medicaid nursing home resident classification and pay-
ment system in Kansas, Maine, Mississippi, and South Dakota.
The purpose of the demonstration is to test a resident information
system with variables for classifying residents into homogeneous
resource use groups for equitable payment and for quality monitor-
ing of outcomes adjusted for case mix. The new minimum data set
plus (MDS+) for resident assessment will be used for resident-
careplanning, payment classification, and quality-monitoring sys-
tems. The project consists of three phases: systems development
and design, systems implementation and monitoring, and evalua-
tion.

The project has conducted a field test of the minimum data set
on 6,660 nursing home residents. The average direct-care staff time
across the States is 115 minutes per day per resident. A new pa-
tient classification system and a Multistate Medicare/Medicaid
Payment Index containing 44 groups has been created. The States
have collected and reviewed over 3 million MDA+ documents on
over 500,000 different residents assessed between September 1990
and July 1996. In developing the payment systems, facility cost re-
ports and resident characteristic data were analyzed to determine
the case mix of residents and patterns of service use. The Medicare
case-mix-adjusted payment system was implemented in August
1995. The quality-monitoring information system has been tested,
and 30 quality indicators are being used for monitoring facility-
level and resident-level quality.

New York Case-Mix Payment and Quality Demonstration

Period: May 1990-December 1998.

Funding: $981,718.

Grantee: New York State Department of Health, Empire State
Plaza, Room 1683, Corning Tower, Albany, NY 12237.



321

Investigator: Robert W. Barnett.

New York State will participate in the multistate Nursing Home
Case-Mix and Quality (NHCMQ) Demonstration. The objective of
the demonstration is to test the feasibility and cost effectivess of
a case-mix payment system for nursing facility services under the
Medicare and Medicaid programs that are based on a common pa-
tient classification system. The addition of New York State en-
hances the Health Care Financing Administration’s ability to
project the results of the demonstration on a national basis. New
York represents a heavily regulated, northern, industrialized area
with larger, high-cost nursing facilities that are medically sophisti-
cated and highly skilled. Sixteen percent of the national Medicare
skilled nursing facility (SNF) days are incurred in New York State.
New York is uniquely suited for inclusion because it already has
implemented a complementary system for its Medicaid nursing fa-
cility payment program.

In early 1991, the project staff completed the minimum data set
field test in 25 facilities on 993 residents. These data have been
added to the database and analyzed to develop the new NHCMQ
Medicare/Medicaid classification system. The inclusion of the New
York State data has resulted in the addition of a very high reha-
bilitation group to the upper end of the classification. The State
has implemented the minimum data set plus (MDS+) statewide as
its resident assessment instrument. In November 1992, New York
State began receiving the information monthly from all facilities;
by July 1, 1996, it had received a total of 2,000,000 assessments.
In developing the Medicare payment system, the 1990 Medicare
cost reports were used, as well as the MDS+ data and the Medicare
provider analysis and review file. The Medicare case-mix-adjusted
payment system was implemented July 1, 1995, in New York. By
Summer 1996, there were over 350 SNFs participating in the SNF
demonstration, 7 of which are hospital based.

Implementation of the Multistate Nursing Home Case-Mix and
Quality Demonstration

Period: February 1994-December 1998.

Funding: $3,209,538.

Contractor: Allied Technology Group, Inc., 1803 Research Boule-
vard, Suite 601, Rockville, MD 20850.

Investigator: Robert E. Burke, Ph.D.

This contract will support the implementation phase of the
Multistate Nursing Home Case-Mix and Quality Demonstration.
The demonstration combines the Medicare and Medicaid nursing
home payments and quality monitoring system across several
States: Kansas, Maine, Mississippi, New York, South Dakota, and
Texas. This project builds on past and current initiatives with case-
mix payment and quality assurance in nursing homes. The purpose
of the demonstration is to test a resident information system with
variables for classifying residents into homogeneous resource utili-
zation groups for equitable payment and for quality monitoring of
process and outcomes adjusted for case mix. The project will have
three phases: systems design and development, systems implemen-
tation and monitoring, and evaluation.

The objectives of the implementation phase are as follows:
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Recruit facilities in the six demonstration States to partici-
pate in the Medicare portion.

Develop and operate the Medicare case-mix system of the
demonstration for the Health Care Financing Administration
that involves the fiscal intermediaries and the Medicare skilled
nursing facility (SNF) provider;

Conduct a staff-time measurement study to validate the Re-
source Utilization Group, Version III (RUG III) classification
system and add a valid therapy payment component;

Validate the quality indicators (QIs) and implement the
quality monitoring system in the demonstration States through
the States’ nursing home survey process;

Implement an administrative management and operational
system that links distinct components of the demonstration
(e.g., classification of residents, Medicare coverage determina-
tion, payment systems, outcome monitoring for quality assess-
ment reliability); and

Implement a field auditing system that monitors States and
nursing homes participating in the Medicare portion.

In July 1993, implementation of the Medicaid prospective pay-
ment systems was begun, with full participation in 1994. Maine,
Mississippi, Kansas, and South Dakota are beginning to routinely
use the QI reports in the survey and certification process as of Oc-
tober 1995, based on the pilot test report and the first nine valida-
tion visits.

In Fall 1996, there are over 2,100 Medicare SNF's in the 6 dem-
onstration States, in contrast to 1,120 in 1990. There were over
1,500 invitations sent to providers in October 1996, for Phase III
(routine and rehabilitation) of the demonstration expressing inter-
est in further information by summer 1995. Phase I operation of
the Medicare prospective payment system began in July 1995. By
Fall 1995, there were 300 facilities being paid for routine services
using the 3 regional Multistate Medicare Payment Indices.

The RUG III validation staff-time measurement data collection
was completed in 7 States by July 1, 1995, including the minimum
data set 2.0 (MDS2.0) on 2,056 residents across approximately 80
study units in 7 States, not counting New York. Data collection in
New York will be completed in early 1996 and added to the valida-
tion database. The resident level validation data file is currently
being compiled. The multiple analyses will be carried out during
winter 1995, with the rehabilitation (occupational, physical, and
speech therapy) index added to the Medicare payment system in
spring 1996.

Phase II of the Medicare portion of the demonstration will begin
at the start of providers’ fiscal years beginning January 1, 1996. In
January 1996 and each calendar year thereafter to the end of the
demonstration, the prospective rates will be inflated on January
1st. Phase III of the demonstration, when the rehabilitation thera-
pies will be added to the prospective payment, will begin April
1996 in the fiscal year of the provider. Recruitment of SNF partici-
pation will end in 1997.
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Evaluation of the Nursing Home Case-Mix and Quality Demonstra-
tion

Period: September 1994—September 1999.

Funding: $2,980,219.

Contractor: Abt Associates Inc., 55 Wheeler Street, Cambridge,
MA 02138.

Investigator: Robert J. Schmitz, Ph.D.

Under the Nursing Home Case-Mix and Quality (NHCMQ) Dem-
onstration, the Health Care Financing Administration is testing
the feasibility of paying skilled nursing facilities (SNFs) for Medi-
care skilled nursing services on a prospective basis. Currently,
SNF's are reimbursed on a retrospective basis for their reasonable
costs. A case-mix classification, called resource utilization groups,
is being used to classify patients, permitting HCFA to pay facilities
for each covered day of care, according to the case mix of patients
residing in the facility on any given day. Though some costs will
continue to be paid on a retrospective cost basis under the dem-
onstration, the prospective rate will eventually include inpatient
routine nursing costs and therapy costs. To guard against the pos-
sibility that inadequate care would be provided to patients with
heavy care needs, a system of quality indicators has been developed
that will be used to monitor the quality of care.

The demonstration project was implemented in six States (Kan-
sas, Maine, Mississippi, New York, South Dakota, and Texas) in
Summer 1995, with Medicare-certified facilities in these States
being offered the opportunity to participate on a voluntary basis.

The evaluation of this demonstration project will seek to estimate
specific behavioral responses to the introduction of prospective pay-
ment and to test hypotheses about certain aspects of these re-
sponses. The principal goal of the evaluation of the NHCMQ Dem-
onstration is the estimation of the effects of case-mix-adjusted pro-
spective payment on the health and functioning of nursing home
residents, their length of stay, and use of health care services; on
the behavior of nursing facilities; and on the level and composition
of Medicare expenditures.

The evaluation design has been finalized and visits to a sample
of demonstration facilities began. Current analytic activities center
around sampling and data collection. Of special interest is collec-
tion of data on the provision of therapy services from both dem-
onstration sites and comparison sites which will entail some pri-
mary data collection because the quantity and duration of thera-
pies may not be reliably ascertained from Medicare claims data.
The data collection plan is being developed pursuant to an assess-
ment of the form in which most facilities maintain their records,
and nurses are being recruited to abstract medical records. A key
issue that will be analyzed is whether the probability of discharge
or transfer changes under case-mix-adjusted prospective payment
and what circumstances surround discharges or transfer from nurs-
ing facilities.

Implementation of the Home Health Agency Prospective Payment
Demonstration

Period: June 1990—November 1995.
Funding: $1,629,606.
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Contractor: Abt Associates Inc., 55 Wheeler Street, Cambridge,
MA 02138.

Investigator: Henry Goldberg.

This contract implements and monitors the demonstration design
for the Home Health Agency Prospective Payment Demonstration,
which was developed under an earlier contract with Abt Associates,
Inc. Under this project, two methods of paying home health agen-
cies (HHASs) on a prospective basis for services furnished under the
Medicare program will be tested. The prospective payment ap-
proaches to be tested include payments per visit by type of dis-
cipline (Phase I), and payments per episode of Medicare-covered
home health care (Phase II). HHA participation is voluntary. In
each phase, HHAs that agree to participate are randomly assigned
to either the prospective payment method or to a control group that
continues to be reimbursed in accordance with the current Medi-
care retrospective cost system. HHAs participated in the dem-
onstration for 3 years.

Following an initial recruitment of HHAs, operations under
Phase I were implemented on October 1, 1990. Forty-nine HHAs
were recruited. All agencies under Phase I completed their 3-year
participation by October 1994. An evaluation of Phase I was con-
ducted by Mathematica Policy Research, Inc., through a separate
contract (see 500-90-0047 in this edition of Active Projects Report.
Recruitment for Phase II agencies began in Fall 1994. The imple-
mentation of Phase II, the per-episode payment phase, will be con-
ducted by Abt Associates under a separate contract.

Evaluation of the Home Health Prospective Payment Demonstration

Period: September 1990—-November 1995.

Funding: $2,858,676 (Phase I).

Contractor: Mathematica Policy Research, Inc., P.O. Box 2393,
Princeton, NJ 08543-2393.

Investigator: Randall S. Brown, Ph.D.

The purpose of this contract is to evaluate Phase I of the dem-
onstration designed to test the effectiveness of using prospective
payment methods to reimburse Medicare-certified home health
agencies (HHA) for services provided under the Medicare program.
In Phase I, a per visit payment method that sets a separate pay-
ment rate for each of six types of home health visits (skilled nurs-
ing, home health aide, physical therapy, occupational therapy,
speech therapy, and medical social services) is being tested.
Mathematica Policy Research is evaluating the effects of this pay-
ment method of HHASs’ operations, service quality, and expendi-
tures. The awardee is also analyzing the relationship between pa-
tient characteristics and the cost and utilization of home health
services.

By October 1994, all demonstration agencies exited the dem-
onstration. Mathematica has completed their evaluation. The arti-
cle “Do Preset Per Visit Payment Rates Affect Home Health Agency
Behavior?” by Phillips, B.R., Brown, R.S., Bishop, C.E., and Klein,
A.C. discusses preliminary results from Phase I of the demonstra-
tion and appears in the health Care Financing Administration, Vol-
ume 16, Number 1, pages 91-107, Fall 1994. Findings from the full
demonstration suggest that per visit prospective payment had no
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significant effect on quality of care, selection and retention of pa-
tients, cost per visit, visit volume, use of non-Medicare services,
and use and reimbursement of Medicare-covered services. But it
appears that treatment agencies may have responded to the oppor-
tunities to earn profits under the demonstration by increasing their
volume of visits faster than they would have in the absence of pro-
spective ratesetting.

Phase II implementation of the Home Health Agency (HHA) Pro-
spective Payment Demonstration

Period: September 1995—September 1999.

Funding: $1,811,184.

Contractor: Abt Associates Inc., 55 Wheeler Street, Cambridge,
MA 02138.

Investigator: Henry Goldberg.

This contract implements and monitors Phase II of the Home
Health Agency (HHA) Prospective Payment Demonstration. Under
phase II, a single payment per episode approach will be tested for
Medicare-covered home health care. HHA participation is vol-
untary. It is expected that approximately 100 agencies in Califor-
nia, Florida, Illinois, Massachusetts, and Texas will participate in
the demonstration. HHAs that agree to participate will be ran-
domly assigned to either the prospective payment method or a con-
trol group that continues to be reimbursed in accordance with the
current Medicare retrospective cost system. HHAs will participate
in the demonstration for 3 years.

Phase II recruitment began in Fall 1994 under a previous con-
tract with Abt Associates, Inc. The HHA entered into the dem-
onstration at the beginning of their fiscal years. Several HHAs
began receiving per-episode payments in June 1994, with the ma-
jority entering the demonstration in January 1996. The episodic
payment rates are prospectively set for each HHA, reflecting their
previous practice and cost experience. Rates are to be adjusted an-
nually. As a protection to both the HHAs and the Medicare pro-
gram, there will be retrospective adjustments for sharing of gains
or losses and for changes in an HHA’s projected case mix.

Evaluation of Phase II of the Home Health Agency Prospective Pay-
ment Demonstration

Period: September 1994—September 1999.

Funding: $3,528,408.

Contractor: Mathematica Policy Research, Inc., P.O. Box 2393,
Princeton, NJ 08543-2393.

Investigator: Barbara Phillips, Ph.D.

This contract will evaluate Phase II of the Home Health Agency
Prospective Payment Demonstration. This demonstration is testing
two alternative methods of paying home health agencies (HHA) on
a prospective basis for services furnished under the Medicare pro-
gram. The prospective payment approaches being tested include
payments per visit by type of HHA visit discipline (Phase I) and
payment per episode of Medicare-covered home health care (Phase
II). Implementation of Phase II, which will test the per episode
payment approach, is scheduled to begin in Spring 1995. HHAs
that agree to participate are randomly assigned to either the pro-
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spective payment method or to a control group that continues to be
reimbursed in accordance with the current Medicare retrospective
cost system. HHAs will participate for 3 years. The evaluation will
combine estimates of program impacts on cost, service use, access,
and quality, with detailed information on how agencies actually
change their behavior to produce a full understanding of what
would happen if prospective payment replaced the current cost-
based reimbursement system nationally. The findings will indicate
not only the overall effects of the change in payment methodology,
but also how the effects are likely to vary with the characteristics
of agencies and patients. This information will be of great value for
estimating the potential savings from a shift to prospective pay-
ment for home health care, for indicating where potential savings
from a shift to prospective payment for home health care, for indi-
cating where potential problems with quality of care might exist,
and for identifying types of patients who might be at risk of re-
stricted access to care as a result of their need for an unusually
large amount of care. Because of the relatively small number of
agencies participating, the use of qualitative information obtained
in discussions with agencies concerning their characteristics and
behavior will be essential for avoiding erroneous inferences. The
ﬁlrst é‘ound of site visits to participating agencies has been com-
pleted.

Quality assurance for Phase II of the Home Health Agency Prospec-
tive Payment Demonstration

Period: September 1995—September 2000.

Funding: $2,799,265.

Contractor: Center for Health Policy Research, 1355 South Colo-
rado Boulevard, Suite 306, Denver, CO 80222.

Investigator: Peter W. Shaughnessy, Ph.D.

This contract provides for developing and implementing a quality
review mechanism for use by home health agencies (HHAs) partici-
pating in Phase II of the Home Health Agency Prospective Pay-
ment Demonstration. This demonstration is testing two alternative
methods of paying HHAs on a prospective basis for services fur-
nished under the Medicare program. The prospective payment ap-
proaches being tested include payments per visit by type of dis-
cipline (Phase I), and payments per episode of Medicare-covered
home health care (Phase II). To ensure that incentives created
under Phase I did not result in the provision of inadequate care to
Medicare beneficiaries, the New England Research Institute, Inc.
(NERI) implemented a quality assurance (QA) approach that uti-
lized patient record reviews for a sample of Medicare beneficiaries.
However, since one of the goals of Heath Care Financing Adminis-
tration’s Medicare Home Health Initiative is to move toward the
implementation of an outcome-based, patient-centered (QA) system
for Medicare home health, it was felt that the second phase of this
demonstration provided an opportunity to incorporate a scaled-
down version of the outcome-based program developed by the Cen-
ter for Health Services Research at the University of Colorado.

During the first project year, the contractor developed software
for electronic submission of (QA) data from participating home
health agencies, completed preliminary agency training, initiated
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the collection of (QA) data, developed and implemented a data re-
ceipt tracking and control system, and has continued to provide ad-
ditional technical assistance and retraining for agencies as nec-
essary.

Design and Implementation of Medicare Home Health Quality As-
surance Demonstration

Period: September 1994—May 1999.

Funding: $3,234,881.

Contractor: Center for Health Policy Research, 1355 South Colo-
rado Boulevard, Suite 706, Denver, CO 80222.

Investigator: Peter W. Shaughnessy, Ph.D.

Currently, Medicare’s home health survey and certification proc-
ess is primarily focused on structural measures of quality. Al-
though this process provides important information about home
health care, an approach based on patient outcome measures would
substantially increase the Medicare program’s capacity to assess
and improve patient well-being. To address this need, the Medicare
home health quality demonstration will test an approach to devel-
oping outcome-oriented quality assurance and promoting continu-
ous quality improvement in home health agencies. The demonstra-
tion is designed to serve two purposes: increase Health Care Fi-
nancing Administration’s capacity to assess the quality of Medicare
home health care services and increase home health care agencies’
ability to systematically evaluate and improve patient outcomes.
The proposed quality assurance approach would complement exist-
ing home health certification and review programs and could be
used with current survey and certification and peer review organi-
zation intervening care screen approaches. The study’s conceptual
framework for home health quality assessment is based on home
health outcomes measures developed under a HCEA-funded study
by the University of Colorado, entitled “Development of Outcome-
Based Quality Measures in Home Health Services” (Contract No.
500-88-0054). Fifty agencies have been recruited for this dem-
onstration and began demonstration operations in January 1996.
In early 1997, agencies will receive their first outcome reports.

Project demonstration and evaluating alternative methods to assure
and enhance the quality of long-term care services for persons
with developmental disabilities through performance-based con-
tracts with service providers

Period: September 1994—September 1997.

Funding: $800,000.

Grantee: Minnesota Department of Human Service, Health Care
Administration, 44 Lafayette Road, St. Paul, MN 55155-3853.

Investigator: Elaine J. Timmer.

The purpose of this project is to determine whether and how well
the implementation of new approaches to quality assurance, with
outcome-based definitions and measures of quality, will replace the
input and process measures of quality and, in the process, contrib-
ute to improving the quality of life of persons with developmental
disabilities. The Minnesota Department of Human Services will
seek Federal authority to waive necessary provisions of the inter-
mediate care facilities for the mentally retarded (ICF-MR) regula-
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tions to permit alternative quality assurance mechanisms in se-
lected demonstration, residential, and support service programs.
The department will enter into performance-based contracts with
counties and participating ICF-MR providers. These contracts will
specify the amount and conditions of reimbursement, requirements
for monitoring and evaluation, and expected client-based outcomes.
These client-based outcomes will be determined by the client and
by the legal representative, if any, and with the assistance of the
county case manager and provider. Some desirable outcomes in-
clude enhancement of consumer choice and autonomy, employment,
and integration into the community. Criteria for measuring partici-
pating agency achievement will be drawn from, but not limited to,
the outcome standards developed by the National Accreditation
Council on Services for Persons with Developmental Disabilities;
the “values experiences” of Frameworks for Accomplishment; and
the goals established in Personal Futures Plans, Essential Life-
style, and Person-Centered planning. According to the proposed
quality assurance framework, monitoring of individual outcomes
will be done jointly among family members, case managers, and
other members of the local review team on a quarterly basis.

The award was made to Minnesota Department of Human Serv-
ices on September 30, 1994. The first year of the cooperative agree-
ment was used to further develop the demonstration. In December
of 1995, the State was granted a section 1115 waiver to implement
the demonstration.

Significant progress has been made toward meeting the program
objectives. During the first operational year the following goals
were achieved: (1) the establishment of baseline data on outcome
indicators to be used for the purpose of establishing performance
target for the second operational year; (2) The development of
Quality Enhancement Teams to conduct the annual performance
reviews. These teams are comprised of consumers, advocates, vol-
unteers, and state staff; (3) Training and technical assistance was
provided to all parties involved in the project’s implementation to
ensure that they could successfully fulfill their roles in the new
outcome-based ICF/MR service delivery system; and (4) the first
phase of the qualitative/case study review of the project’s imple-
mentation was completed.

Several approaches have been taken to develop alternative
means of ensuring that quality services are provided. Providers
were granted variances to existing State licensing rules governing
ICFs—-MR, waived services, semi-independent living services and
day training and habilitation services; waiver to parts of the rule
licensing supervised living facilities; and changes to the statute
governing case management through an established reform process.

The University of Minnesota is under contract with the State to
provide project participants with technical assistance and training
in the following areas: (1) personal futures planning; (2) self deter-
mination; and (3) organizational management and change.

Minnesota’s Department of Human Services entered into a 3-
year contract with the University of Minnesota Institute on Com-
munity Integration for the evaluation of the performance-based
contracting demonstration project It is central to this demonstra-
tion and its evaluation to be able to establish that the alternative
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quality assurance approaches improve or at least do not decrease
the quality of life and services for the persons involved. This eval-
uation will include both process and outcome components. The
process evaluation will describe and evaluate the procedures and
activities undertaken to develop alternative outcome-based quality
assurance programs. The process evaluation is by its nature quali-
tative, relying heavily on interviews with key people in the process
of developing, implementing and otherwise being affected by the
approaches being developed. Other qualitative data collection will
include on-site direct observation and document review.

The outcome evaluation component of the demonstration is pri-
marily a quantitative data collection activity seeking to obtain ob-
jective quantifiable measures of the products of the programs and
services under the alternative assurance programs. Quantitative
measures will include frequencies of different types of activities, ac-
cess to, utilization and satisfaction with the services provided, rat-
ings of changes in the content, quality and person-centeredness of
service plans, nature and frequency of social relationships and so
forth. Process and outcome evaluation components will be exam-
ined independently in descriptive analyses, but also inferentially to
determine if any process variables (independent) may be associated
with outcomes (dependent variables). A control condition will also
be established. A matched group sample for comparison of dem-
onstration and non-demonstration group outcomes will be drawn
from Minnesota samples currently participating in the Minnesota
Longitudinal Study and the 1992 participants in the independent
assessment of Minnesota’s Medicaid Home and Community Based
Services waiver program.

Synthesis of unmet need for log-term care services

Period: June 1991-August 1995.

Funding: $27,400.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

The purpose of this study is to conduct a literature review and
prepare a synthesis of previous work in the area of unmet need for
long-term-care services. This project concentrated on identifying
unmet need using secondary analysis of survey data. Included is an
analysis of data from the National Long-Term Care Surveys, the
1984 Supplement on Aging, the Longitudinal Study of Aging, and
the Channeling demonstration projects. This study explores pos-
sible measures that can be constructed from national databases to
assess unmet need for long-term-care services. The study evaluates
the merits of alternative measures, establishes, definitions of
unmet need, using survey data, and then develops a framework for
comparing this analytic work with earlier studies. This work was
completed by Barbara Lyons of the John Hopkins University School
of Hygiene and Public Health under subcontract to Lewin/VHI, Inc.
The final report has been received and is under review.

Combining formal and informal care in serving frail elderly people

Period; June 1992—-December 1995.
Funding: $93,700.
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Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

The purpose of this study is to determine whether formal care
substitutes for or complements informal care. To determine the re-
lationship between formal care and informal care, a data set gen-
erated by the management agency Connecticut Community Care,
Inc. (CCCI) is analyzed. CCCI conducts patient assessments of all
publicly supported long-term-care patients in Connecticut This
dataset offers a unique opportunity to conduct an in-depth longitu-
dinal analysis of the effect of providing formal care on the provision
of informal care for a large population of elderly persons. Although
surveys have repeatedly found that older persons strongly prefer
community services to services offered in nursing homes, policy-
makers have resisted a major expansion of home-care services even
though community services are usually less expensive than nursing
home services. The most important reasons for this resistance is
the fear that a publicly funded home-care program will encourage
family caregivers of the elderly to substitute formal care for infor-
mal care. This project is complete and is included in the proceed-
ings from the Brooking’s Conference, Persons with Disabilities. This
publication is available from the Brooking’s Institute.

Characteristics and outcomes of persons screened into Connecticut’s
2176 Program

Period: June 1992-November 1994.

Funding: $132,400.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

In recent years, a major focus of research on home and commu-
nity based care (HCBC) has been on the number of persons who
would be eligible for services based on dependencies in activities of
daily living (ADLs). While previous researchers have estimated the
size of beneficiary populations under different eligibility standards,
little is known about the number of eligibles who would actually
participate in HCBC programs. This project examines why 20 per-
cent of persons meeting ADL requirements for eligibility did not
participate in the Medicaid 2176 program in Connecticut. The sub-
sequent use of long-term-care services by these nonparticipants is
compared to the use of services by participants in the Connecticut
Medicaid 2176 program. This project has been completed. Findings
from the study have been published as part of the conference pro-
ceedings from the Brooking’s Institute. The publication, Persons
with Disabilities, is available for the Brooking’s Institute.

Issues in long-term care policy for the disabled elderly with cog-
nitive impairment

Period January 1992-March 1995.

Funding: $180,000.

Contractor Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.
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This study utilizes the National Long-Term Care (NLTC) surveys
to analyze issues related to informal caregiving to cognitively im-
paired elderly people, the mix of formal and informal services they
use, and the risk of institutionalization. The main question ad-
dressed is whether the presence of such factors as behavioral prob-
lems or conditions (e.g. incontinence) that imply special service
needs affect the mix of services used or the risk of institutionaliza-
tion. This work will be completed by Judith Kasper of the Johns
Hopkins University School of Hygiene and Public Health under
subcontract to Lewin/VHI.

The article, “Cognitive Impairment and Problem Behaviors as
Risk Factors for Institutionalization,” by Judith Kasper and An-
drew D. Shore, describes the first part of this study and appears
in the Journal of Applied Gerontology, 13(4):371-385, December
1994. The NLTC survey data were used to develop a predictive
model for nursing home institutionalization that includes cognitive
functioning and problem behaviors in addition to more commonly
studied indicators, such as disability. As expected, cognitive impair-
ment is a risk factor for institutionalization, controlling for other
characteristics such as age, living arrangement, and use of paid in-
home care. Four problem behaviors were investigated, but only one,
Wanders/Gets Lost, contributed to the model. Among cognitively
impaired persons, those who wander/get lost had a twofold risk in-
stitutionalization. The findings suggest the need to differentiate
among difficult or problem behaviors and to further investigate
those that arouse concerns about safety and require extensive su-
pervision as risk factors for institutionalization The second part of
thif§ stludy examining survey data combined with Medicare claims
is final.

Use of Long-Term Care Services by Mentally Ill Persons

Period: September 1994-December 1996.

Funding: $391,331.

Grantee: Center for Health Policy Research, Institute for Policy
Research and Evaluation Pennsylvania State University, Office of
Sponsored Programs, 110 Technology Center, University Park, PA
16802.

Investigator: Dennis Shea, Ph.D.

There has been a steady increase in the utilization of long-term-
care services, particularly nursing homes, by mentally ill persons
following the closure of State and county mental hospitals during
the 1960s and 1970s. This project examines the determinants of
long-term care service use by the mentally ill population. Data
from the National Medical Expenditures Survey (NMES) Institu-
tional Component, the Medicare Current Beneficiary Survey
(MCBS), and the National Nursing Home Survey (NNHS) are being
used to model long-term-care use by this population. Information
on patients, providers, and system characteristics, together with a
more complete description of current use patters, will help to iden-
tify the potential impacts of policy changes on use of services and
total program costs.

Descriptive data from the Institutional Population Component of
the 1987 National Medical Expenditure Survey (NMES) have been
used to examine differences in nursing home expenditures by per-
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sons with and without reported or diagnosed mental illness. The
results presented in “Mental Illness and Nursing Home Use,” pre-
sented at the 1995 Meetings of the Gerontological Society of Amer-
ica indicate the following:

Mental illnesses explain variations in service use, with the
effects depending on how mental illness is defined and whether
a resident or admission cohort is examined,;

Newly admitted during home residents with a mental illness
have higher charges due to lengths of stay that are 35 percent
longer than non-mentally ill admissions.

Charges vary little between persons with or without a men-
tal illness.

These results suggest that if future reimbursement policy in long-
term care-settings is moving toward capitation, as has occurred in
other settings, rates should take into account the longer stay asso-
ciated with persons with mental illness.

Results from the initial descriptive analyses of the MCBS indi-
cate that 5 years after the passage of the 1987 Nursing Home Re-
form Act, which mandated treatment of mental illnesses, there is
a persistent level of untreated mental illness in nursing homes.
Only 29 percent of nursing home residents with a mental illness
were treated by mental health specialists during the year. Regard-
ing the use of other long-term-care services, a significant relation
has also been detected between diagnosis of a mental illness and
home health use.

Synthesis of literature on effectiveness of special assistive devices in
managing functional impairment

Period: August 1991-January 1996.

Funding: $32,600.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

This synthesis has two components. The first is a description of
the special assistive devices and a summary of how these devices
are paid for under the current system. The second is a summary
of the effectiveness of special assistive devices in managing func-
tional impairments. This synthesis also discusses various policy op-
tions, which relate to alternative financing arrangements for spe-
cial assistive devices. The analysis of assistive device usage is ob-
tained using the 1984 Supplement on Aging and the 1990 National
Health Interview Survey Supplement on Assistive Devices. This
first draft has been received and is expected to be completed in
January 1997.

Synthesis of literature on targeting to reduce hospital use

Period: September 1991-August 1995.

Funding: $30,000.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

This study synthesizes the literature on targeting across a vari-
ety of types of programs, all of which have the goal of reducing hos-
pital use. These programs include geriatric evaluation units, nurs-
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ing home staffing enhancement programs, and hospital-based pro-
grams for discharge planning and transitional case management.
Although targeting is an issue for all of these types of programs,
little attention has been given to evaluating targeting criteria. This
project has been subcontracted to Mathematica Policy Research,
Inc. This review of the literature points to familiar gaps in the cur-
rent health care system. The review discusses the lack of overall
coordination and monitoring of care for the elderly, an insufficient
level for primary and acute care for nursing home patients, poor
access to a range of subacute services, a shortage of physicians
with geriatric training for community-dwelling elderly persons, and
insufficient efforts to reduce the highest cost diseases and complica-
tions that arise during hospitalization. The literature also suggests
that several groups of elderly might benefit from such interventions
as comprehensive geriatric assessment, enhanced hospital dis-
charge planning, and the social health maintenance organization.
These groups include individuals whose conditions are difficult to
stabilize or who require regimens of medications or diet that must
be monitored for compliance or change, individuals for whom medi-
cations are likely to lead to adverse events, and individuals facing
nursing home placement without first being evaluated for rehabili-
tative potential.

Interrelationship of medical conditions in the nursing home popu-
lation

Period: January 1994-December 1995.

Funding: $67,600.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

This project, conducted in collaboration with the Health Care Fi-
nancing Administration, uses concatenated Medicare provider anal-
ysis and review, skilled nursing facility (SNF), and minimum data
set plus (MDS+) data to develop a richer profile of Medicare SNF
patients. Data for all patients include their clinical conditions, their
subsequent use of Medicare hospital and SNF services, and use of
their non-Medicare-covered nursing home services. This is a pilot
study that focuses on three States (Maine, Mississippi, and South
Dakota) and on patients with selected conditions (congestive heart
failure, hip fracture/replacement, chronic obstructive pulmonary
disease, pneumonia, and cardiovascular attack). This study also ex-
amines the characteristics of nursing home patients who are under
65 years of age. This work has been subcontracted to The Urban
Institute. A draft paper has been received and reviewed. The
project is expected to be completed in December 1996.

Medicare Catastrophic Coverage Act evaluation: Impact on industry

Period: September 1989—September 1994.

Funding: $993,199.

Contractor: Urban Institute, 2100 M Street, NW., Washington,
DC 20037.

Investigator: Marilyn Moon, PhD.

A series of analyses of the effects of the Medicare Catastrophic
Coverage Act (MCCA) of 1998 on hospitals, nursing homes, and
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home health agencies. Two final reports summarize the work of the
contract:

Moon, M., Dubay, L. Kenney, G., Liu, K., Marsteller, J., and
Norton, S.: “Medicare Catastrophic Coverage Act Evaluation:
Preliminary Analysis of Impact on Industry: Final Report.”
September 1995; and

Liu, K., Kenney, G., Wissoker, D., and Marsteller, J.: “The
Effects of the Medicare Catastrophic Coverage Act and Admin-
istrative Changes on Medicare SNF Participation and Utiliza-
tion: 1987-1991.” Washington, D.C., June 1995.

Findings

Nursing facilities—The Health Care Financing Administration’s
claims data and nursing facility certification data were used in the
study of changes in facility certification from non-Medicare SNF or
intermediate care facility (ICF) to Medicare SNFs and changes in
Medicare-certified beds, to determine how nursing homes increased
or decreased their capacity to provide Medicare SNF services. Anal-
ysis findings are consistent with the national program statistics,
both indicating large increases in the utilization of Medicare SNF
days between 1987 and 1989, and a decline in covered days be-
tween 1989 and 1991. The magnitude of the change between 1987
and 1989 strongly suggests that the MCCA, along with the clari-
fication of coverage guidelines, had an impact on the SNF benefit
during this period. Multivariate analyses demonstrated differential
responses in the provisions of SNF services by provider characteris-
tics, i.e., proprietary and larger nursing homes, rather than govern-
ment-owned or smaller nursing homes, were the most responsive to
the MCCA and coverage guidelines. Freestanding SNFs had great-
er increases in covered days per bed, admissions per bed and
length of stay between 1987 and 1989 than hospital-based SNFs.
Some of the differences in growth were probably attributable to the
transfer of Medicaid residents of freestanding SNFs to Medicare
payment status: hospital-based facilities generally not providing
long-term nursing care and, hence, having fewer patients to con-
vert to Medicare SNF. The increase in Medicare patients after the
implementation of these policy changes was offset by a dispropor-
tionate decrease in private-pay patients, indicating that the policies
increased the role of public financing for nursing home care. Nurs-
ing homes in states that employ a case-mix adjustment in setting
their Medicaid nursing home payment were generally more likely
than homes in other States to begin participating in Medicare and
to have had greater growth in Medicare utilization. Medicare-cer-
tified service provision expanded greatly even with the repeal of
the MCCA, and more nursing beds became certified for Medicare
over the study period. The expansions in access are likely the con-
sequence of (1) the coverage clarifications that may have served to
make nursing homes more willing to serve Medicare patients be-
cause of greater certainty regarding Medicare coverage policy; (2)
MCCA may have given nursing homes greater familiarity with
Medicare; and (3) staffing data suggest that OBRA 1987 led to in-
creases in staff levels, making it easier for more nursing homes to
serve Medicare patients. Although Medicaid still dominates the fi-
nancing in the nursing home industry, the policy and industry
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changes have pushed Medicare more to the forefront of financing
nursing home care.

Home health.—Analyses of the changing home health market in
response to MCCA and other regulatory changes suggest a com-
plicated set of relationships and causal factors. The descriptive
analysis suggested an inverse relationship between SNF use and
home health use. Similarly, the simultaneous regression results did
not show a substantial number of Medicare enrollees shifting away
from the Medicare home health benefit in favor of the Medicare
SNF benefit as a result of MCCA. Although analyses found no off-
set between nursing home and home health utilization, they did
show that larger increases in home health occurred in areas with
higher Medicare discharges in diagnosis-related groups with high
use of postacute care. Larger increases in home health use also oc-
curred in areas with higher proportions of dually eligible enrollees.
Findings that much of the growth in home health care was associ-
ated with less skilled agencies suggest that the service needs of
new Medicare beneficiaries are more likely to involve personal care
rather than specialized care such as physical therapy or medical
services. Users of rehabilitation services seem to be similar to those
using home health services across many dimensions; SNF users, in
contrast, are older and more likely to be female and/or unmarried.
The ratio of home health agencies per enrollee and nursing home
bed moratoria had significant effects on use of health services.
Home health agencies substantially expanded the scope of services
offered between 1983 and 1989, with urban areas offering more
comprehensive services than rural settings.

Hospitals.—Analyses concluded that MCCA decreased beneficiary
out-of-pocket expenditures. Even though overall bad debt in hos-
pitals increased, the bad debt for hospitals with the largest mater-
nity load decreased, reflecting the impact of MCCA’s Medicaid eligi-
bility expansion for poor/pregnant women and their infants.

Medicare Catastrophic Coverage Act evaluation: Beneficiary and
program impact

Period: September 1989—September 1995.

Funding: $2,846,906.

COntractor: Abt Associates Inc., 55 Wheeler Street, Cambridge,
MA 02138.

Investigator: David Kidder, Ph.D.

MCCA of 1988 expanded and simplified Medicare hospital cov-
erage effective January 1989, only to be repealed, effective January
1990. The legislation reduced Medicare beneficiary liability to one
hospital deductible per year, eliminated the concept of “spell of ill-
ness,” and eliminated the coinsurance calculations necessary under
the original Medicare program. The legislation made the Part A
Extended Care Benefit more generous by increasing the day limit
on skilled nursing facility care from 100 to 150 days per year, and
eliminated the prior 3-day hospital stay. The coinsurance require-
ments were revised, and the rate was lowered to 20 percent of the
daily cost of nursing home care instead of being linked to the aver-
age cost of a day of hospital care. Also, the coinsurance was to
apply only to the first 8 days of the stay, instead of applying to the
21st through 100th day. These changes meant that more bene-
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ficiaries would qualify for coverage and that longer stays would be
covered. The skilled nursing facility changes went into effect in
January 1989 and were rescinded, effective January 1990. Changes
to the Medicare hospice benefit, implemented in January 1990 and
rescinded in January 1990, eliminated the 210-day lifetime limit on
hospice benefits, but retained a cost limit. None of the other Medi-
care benefits (Part A or Part B or Drug) of MCCA were imple-
mented, having been scheduled for implementation after the date
that the provisions were repealed. The Medicaid provisions of the
legislation were left intact, including the payment of Part B pre-
miums, deductibles and copayments for qualified (poor) Medicare
beneficiaries, and mandatory Medicaid coverage for pregnant
women and their infants with income of up to 100 percent of the
Federal poverty level. (The coverage was phased in—75 percent by
July 1989 and 100 percent by July 1990).

The evaluation contract comprised a series of research projects
related to the analysis of Medicare benefit changes and Medicaid
beneficiary expansions introduced by the Medicare Catastrophic
Coverage Act (MCCA) of 1988. The analyses focused on the Medi-
care benefit changes in skilled nursing care and hospice care. The
analyses also addressed the MCCA-introduced payment of Part A
and Part B premiums, and the deductibles and copayments for low-
income qualified Medicare beneficiaries by State Medicaid pro-
grams. Data on use in a private nursing home chain were studied,
and nursing home episodes for Medicare beneficiaries are identified
through a linkage of Part A and Part B bills. Post-hospital use was
studied through two tracer conditions-stroke and hip fracture. The
Medicaid analyses primarily focused on the effects of the expan-
sions for pregnant women and their infants. Analyses of birth and
death records were conducted on national vital statistics data; Mis-
souri birth and infant death data were linked with Medicaid eligi-
bility and utilization data and analyzed for changes in Medicaid en-
rollment of pregnant women and the birth outcomes of their in-
fants. Analysis of a year of infant health care utilization includes
data from birth certificates and mothers’ Medicaid eligibility. A
trend analysis of Massachusetts hospital discharge data focuses on
shifts in Medicaid use, lengths of stay, severity of birth outcomes,
and neonatal intensive care unit use before and after the MCCA
legislation.

Two final reports summarize the findings:

(1) Laliberte, L., Mor, V., Berg, K., Banaszak-Holl, J., Calore, K.,
Intrator, O., and Hiris, J., “Medicare Catastrophic Coverage Act
Evaluation: The Impact of the Medicare Catastrophic Coverage Act
on the Long-Term Care System.” June 1995. and

(2) Coulam, R.F., Cole, N., Irvin, C., Kidder, D., and Schmitz,
R.J.: “Evaluation of the Medicare Catastrophic Care Act: Final Re-
port, “December 19, 1995, which summarizes the MCCA impacts on
maternal and child health programs and beneficiaries.

All reports are being prepared for submission to the National
Technical Information Service.

Long-Term Care Studies (Section 207)

Period: September 1989—March 1996.
Funding: $3,790,000.
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Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031-1207.

Investigator: David Kennell.

The purpose of this project is to conduct research related to the
Health Care Financing Administration’s (HCFA’s) Medicare and
Medicaid programs in the area of long-term-care (LTC) policy de-
velopment. The contractor has focused on four major areas:

The financial characteristics of Medicare beneficiaries who
receive or need LTC services;

How the Medicare beneficiaries’ characteristics affect their
use of institutional and noninstitutional LTC services;

How relatives of Medicare beneficiaries are affected finan-
cially and in other ways when beneficiaries require or receive
LTC services; and

How the provision of LTC services may reduce expenditures
for acute care health services.

Analyses used existing LTC and other survey databases (e.g., the
National Long-Term Care Surveys, the Longitudinal Study of
Aging, the National Nursing Home Survey, the Medicare Current
Beneficiary Survey, the Survey of Income and Program Participa-
tion, the National Medical Care Expenditure Survey). Medicare ad-
ministrative records and other extant information also will be used.
A number of focused analytic studies, policy reports, syntheses, and
special studies are required under the contract.

With the repeal of the Medicare Catastrophic Coverage Act of
1988, this project was no longer congressionally mandated. The fol-
lowing updates the status of each of the studies, indicating which
reports are final and those that are in draft or pending final re-
view. The final reports are as follows:

“Analysis of Choice Processes in Capitated Plan Enrollment:
Statistical Models for Evaluation of Voluntary Enrollment to
Long-Term Care Demonstration Projects,”

“Analysis of Transitions in the Characteristics of the Long-
Term Care Population”

“Case Studies of Medicaid Estate Planning”

“Consumer Protection and Private Long-Term Care Insur-
ance”

“Elderly Wealth and Savings: Implications for Long-Term
Care”

“Health Care Service Use and Expenditures of the Non-
institutionalized Population”

“Consumer Protection and Private Long Term Care Insur-
ance; Key Issues for Private Long-Term Care Insurance”

“Issues in Long Term Care for the Disabled Elderly with
Cognitive Impairment”

“Nursing Home Payment by Source: Preliminary Statistics
from the Medicare Current Beneficiary Survey”

“Potential of Coordinated Care Targeted to Medicare Bene-
ficiaries with Medicaid Coverage”

“Regional Variation in Home Health Episode Length and
Number of Visits Per Episode”

“Simulations of Skilled Nursing Facility Payment Options”

“State Responses to Medicaid Estate Planning”
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“Synthesis of Financing and Delivery of Long-Term Care for
the Disabled Nonelderly”

“Synthesis of Literate on Targeting to Reduce Hospital Use”

“Synthesis of the Nursing Home Bed Supply”

“Synthesis of Unmet Need for Long-Term-Care Services”

A conference to present selected findings was held in November
1994 and the conference proceedings have been published as Per-
sons with Disabilities: Issues in Health Care Financing and Service
Delivery. This is available from the Brookings Instute and HCFA’s
Office of Research and Deomonstrations. Papers included in this
book are:

“Long-Term Care: The View from the Health Care Financing
Administration”

“Private Long Term Care Insurance: Barriers to Purchase
and Retention”

“Medicaid Estate Planning: Case Studies of Four States”

“Implications of Health Care Financing, Delivery and Benefit
Design for Persons with Disabilities”

“Program Payment and Utilization Trends for Medicare
Beneficiaries with Disabilities”

“Cognitive Impairment in Older People and Use of Physician
Services and Impatient Care”

“Catastrophic Costs of Long Term Care for Elderly Ameri-
cans”

“Characteristics and Outcomes of Persons Screened in Con-
necticut’s 2176 Program”

“Combining Formal and Informal Care in Serving Frail El-
derly Persons”

“Regional Variation in the Use of Medicare Home Health
Services”

h“Long Term Care for the Younger Population: A Policy Syn-

thesis”

Studies currently in progress are:

“Catastrophic Health Care Expenditures and Medicaid Cov-
erage Among Community Residents”

“Synthesis of Nursing Home Reimbursement Options”

“The Effect of Geographic Variation on Medicare Capitation
for the Social HOM, PACE, CNO”

“Synthesis of Literature on Effectiveness of Special Assistive
Devices in Managing Functional Impairments”

“Catastrophic Costs and Medicaid Spenddown”

“Costs of Medicare SNF Therapy Services”

b‘iL((i)ngitudinal Health Care Use and Expenditures of Dis-

a e »

“Interrelationship of Medical Conditions in the Nursing
Home Population”

“An Analysis of Post-Acute Care and Therapy Services Using
the HCFA Episode Database, Post-Acute Portion”

Final reports on these projects are expected to be completed in
Winter 1996.

Analysis of post-acute care and therapy services using the Health
Care Financing Administration Episode Database

Period: August 1994—April 1995.
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Funding: $138.300.
Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.
Investigator: David Kennell.
This two-part study uses the Health Care Financing Administra-
tion Episode Database to do the following:
Update earlier research on post-hospital care and rehabilita-
tion following hospital admissions with more recent data;
Examine trends in use over time by comparing the 1992
findings to several RAND analyses and a Lewin/VHI analysis
on therapy services conducted for the American Association for
Retired Persons;
Analyze the use of rehabilitation/therapy services across set-
tings; and
Contribute to the discussion of policy and payment implica-
tions of increased use of post-acute services.
Tabulations on rehabilitation are under way. The post-acute analy-
sis is expected in January 1997.

Synthesis of the nursing home bed supply

Period: May 1991-September 1994.

Funding: $49,000.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

Analyses have shown that there is excess demand for using home
care. Part of this excess demand is attributed to State-imposed con-
straints on the supply of nursing home beds. States have imposed
these supply constraints in an attempt to control their Medicaid
budgets and to redirect resources from institutional to noninstitu-
tional care. This synthesis addresses:

How much variation is there in the supply of nursing home
beds?

Why do variations in the supply of beds exist across States?

To what extent does a State’s capital reimbursement system
encourage/discourage sufficient investment of capital to meet
its demand for new beds?

What is the relationship between certificate of need and cap-
ital replacement?

What is “excess demand” and how is it measured?

This report found that much of the attention paid to the ade-
quacy of a State’s supply of nursing home beds focuses on the effect
that supply has on access to care and often ignores important de-
mand-side issues. One of these issues, the subsidization of health
care expenses for Medicaid beneficiaries, results in excess demand
for nursing home services by Medicaid beneficiaries, who are en-
couraged to demand more services than they otherwise would. This
study found that, in general, access problems do not exist for pri-
vate patients. However, access problems do exist for some Medicaid
beneficiaries, especially for heavy-care persons with head injuries,
with behavioral problems, or who need ventilators. Since each
State has a unique long-term-care system, measures of the ade-
quacy of the supply of nursing home beds in one State may not ac-
curately measure the adequacy of supply in another State. Further-
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more, given the differences in programs, laws, and market condi-
tions across States, policies that help control long-term-care ex-
penses in one State may not necessarily be appropriate for other
States.

Program payments and utilization trends for Medicare beneficiaries
and disabilities

Period: December 1992—November 1994.

Funding: $175,300.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

This study is an extension of the analyses of the acute care costs
of chronically disabled persons completed using the 1984-89 Na-
tional Long-Term Care Survey (NLTCS). This analysis employs re-
cently released 1989 NLTCS data to examine possible cost shifts
for groups of persons with very different levels of health and func-
tioning. Analyses were made of seven different categories of Medi-
care service (short-stay hospital, home health agency, skilled nurs-
ing facility, physician, outpatient, durable medical equipment, and
renal therapy) for 1982 to 1990 using Medicare records linked to
data on community and institutional residents from NLTCS 1982,
1984, and 1989. The purpose of the combined survey and adminis-
trative record analyses was to ascertain how the chronic health and
functional characteristics of community and institutional residents
using Medicare-reimbursed services changed over the period and
how those changes related to the use of each of seven categories of
Medicare services. Over this period, a number of regulatory and
legislative changes had been made in the Medicare system that al-
tered the use of different services by persons with specific health
and functional profiles. The final report is included in the proceed-
ings from the Brookings Conference entitled,: “Persons With Dis-
abilities”. This is available from The Brookings Institute.

Health Care Service Use and Expenditures of the Noninstitutional-
ized Population

Period: June 1993—-February 1995.

Funding: $148,000.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

Using data from the 1987 National Medical Expenditures Survey
Household Component, this study addresses the following:

Differences in the utilization of health care services by dis-
abled and nondisabled populations;

Whether community-based long-term-care services and ex-
penditures substitute for acute-care expenditures for the popu-
lation using community-based long-term-care services and the
implications for costs;

Medicaid asset spenddown in the community; and

Trends in out-of-pocket expenditures and total health care
expenditures for the elderly population with comparisons to the
1977 National Medical Care Expenditure Survey.
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Analysis files have been constructed. A draft report has been com-
pleted. The final report is expected in January 1997.

Longitudinal health care use and expenditures of disabled persons

Period: January 1994—June 1995.

Funding: $143,000.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

This project, conducted in collaboration with the Health Care Fi-
nancing Administration, uses data from the Medicare Current Ben-
eficiary Survey to examine health care use by persons with disabil-
ities and the cost of providing these services. In this study, Medi-
care beneficiaries are categorized by different definitions of disabil-
ity and by duration of disability. An analysis of the types of health
care services and patterns of use for each subgroup is performed
to determine the extent to which differences in such constructs are
associated with differences in health care use and costs. This study
is designed, in part, to provide information parallel with that from
Lewin-VHI’s analysis of National Medical Care Expenditure Survey
data and Duke University’s analysis of National Long-Term Care
Survey data. This work has been subcontracted to The Urban Insti-
tute. A draft report has been received and reviewed. The final re-
port is expected to be completed in December 1996.

Changes in population characteristics and Medicaid utilization/ex-
penditures among children and adolescent Supplemental Secu-
rity income recipients

Period: September 1994—September 1997.

Funding: $642,035.

Grantee: Massachusetts General Hospital Children’s Service,
Fruit Street, WACC715 Boston, MA 02114.

Investigator: James Perrin, M.D.

The Supplemental Security Income (SSI) program for children
and adolescents has expanded in the past 5 years as a result of
new Social Security Administration (SSA) guidelines for determin-
ing disability caused by mental impairments, new guidelines for de-
termining childhood disability in general, and major outreach ef-
forts by SSA to identify children with disabilities. The project has
four main objectives:

Determine the current clinical characteristics of child and
adolescent SSI recipients and the changes in these characteris-
tics during the period of program expansion that began in the
late 1980s;

Determine patterns of Medicaid utilization and expenditures
among important clinical subgroups and examine changes in
these patterns during the period of program expansion,;

Examine the utilization trajectories and clinical characteris-
tics of certain SSI recipient groups over time, including recipi-
ents with high-cost physical conditions such as cystic fibrosis,
congenital heart disease, and spina bifida, and high-preva-
lence, low-cost conditions such as attention deficit disorder, hy-
peractivity, and learning disabilities; and
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Determine the degree to which new recipients reflect shifting
among Medicaid eligibility categories and the coverage and use
of other insurance after getting SSI.

Data files construction is almost complete, and analyses on three
of the six States are underway and three papers have been pre-
pared:

“Secular Trends in Conditions Among Children Receiving
SSI Benefits,” which found that the number of SSI children in
institutions increased minimally (3 percent), despite an 83 per-
cent increase in SSI enrollment. The number of children with
leukemia enrolled in SSI increased 33 percent, while those
with other physical conditions increased over 70 percent; the
number of children with mental retardation increased 615. In
contrast, the number of SSI children with asthma increased
dramatically (185 percent), but at a rate similar to the 162 per-
cent increase in asthma among the non-SSI Medicaid popu-
lation. A four-fold increase in Attention Deficit Hyperactivity
Disorder among SSI enrollees is comparable to the four-fold in-
crease in the condition among the non-SSI Medicaid enrolled
children.

“The SSI Children’s Disability Program: New Entrants of
AFDC Upgrades?,” found that about half of the children newly
receiving SSI benefits had previously received AFDC benefits
and thus experienced a major increase in monthly cash bene-
fits. The other half of new SSI recipients were new to public
insurance.

“The Supplemental Security Income Children’s Disability
Program: Impact of Program Growth on Population with High
Expenditures.” This preliminary analysis on only Georgia data
found that the number of children with costs over $25,000 de-
creased very slightly from 4.3 percent of the SSI population in
1989 to 4.1 percent in 1992.

Changing roles of nursing homes

Period: September, 1994—January, 1998.

Funding: $831,182.

Grantee: Institute of Gerontology, University of Michigan, 300
North Ingalls Building, Room 900, Ann Arbor, MI 48109-2007.

Investigator: Brant Fries, Ph.D.

Although nursing homes have traditionally provided custodial
care to the physically and cognitively impaired elderly, nursing
homes are increasingly treating a more diverse and more clinically
complex patient mix. Since the implementation of Medicare’s pro-
spective payment system for hospitals, growing numbers of nursing
homes have begun caring for patients requiring “subacute” or post-
acute care following a hospital stay. Between 1986 and 1993, the
number of Medicare certified hospices in the U.S. grew from 355
to 1,445. From 1992 to 1995, the number of special care hospice
units in nursing homes grew 100 percent, to 206.

This study examines two special nursing home populations: hos-
pice patients and the chronically mentally ill (other than demen-
tia). Several hypotheses regarding quality, use, and cost issues will
be examined for both groups, such as that residents with chronic
mental illness are more likely than are other similarly functionally
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impaired residents, to experience increasing functional impairment,
to have increased behavior problems and to be chemically re-
strained. It is hypothesized that mentally ill patients will have
greater overall use of Medicare services than will non-mentally im-
paired nursing home residents with similar levels of functional im-
pairment. The study utilizes 1993 data on the entire nursing home
populations of eight states (Kansas, Maine, Mississippi, Nebraska,
New York, Ohio, Pennsylvania, South Dakota, and Washington),
about 250,000 residents, linked with the HCFA Survey and Certifi-
cation Reports, the Medicare Part A and Part B claims files and
the Area Resource File data. The Minimum Data Set for Nursing
Home Resident Assessment and Care Screening is used to collect
health status data on all residents in Medicaid-certified, Medicare-
certified and dually certified nursing facilities. The hospice
substudy will describe how nursing home hospice services are con-
centrated in particular regions, markets and facilities; compare
rates of hospital use and costs of terminal care residents in nursing
homes that do and do not use the Medicare hospice benefit; and de-
scribe the quality of life, including pain experience and analgesics
prescribed among terminal cancer patients in nursing homes who
are served by hospice care and those not so served.

A draft report, “Hospice in Nursing Homes,” presents initial
analyses of longitudinal files of 1991-95 nursing home survey data
merged with patient assessment data. Multivariate analyses indi-
cate that hospice special care units are located in relatively small
and medium size facilities with low occupancy, high technological
capacity and a higher skill level of staffing mix. Also, nursing home
characteristics such as being a proprietary facility, not part of a
chain and being located in a competitive environment are signifi-
cantly related to having a hospice special care unit. The authors
note that the growth in special care hospice units in nursing homes
reflects changes in reimbursement mechanisms, increases in the
proportion of all deaths occurring in nursing homes, and by nursing
home efforts to specialize. A paper, “Special Populations in Nursing
Homes: Residents with Chronic Mental Illness or Developmental
Disabilities,” is being presented at the November 1996 meeting of
the Gerontological Society of America.

Predictors of access and effects of Medicare post-hospital care for
beneficiaries 65 years of age or over

Period: September 1994—September 1996.

Funding: $502,614.

Grantee: Georgetown University, Division of Community Health
Studies and Family Medicine, 3750 Reservoir Road, NW., Washing-
ton, DC 20007-2197.

Investigator: David L. Rabin, Ph.D.

As a consequence of regulatory and legislative changes in the
late 1980s, Medicare post-hospital care (PHC) has become the most
rapidly growing Medicare expenditure. PHC consists of home
health care, inpatient skilled nursing facility care, and rehabilita-
tion hospital care. The growth in use, changes in eligibility require-
ments, and the increase in Medicare costs have raised questions
about equal access and the effects of PHC use. The literature on
PHC suggests two important trends. A few Medicare prospective
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payment inpatient hospital diagnosis-related-groups (DRG) account
for most PHC, but within these DRGs large variations exist in use.
Personal health, economic, sociodemographic, and household fac-
tors, as well as area and health system characteristics, and pre-
dictive of the use of PHC despite equal access under the Medicare
program. This study uses the Medicare Current Beneficiary Survey
to investigate three major research objectives:

Describe the personal, area, and health system characteris-
tics of users and those of similar persons with unmet needs for
PHC in order to access differences by gender, race, and income
class and the potential for substitution of care modes;

Study the longitudinal effects of PHC on Medicare program
costs and rehospitalization; and

Study the personal health effects associated with PHC.

Because of the delay experienced in releasing the Medicare Bene-
ficiary Cost and Use File and the dependence of this project on the
Medicare Current Beneficiary Survey Data, this project is initiating
the data analysis phase. The final report is expected to be com-
pleted in June 1997.

Acute and long-term care: use, costs, and consequences

Period: September 1994—August 1997.

Funding: $595,787.

Grantee: The Urban Institute, 2100 M Street, NW., Washington,
DC 20037.

Investigator: Korbin Liu, Ph.D.

This study will provide current information that will aid policy-
makers in developing options to better integrate acute, subacute,
and long-term-care services. Data from the Medicare Current Bene-
ficiary Survey will be used to address three issues: transitions
among acute, subacute, and long-term care; catastrophic costs re-
sulting from the use of those services; and interactions between
Medicare and Medicaid home health care. The transitions analysis
is designed to measure differences in the patterns of acute,
subacute, and long-term-care use by the characteristics of Medicare
beneficiaries, and to determine potential areas of access or quality
of care problems. The cost analysis is designed to access the cumu-
lative risks over 3 years of incurring catastrophic health care costs
or experiencing Medicaid spenddown. The effect of the Qualified
Medicare Beneficiaries program will be evaluated. The home health
care analysis is designed to estimate the interactions and possible
overlaps between two rapidly expanding public programs that fi-
nance similar services. The relationship between home health care
use and costs and the personal characteristics of Medicare bene-
ficiaries and the characteristics of geographic areas, including Med-
icaid policies, will be examined.

The first part of this project is complete. A final report, “Inter-
actions between the Medicare and Medicaid Home Care Programs:
Insights from States,” has been produced and is available from
Genevieve Kenny at the Urban Institute (202-857-8568). For the
second phase, this project was dependent on the Medicare Current
Beneficiary Survey’s Cost and Use File. The file has been released,
and the agency is in the data cleaning and analysis phase.
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Regional variation in home health episode length and number of
visits per episode

Period: July 1993-November 1994.

Funding: $168,600.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

This study focused on two questions: (1) Why does the use of
home health care vary across the regions? (2) Is there a correspond-
ing variation across the regions in patient outcomes suggesting
that lower levels of care lead to poorer outcomes for patients, or
that higher levels lead to improved outcomes? This study used the
Medicare claims files, the provider of services file, the area re-
source file, and the Regional Home Health Intermediary database
to determine the contribution of three sets of factors to regional
variation. These sets of factors are patient characteristics, supply
of home health agencies and staff, and availability of alternatives
to home health care. The final report has been received and is
under review.

Sources of Medicare home health expenditure growth: Implications
for control options

Period: February 1992—December 1995.

Funding: $210,706.

Grantee: Brandeis University, Heller Graduate School, Institute
for Health Policy, 415 South Street, P.O. Box 9110, Waltham, MA
02254-9110.

Investigator: Christine Bishop, Ph.D.

The overall objective of the project is to develop and consider op-
tions for restraining home health expenditure growth. The project
has two phases. First is to use secondary data to examine the com-
position of Medicare home health expenditure growth between 1985
and 1989 and 1989 to 1991 to attribute total growth to growth in
persons served, visits per person, mix of visits, and visit charges;
and to attribute growth to types of agencies by auspice and scale.
Second is to examine data from the Regional Home Health Inter-
mediary database to measure variation in types of patients served
at intake, and the characteristics of high-use patients, by auspice
and region, and to consider differences in mix and intensity of serv-
ices provided.

The first phase has been completed, resulting in an overview,
“Recent Growth in Medicare Home Health: Sources and Implica-
tions.” An edited version of this analysis, “Recent Growth of Medi-
care Home Health,” by Christine Bishop, Ph.D., and Kathleen
Carley Skwara, was published in Health Affairs, 12(3):95-110, Fall
1993. The second phase, which has been delayed, will analyze the
length of Medicare home health episodes using survival analysis
techniques. A report for this phase 1s expected in 1997.

Maximizing the cost effectiveness of home health care: The influence
of service volume and integration with other care settings on
patient outcomes

Period: September 1994—December 1998.
Funding: $1,231,466.
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Grantee: Center for Health Policy Research, 1355 South Colorado
Boulevard, Suite 706 Denver, CO 80222.

Investigator: Peter W. Shaughnessy, Ph.D.

Home health care (HHC) is the most rapidly growing component
of the Medicare budget in recent years. The rapid growth in home
health use has occurred despite limited evidence about the nec-
essary volume of HHC to achieve optimal patient outcomes and
whether in substitutes for more costly institutional care. Little is
known about integrating HHC with care in other settings to reduce
overall health care costs. The central hypotheses of this study are
that volume-outcome relationships are present in HHC for common
patient conditions, that upper and lower volume thresholds exist
that define the range of services most beneficial to patients, that
and a strengthened physician role and better integration of HHC
with other services during an episode of care can optimize patient
outcomes while controlling costs. To test those hypotheses, a total
of 3,600 patient records will be selected from agencies in 20 States.
Trained data collectors at each agency will record patient outcomes
and costs within the HHC episode. Long-term, self-reported out-
comes will be assessed from telephone interview data at HHC ad-
mission and from 6-month followups. These primary data concern-
ing patient status and outcomes will be combined with Medicare
claims data over the episode of care to access the relationship be-
tween service volume in HHC and in both patient outcomes and
costs. Analysis of data relating to physician involvement and the
sequence of use of other providers will address issues of integration
with other services. Eighty-nine agencies have been recruited for
this project and are beginning to collect the necessary data.

Home care quality studies

Period: October 1989—September 1995.

Funding: $2,848,782.

Contractor: The University of Minnesota, School of Public
Health, D-351 Mayo Memorial Building, 420 DeLaware Street,
SE., Box 197, Minneapolis, MN 55455-0392.

Investigator: Robert L. Kane, M.D.

This study examines quality of long-term care-services in com-
munity-based and custodial settings, and the effectiveness of (and
need for) State and Federal protections for Medicare beneficiaries
that ensure adequate access to nonresidential long-term-care-serv-
ices and protection of consumer rights. The research design focuses
on in-home care, examining traditional home health services that
are reimbursed by Medicare and Medicaid, as well as personal care
and supportive services that more recently have been covered by
Federal and State sources of funding. Primary project tasks include
the following:

Development of a taxonomy clarifying the various objectives
ascribed to home and community-based care from the various
perspectives of consumers, payers, and care providers;

Development and feasibility testing of a survey design meas-
uring the extent of, need for, and adequacy of home care serv-
ices for the elderly;
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A study of variations in labor supply and related effect(s) on
home care quality, as well as factors that contribute to these
variations; and

Recommendations to improve the quality of home and com-
munity-based services by identifying best practices and promis-
ing quality assurance approaches.

The first project task—development of a taxonomy of objectives—
has been completed, and a report on this component has been re-
ceived. Findings from this task are presented in the article, “Per-
spectives on Quality of Home Care” by Kane, R.A., Kane, R.L.,
Illston, L.H., and Eustis, N.N. in the Health Care Financing Re-
view, 16(1):69-89, Fall 1994. Final reports have also been submit-
ted on the remaining three project tasks (i.e., developing a survey
to measure the adequacy of home care for the elderly, a study of
variations in labor supply and related effects on home care quality,
and an identification of best home care practices and promising
quality assurance approaches). The final report for the project is
currently under review.

Validation of nursing home quality indicators

Period: July 1992—-September 1996.

Funding: $990,094.

Grantee: The MEDSTAT Group, 104 West Anapamu Street,
Santa Barbara, CA 93101.

Investigator: Susan A. Flanagan, M.P.H.

This project is a continuation of a cooperative agreement to in-
vestigate the usefulness of claims data from Medicaid and Medi-
care administration record systems as sources of nursing home
quality-of-care measures. The previous study involved retrospective
analysis of 1987 Medicaid and Medicare claims data and facility
deficiency data from Michigan and Tennessee. The objective of the
current project is to validate these resident-level claims-based qual-
ity of care indicators (QCI) by recomputation of the claims-based
indicators for California and Georgia using data for 1990. To com-
plete the validation process, a sample of residents in a sample of
nursing homes will be drawn for these two States, and the medical
records for these patients will be reviewed by a team of physicians
and nurses. The results of the record review will then be compared
with the findings of the QCI algorithms to test the relationship of
the QCIs to cited deficiencies and adverse outcomes.

This project has completed collection of medical record data from
California and Georgia, and the data has been reviewed by nurse
and physician evaluators. Initial analysis had been completed and
a draft report of early study findings has been submitted. The final
report is expected in early 1997.

Development of outcome-based quality assurance measures for
small, integrated services settings

Period: July 1994-January 1996.

Funding: $22,750.

Contractor: The Accreditation Council, 8100 Professional Place,
Suite 204, Landover, MD 20785.

Investigator: James Gardner, Ph.D.
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The purpose of this contract is to determine the cost of applying
outcome measures in small, integrated service settings. This study
will provide a database to maintain information on quality reviews
of organizations that serve people with disabilities, an analysis of
individual and organizational variables that relate to desirable out-
comes, and a final report that analyzes quality reviews conducted
in accordance with the outcome-based performance measures devel-
oped by the Accreditation Council on Services for People with Dis-
abilities. The results will be used to assess the quality of services
in facilities serving people with chronic mental illness, physical
challenges, and mental retardation in diverse settings such as sup-
ported independent living or intermediate care facilities for the
mentally retarded. Of particular importance is the assessment of
the extent to which the outcome-based performance measures can
coexist with the traditional quality assurance variables, such as
?buse, neglect, safety, health, and physical and psychological wel-
are.

During the period September through December 1994, seven or-
ganizations participated in the Accreditation Council’s review proc-
ess. During these reviews, staff from the Accreditation Council
interviewed 54 people served by the seven organizations. A total of
28 organization variables (e.g., types of services provided, license
type, disabilities of people served, prior accreditation status) were
analyzed with regard to outcome scores. Analysis of outcome data
was also performed on the characteristics of the individual people
who were interviewed. These characteristics include age, sex, dis-
ability, living arrangement, communication method, services ob-
tained, and source of person’s funding. A final report is under re-
view.

Elderly wealth and savings: Implications for long-term care

Period: June 1991-August 1995.

Funding: $126,000.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

This study synthesizes what is known about the wealth of the el-
derly and includes recent empirical research conducted using the
1984 and 1989 Panel Study of Income Dynamics and the 1983,
1986, and 1989 Survey of Consumer Finances. The information in
this study is pertinent to the issue of long-term care (LTC) for the
elderly because much of the debate concerning expansion of the
Federal role in LTC financing centers on the economic status of the
elderly. A key issue in the debate is whether or not the elderly
have the financial resources to pay for their own LTC cost directly
or through the purchase of private LTC insurance.

The main finding of the synthesis report is that the elderly, as
a group, are doing well economically. Incomes of the elderly are
lower than incomes of the nonelderly, but this gap narrows when
taxes and other benefits (i.e., Medicare) are considered. Further-
more, the elderly have among the highest wealth holdings of any
age group. However, the elderly face substantial economic risks,
such as incurring unfunded catastrophic medical expenses, and
leaving poverty is harder for the elderly than for the nonelderly.
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This study also funds that existing theories on both whether and
why the elderly save sharply disagree with one another. Testing
these theories is challenging because data sources are usually poor
or out of date, and many of the theories do not yield refutable
hypotheses.

Catastrophic costs and Medicaid spenddown

Period: January 1993—-May 1995.

Funding: $180,300.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

This study uses data from the Medicare Current Beneficiary Sur-
vey (MCBS) to analyze the occurrence of catastrophic costs among
the elderly resulting from Medicaid spenddown. The purpose of this
study is to support the formulation of policy for health care reform
for the elderly. Consequently, this study categorizes the causes of
out-of-pocket costs for different types of acute and long-term-care
services that may create financial hardships and identifies which
subgroups of the elderly are likely to incur catastrophic costs. This
work will be completed by the Urban Institute under subcontract
to Lewin/VHI, Inc. Preliminary analyses have been completed. The
final report is expected in January 1997.

Catastrophic costs of long-term care for elderly Americans

Period: December 1991-November 1995.

Funding: $50,000.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

This study employs the Brookings/Intermediate Care Facility
Long-Term Care Financing Model to examine both current and fu-
ture financial burdens associated with long-term-care costs. This
chapter focuses on the financial burden that out of pocket expendi-
tures will have in the next 25 years, assuming that there are no
changes in public or private financing. The results of these long
term care spending projections included both nursing home and
home health care. Catastrophic nursing home spending patterns of
selected elderly groups, by age, gender, income financial status,
length of stay and discharge status are also described. Findings
from this study have been published in conference proceedings
from the Brooking’s Institute. These proceedings, Persons with Dis-
abilities, is available from the Brooking’s Institute.

Consumer protection and private long-term care insurance; Key
issues for private long term care insurance

Period: December 1992—-December 1994.

Funding: $130,000.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

This study consists of a two-part analysis. The first is a policy-
oriented synthesis of research conducted to date on long-term-care
(LTC) insurance. The purpose of this synthesis is to serve as a
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baseline of understanding for policymakers and to identify relevant
issues at which future research should be directed. The second part
focuses on regulatory issues. This part contains case studies of Ari-
zona, California, Florida, Indiana, North Dakota, New York, Or-
egon, South Carolina, Texas, and Wisconsin, which have passed
legislation to regular private LTC insurance, and summarizes how
insurance companies have responded to this regulation. This
project was carried out jointly by Lewin/VHI and the Brookings In-
stitution.

The policy-oriented synthesis has been completed. This synthesis
discusses the growth of the LTC insurance market from fewer than
50,000 policies in 1984 to nearly 3 million sold in 1992. Although
this growth is significant, the market penetration is less than ex-
pected; approximately 5 percent of the elderly have LTC insurance,
while 70 percent purchase Medigap policies. The study reviews po-
tential reasons for limited market penetration, including consumer
confusion, barriers to coverage, marketing and sales abuses, con-
cern over product value, and regulation.

Synthesis of financing and delivery of long-term care for the dis-
abled nonelderly

Period: June 1991-December 1995.

Funding: $30,000.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031-1207.

Investigator: David Kennell.

This study synthesizes the current literature and information
from various data sources on the financing and delivery of long-
term care for the disabled nonelderly. This study also summarizes
the current knowledge of demographic and economic characteristics
of the disabled nonelderly, types of services and patterns of service
used by the disabled nonelderly, how these services for the disabled
nonelderly are paid, and other unique issues related to the disabled
nonelderly. This work was completed by Joshua Wiener of The
Brookings Institution under subcontract to Lewin/VHI, Inc. Find-
ings from this project are present in the conference proceedings
from the Brookings Institute, Persons with Disabilities. The pro-
ceedings is available from the Brookings Institute.

State response to Medicaid estate planning

Period: May 1992-May 1993.

Funding: $41,000.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

The purpose of this report is to provide readers with an overview
of recent State initiatives regarding Medicaid estate planning. Data
for the report were collected primarily through telephone inter-
views with key personnel at Medicaid eligibility offices in 26
States. In those States where initiatives were under way, copies of
recent legislation, regulations, task force reports, internal memo-
randa, and other documents were obtained and reviewed. This
project was completed by SysteMetrics/MedStat under subcontract
to Lewin/VHI, Inc.
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The study found that many States are attempting to place limita-
tions on asset transfers in an effort to restrict Medicaid estate-
planning practices. Furthermore, States have expressed a strong
desire for Federal clarification on Medicaid transfer-of-asset provi-
sions and want additional Federal legislation that further restricts
the transfer of assets.

Case studies of Medicaid estate planning

Period: April 1993—-December 1994.

Funding: $200,000.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

These case studies provide in-depth descriptive analyses of State
policy responses to Medicaid estate planning, including the effec-
tiveness of estate recovery programs. In addition, a methodology for
conducting quantitative empirical studies that measure the extent
of Medicaid estate planning activity and the relative cost-effective-
ness of alternative State policy responses is presented. The data
used were obtained from Medicaid eligibility offices in Connecticut,
Florida, California, and New York. This project was completed by
SysteMetrics/MedStat, under subcontract to Lewin/VHI, Inc. The
report has been received and is under review.

Synthesis of reimbursement options

Period: September 1991-January 1996.

Funding: $77,600.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031-1207.

Investigator: David Kennell.

The purpose of this synthesis is to assist the Health Care Fi-
nancing Administration and other relevant policymakers in an-
swering specific questions concerning nursing home reimburse-
ment. The first part of the synthesis is organized into four sections:
summary, overview of the Medicaid reimbursement system and
State policy goals, design of the details of a reimbursement system,
and analysis of options for capital reimbursement. The second part
is organized into two sections:

Synthesis of research studies relevant to modifying the cur-
rent method by which skilled nursing facilities (SNF) receive
payments under Part A of the Medicare program,;

Synthesis of research studies relevant to replacing the cur-
rent system with a system under which Medicare SNF pay-
ment would be made on the basis of prospectively determined
rates.

A draft report has been received. The final report is expected to
be completed in January 1997.

Nursing home payments by source: Preliminary statistics from the
Medicare current beneficiary survey

Period: May 1992-December 1994.

Funding: $55,500.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.
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Investigator: David Kennell.

Although national estimates of nursing home expenditures have
been derived from various databases, direct estimates of the dis-
tribution of nursing home patients by the amount of payment and
by the source of payment have not been derived. This study is the
first attempt to utilize a major source of new information on nurs-
ing home payment, the Medicare Current Beneficiary Survey, to es-
timate these distributions. This study provides an indication of the
differences in Medicaid and private nursing home payments for
1992. Variations in payments by nursing home characteristics are
also presented and the findings were compared with the National
Health Accounts. This work has been subcontracted to Korbin Liu
of the Urban Institute. This report has been submitted and is cur-
rently under review.

Costs of Medicare skilled nursing facility therapy services

Period: July 1993—-December 1994.

Funding: $160,800.

Contractor: Lewin/VHI, Inc., 9302 Lee Highway, Suite 500, Fair-
fax, VA 22031.

Investigator: David Kennell.

Approximately two-thirds of all Medicare skilled nursing facility
(SNF) stays involve physical, occupational, or speech therapy. The
importance of therapy services to the Medicare SNF benefit sug-
gests that changes over time in charges for this service, as well as
the patterns of charges between Part A and Part B, need to be
tracked. This study employs Medicare provider analysis and re-
views SNF data to examine the characteristics of patients who re-
ceive high and very high-intensity therapy services. It also ana-
lyzes episodes of illness of Medicare patients who experience an
SNF stay to elucidate the relationship between SNF use and pro-
viders of Medicare services. A draft report was submitted to the Of-
fice of Research and Demonstrations. The final report is expected
to be completed by December 1996.

Case-mix adjustment for a national home health prospective pay-
ment system

Period: August 1996—January 1999.

Funding: $1,588,573.

Contractor: Abt Associates Inc., 55 Wheeler Street, Cambridge,
MA 02138.

Investigator: Henry Goldberg.

The primary focus of this study is to understand the variation
that currently exists in terms of home health resource patterns and
to use this information for the development of a case-mix adjust-
ment system for a national home health prospective payment sys-
tem. In this study, the Outcome and Assessment Information Set
(OASIS) which has been developed for outcome-based quality as-
surance and improvement for Medicare home health agencies will
be examined to see whether items included in this instrument will
be useful for case-mix adjustment. Detailed information, including
information on resource utilization and items needed for case-mix
adjustment, will be collected from 60 to 90 agencies. This project
is currently in its design phase.
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Risk adjustment for Medicaid recipients with disabilities

Period: August 1996—July 1998.

Funding: $50,000.

Grantee: University of California, San Diego, 9500 Gilman Drive,
La Jolla, CA 92093.

Investigator: Richard Kronick, Ph.D.

The objective of this project is to develop a diagnostically based,
risk-adjusted payment system that may be used by State Medicaid
programs when contracting on a capitated basis with health plans
for Medicaid recipients with disabilities. The project will use data
from three States (California, Georgia, and Tennessee). In addition
to developing a risk adjustor payment system, the authors will
identify solutions to implementation problems that States are like-
ly to encounter. Tape-to-tape data from California, Georgia, and
Tennessee have been ordered. Once these data are received, the
analysis phase of the project will begin.

National recurring data set project: Ongoing national state-by-state
data collection and policy/impact analysis on residential serv-
ices for persons with development disabilities

Period: October 1996—September 1997.

Funding: $35,000.

Award: Interagency Agreement.

Grantee: University of Minnesota, Institute of Community Inte-
gration, 150 Pillsbury Drive, SE., Minneapolis, MN 55455.

Investigator: Charlie Lakin, Ph.D.

This interagency agreement will support secondary data analyses
and the production of a report that describes and updates the sta-
tus of persons with mental retardation and related conditions (MR/
RC) in institutional care facilities for the mentally retarded (ICF-
MRs), Medicaid waiver programs, and nursing homes funded under
the Medicaid program to assist in the evaluation of Medicaid serv-
ices for persons with MR/RCs and to point out areas in need of re-
form. The report will include the following:

Background description of key Medicaid programs of inter-
est;

State-by-state and national statistics on ICF-MRs, Medicaid
home and community-based services, and nursing home use;

Description of the characteristics of ICF-MRs and their resi-
dents, with comparative statistics for noncertified facilities.

The University of Minnesota continues to collect data to produce
its annual report on the status of the Medicaid programs that serve
the developmentally disabled.

Long-term care survey

Period: September 1990-February 1993.

Funding: Interagency Agreement.

Awardee: National Institute on Aging, 9000 Rockville Pike, Be-
thesda, MD 20892.

Investigator: Richard Sussman.

The Office of the Assistant Secretary for Planning and Evalua-
tion and the Health Care Financing Administration agree to trans-
fer funds to the National Institute on Aging (NIA) to support an
existing NIA grant to Duke University, Center for Demographic
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Studies. This grant is entitled Functional and Health Changes of
the Elderly, 1982-89. The National Long-Term Care Survey
(NLTCS) is a detailed household survey of persons 65 years of age
or over who have some chronic functional impairment (90 days or
more). The survey has been administered 3 times. The first, con-
ducted in 1982, was devised as a cross-sectional survey. The sec-
ond, conducted in 1984, added a longitudinal component to the
sample design. The third, administered in 1989, used the cohorts
from the previous surveys in addition to persons becoming 65 years
of age to form a nationally representative sample of impaired elder-
ly persons. To facilitate the use of the database, these tasks related
to the 1982, 1984, and 1989 surveys were performed under this
agreement:

File linkage over the entire period 1982—89;

Derivation of new longitudinal sample weights;

Linkage of Medicare administrative records;

Improvement of coding by checking consistency of survey

items;
Improvement in survey documentation;
Seminars and education
The public use version can be obtained from Michigan Archives

by calling (313) 763-5011. The files are currently being matched
with the HCFA administrative data to verify status (i.e., Medicare
status and mortality). NIA is planning to repeat this study in 1999.

Long-Term care program and market characteristics

Period: February 1992-December 1995.

Funding: $808,047.

Grantee: University of California at San Francisco, Office of Re-
search Affairs, 3333 California Street, Suite 11, San Francisco, CA
94143-0962.

Investigator: Charlene Harrington, Ph.D.

This project will collect data on and study the effects of nursing
home and home health care characteristics and markets on Medi-
care and Medicaid services in the 50 States. Primary and second-
ary data for the 1990-94 period will be collected to update earlier
data on previous studies for the 1978-89 period. Through surveys,
data will be collected on licensed nursing home bed supply and oc-
cupancy rates, State certificate of need programs, State pre-admis-
sion screening programs, and Medicaid nursing home and home
health reimbursement. Data also are being collected on Medicaid
waiver programs, Boren amendment litigation, provider character-
istics, resident characteristics, and deficiencies of nursing homes.
Analysis will provide detailed information on each State’s current
methodology for determining nursing home capital costs, the im-
pact of proposed case-mix reimbursement on operating income, re-
imbursement methodology for freestanding subacute units, ‘and
Medicaid methodology used to reimburse for care provided in board
and care homes, geriatric day care centers, and intermediate care
facilities for the mentally retarded. A publicly accessible database
will be developed that will provide a complete set of demonstration
data for the period 1978-94.

This project has been completed. The second State data book pre-
senting data on the long-term-care program and market character-
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istics across the 50 States and the District of Columbia has been
published by the Health Care Financing Administration as State
Data Book on Long-Term Care Program and Market Characteris-
tics, 1993 Health Care Financing Extramural Report, HCFA Pub.
No. 03366. U.S. Government Printing Office Washington, D.C. Feb-
ruary 1995. The public use data base and documentation have been
received and are being reviewed.

National Health Interview Survey Disability Supplement: 1994-95

Period: June 1993—June 1994.

Award: Interagency Agreement.

Awardee: Centers for Disease Control, National Center for
Health Statistics, 6325 Belcrest Road, Room 850, Hyattsville, MD
20782.

Investigator: Owen Thornberry.

The Health Care Financing Administration (HCFA) transferred
funds to the National Center for Health Statistics to support the
implementation of the 1994/1995 disability survey as a supplement
to the National Health Interview Survey. Although HCFA provides
extensive support for the disabled through the Medicare and Med-
icaid programs, very little is known about this population. The Na-
tional Health Interview Survey Disability Supplement (NHISDS)
will be the first survey on the disabled in 15 years. The NHISDS
will be conducted during calendar years 1994 and 1995, with ap-
proximately 250,000 people of the 96,000 sampled households. The
survey will consist of two phases:

Phase I will screen the relevant populations and will collect
basic descriptive information;

Phase II will obtain information on all house-hold members
who experience limitations caused by a health condition.

Data from Phase I will be used to make estimates of the preva-
lence of disability and to determine eligibility for Phase II question-
naires. In Phase II, separate questionnaires will be given to adult
and child respondents. This survey will be the first source of infor-
mation to determine the size, characteristics, service use, and out-
of-pocket costs for individuals will mental retardation and related
conditions. The survey of children will provide information on the
number, characteristics, severity, and effects on families of children
with disabilities. This survey will collect information on income and
assets, along with basic disability information, to better understand
the characteristics of actual and potential Supplemental Security
Income recipients. The information gathered from the NHISDS will
be crucial for addressing a broad number of HCFA policy concerns
affecting persons with disabilities.

Questionnaires for the disability supplement have been revised.
Phase I interviews began in January 1994 and Phase II adult and
children interviews began during Summer 1994. The first wave of
data from Phase I is available.

FUTURE DIRECTIONS FOR LONG TERM CARE

During 1996, HCFA devoted substantial resources to the further
development and implementation of demonstrations to develop, im-
plement and evaluate new coordinated systems of care for bene-
ficiaries with disabilities, develop more consumer centered and con-
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trolled services, develop outcome oriented quality measures to im-
prove the quality of care and to test the cost effectiveness of pro-
spective payment systems for nursing homes and home health
agencies.

We will continue our efforts to develop, operate and evaluate co-
ordinated care systems for the frail elderly, as well as younger per-
sons with disabilities in need of long term care, including the Pro-
gram of All-inclusive Care for the Elderly demonstration, the Social
Health Maintenance Organization demonstration, the Community
Nursing Organization demonstration, the EverCare demonstration,
the Minnesota Senior Health Options demonstration, and the
Health Services for Children with Special Needs demonstration.
We will also continue to work with States who are developing inno-
vative service delivery and payment interventions for dually eligi-
ble demonstrations. We plan to release a grants announcement to
select States interested in reforming service delivery for dually eli-
gible individuals along areas of interest of importance to HCFA.

HCFA will continue to test alternative payment methods for long
term care services through the continuation of the Home Health
Agency Prospective Payment demonstration and the MultiState
Nursing Home Case Mix and Quality demonstration.

We will also continue our development of models of care that pro-
vider beneficiaries with more direction and control of long term
services. We plan to release a grants announcement to select pro-
viders to participate in the Consumer Directed Durable Medical
Equipment demonstration. We will be working closely with the As-
sistant Secretary for Planning and Evaluation to further develop
and implement the 4-State Cash and Counseling demonstration.

HCFA will continue the development and testing of outcome ori-
ented measures of quality for nursing home and home health serv-
ices, as well as long term care services of persons with develop-
mental disabilities. We will also continue our efforts to develop a
quality assurance system for the PACE program.

An important new area of research and demonstration activity
will build from our post acute care research to develop and test
more integrated, flexible systems of post acute care that construct
services and payment around beneficiaries’ health care needs and
preferences. Work focused on assessment tools, payment meth-
odologies, care management systems and outcomes measures will
be initiated.

Another important area that will continue to be explored is alter-
native financing mechanisms for long term care. Although the ma-
jority of the elderly are covered by both Medicare and supplemental
insurance, a large portion of long term care services remain uncov-
ered. Medicaid covers long term nursing care, but only after elderly
individuals have depleted their resources. Research is continuing
that will identify the sources of financing for long term care at var-
ious points throughout institutionalization. This research will fur-
ther examine characteristics of individuals who come to rely upon
Medicaid for payment for their care. By identifying the risks associ-
ated with nursing home use, we hope to be able to propose im-
proved methods of paying for this care.

We will continue to support data collection and data analyses
from projects that gather detailed data from national and State
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data bases. Research is continuing on estimating future acute and
long term care need and utilization based on available surveys. We
will continue our efforts to improve our understanding of the char-
acteristics, health care needs and service use of individuals eligible
for both Medicare and Medicaid, drawing upon the Medicare Cur-
rent Beneficiary Survey as well as developing new State data bases
that link Medicare and Medicaid data. We will continue initiatives
to make data bases available for research and analyses, including
State Medicaid data, the Medicare Current Beneficiary Survey, and
the National Recurring Data Set. We plan to expand the data gath-
ered under the Long Term Care Program and Market Characteris-
tics data base to capture additional State data related to States’
community-based care system infrastructure.
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HEALTH RESOURCES AND SERVICES ADMINISTRATION

BUREAU OF PRIMARY HEALTH CARE

The Bureau of Primary Health Care (BPHC) helps assure that primary health care
services are provided to persons living in medically underserved areas and to persons with
special health care needs. It also assists States and communities in arranging for the
placement of health professionals to provide health care in health professional shortage areas.
The Bureau provides services to older Americans through Bureau-supported Health Centers,
including Community Health Centers, Migrant health Centers, Health Care for the Homeless
program sites, Public Housing Primary Care program sites, the National Health Service Corps,
the Division of Federal Occupational Health, and the Alzheimer’s Demonstration Grant to
States Program.

In 1996, the Bureau established a Geriatric Work Group, consisting of members of the
various Bureau divisions and programs that serve elderly populations, to determine if there
was a need for the Bureau to target elderly populations for the provision of services. A study
was initiated during that year to examine service provision to older populations, as well as to
identify barriers to services, in Bureau-supported Health Centers. The findings of this study
will be provided in the next Committee Report.

CONSOLIDATED HEALTH CENTERS

On October 11, 1996, the President signed the Health Centers Consolidation Act of
1996. This Act consolidates the Community Health Centers, Migrant Health Centers, Health
Care for the Homeless programs, and Public Housing Primary Care programs under a single
statutory umbrella that revised section 330 of the Public Health Service (PHS) Act. Health
Center programs are designed to promote the development and operation of community based
primary health care service systems in medically underserved areas for medically underserved
populations. Legislation governing this program can be found in section 330 the PHS Act, as
amended (42 U.S.C. 254b). The Health Centers Consolidation Act of 1996, under section
330(a)(1) of the PHS Act, defines the term “health center” as an entity that serves medically
underserved population comprised of migratory and seasonal agricultural workers, the
homeless, and residents of public housing.

In fiscal year 1995, BPHC provided approximately $681 million to fund over 680
Health Center grantees in over 1,647 sites, located in medically underserved areas throughout
the United States and its territories. In fiscal year 1996, approximately $755 million was
provided to fund over 6856 grantees in over 3,000 sites.

Health Centers provide access to case-managed, family-oriented, culturally sensitive
preventive and primary health care services for people living in rural and urban medically
underserved areas. The medical services include: preventive health and dental services, acute
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and chronic are services, and appropriate hospitalization and specialty referrals. Health
Centers also provide essential ancillary services such as laboratory tests, X-ray, environmental
health and pharmacy services. In addition, many centers provide such enabling health and
community services as transportation, health education, nutrition, counseling, and translation.
Case management--the coordination of the center’s services with community services
appropriate to the needs of the patient (social, medical, or economic)--is emphasized.

Health Centers target medically underserved, disadvantaged populations. These
populations include: minorities, women of child-bearing age, infants, persons with HIV
infection, substance abusers and/or homeless individuals and their families. In fiscal years
1995 and 1996, the Health Center program served more than 8,000,000 patients annually. Of
this total, 8 percent were age 65 or older.

The BPHC has implemented clinical performance measures related to the primary and
preventive care of elderly users. The measures include: (1) a functional assessment of
activities of daily living; (2) an inventory of prescription and nonprescription drug use; and,
(3) pneumococcal and influenza immunization administration.

EXHIBIT A: Breakdown by program and age cluster of the number of elderly persons who
received health care services from BPHC-supported programs for the year 1995,

PROGRAM AGE 65 + YEARS TOTAL USERS
COMMUNITY & MIGRANT | FEMALES: 351,128 Medical: 6,652,279
HEALTH CENTER MALES: 220,45 | Dental: 1,048,666
9
TOTAL: 571,58 | TOTAL: 7,700,945 °
7
HOMELESS PROGRAM FEMALES: 2,812 .
MALES: 445
5,713 68
TOTAL: 7
8,525
PUBLIC HOUSING
PRIMARY CARE PROGRAM 1,357 38,
910
TOTAL 581,46 8,1
9 85,
542
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EXHIBIT B: Breakdown by program and age cluster of the number of elderly persons who
received health care services from BPHC for the year 1996.

PROGRAM | AGE 65-74 AGE 74-84 AGE 85+ SUBTOTAL | TOTAL
ELDERLY USERS

1996 - | 347,744 179,730 64,614 592,088 8,020,081
CLUSTER

THE NATIONAL HEALTH SERVICE CORPS

The National Health Service Corps (NHSC) places primary care physicians, nurse
practitioners, physician assistants, certified nurse midwives, dental and mental health
professionals in health professional shortage areas. There are now 2,278 clinicians serving
communities and populations of greatest need (60 percent rural/40 percent urban). Older
Americans with special health care needs benefit from the proximity of dedicated primary care
clinicians who provide high quality health care. The NHSC works closely with Bureau-
supported Health Centers, other primary care delivery systems, and the Indian Health Service
to provide assistance in recruiting and retaining health personnel for the poorest, the least
healthy, and the most isolated of our fellow Americans, including the aging population.

DIVISION OF FEDERAL OCCUPATIONAL HEALTH

The Division of Federal Occupational Health (DFOH) provides a variety of services
related to health promotion and disease prevention in the elderly to managers and employees
of over 3,000 Federal agencies. Retirement planning, care of aging parents, and prevention of
osteoporosis are some examples of generic issues that are regularly addressed in educational
seminars and employee assistance programs.

ALZHEIMER’S DEMONSTRATION GRANT TO STATES PROGRAM

The Alzheimer’s Demonstration Grant to States Program was established under section
398 of the Public Health Service Act, as amended by Public Law 101-157, the Home Heaith
Care and Alzheimer’s Disease amendments of 1990. In fiscal year 1995, $4.9 million was
awarded to the legislative ceiling of 15 States, including the District of Columbia and Puerto
Rico. -In fiscal year 1996, the funding of this program was reduced to approximately $4
million. .

The purpose of this program is to demonstrate how existing public and private
nonprofit resources within States may be more effectively identified, utilized, and coordinated
to deliver appropriate respite care and supportive services to underserved persons with
Alzheimer’s disease, their families and their care givers. In addition, the program seeks to
identify service gaps and barriers to access within communities and, where possible, develop



361

innovative and creative approaches to bridge these gaps and overcome barriers which will
result in permanent changes and improvements to infrastructure development. In 1996, the
program provided supplemental funds to several of the grantee States to implement primary
health care linkages with their programs, assisting clients to access health care as well as
educating primary health care providers about Alzheimer’s disease, its diagnosis, treatment,
and referral sources.

An evaluation of the program covering the first four years of implementation, i.e.,
1992 through 1995, was conducted to monitor and assess the implementation and outcomes of
the fifteen State demonstration programs. It was determined that, during those first 4 years,
the program provided services to over 6,900 families, of which over 53 percent lived in rural
areas and nearly 50 percent were cthnic minorities. Furthermore, it was found that over 43
percent of the clients served had not used any formal services prior to their intake into this

program.

During this 4 year period of time, over 1 million units of service were provided, with
the primary type of services being in-home respite and adult day care. In addition, the
following services were provided: 1) case management; 2) outreach; 3) education programs
for the families, care givers, community emergency personnel, volunteer staff, and health care
providers; 4) support groups; 5) client advocacy; 6) legal assistance; 7) telephone help lines;
and 8) transportation. Upon interviews with primary care givers, overall satisfaction with
demonstration services was found to be extremely high. The demonstration program was also
found to have served as a catalyst for permanent changes in service environments as well as
the development of new services and resources to support these new services. Significant
changes included the development of new or stronger linkages between organizations and/or
service systems which had previously operated independent of one another; increased
awareness of the general public about Alzheimer’s disease; development and delivery of
services in several communities where services did not exist previously; and development of
new services and new models of service delivery, such as Mobile Day Care program in
Georgia, the Safe Return program in Montana, and the Legal Aid program in California.

GERIATRIC EDUCATION CENTERS

Of the 43 Geriatric Education Centers that make up the membership of the National
Association of Geriatric Education Centers, 26 received awards in FY 1995 and 21 received
awards in FY 1996. In FY 1995, eighteen GECs were consortia partnerships of two or more
universities with many representing multiple schools of the health professions in their
respective States. In FY 1996, fourteen GECs were consortia. At the State and national level
the GECs comprise a comprehensive educational system, serving as the primary coordinating
body for the preparation of faculty, health professions students, and health care personnel to
better serve the Nation’s elderly in their own homes and in long-term care institutions and
community based agencies. Over 16,000 health care professionals received education and
training through the GECs in FY1995-1996. Awards were made to the following institutions
in FY 1995 and FY 1996:
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Consortia:

University Of California, LA
Univ. Of California, Davis
Univ. Of California, San Francisco
University of Colorado
Regional Colorado AHEC
Univ. Of Colorado, Colorado Springs
Univ. Of Northern Colorado
University of Denver
Columbia University
New York University
Beth Abraham Hospital
University of Pittsburgh
Pennsylvania State University
Temple University
Harvard Medical School
Acadia Health Education Coalition
University of Maine
Dartmouth Medical School
Meyers Primary Care Institute
Fallon Healthcare System
University of Massachusetts Medical Center
University of Massachusetts Graduate School of Nursing
Hunter College
New York Medical College
New York School of Podiatric Med.
SUNY College of Optometry
University of Illinois, Chicago
Southern Illinois University System
Sangamon State University
University of Miami
Barry University
Florida A&M
Florida International University
St. Louis University
U. Of Missouri, School of Optometry
Washington U., Occupational Therapy
St. Louis College of Pharmacy
Kirksbille College Of Osteopathic Medicine
University of Kentucky
East Tennessee State Univ.
U. Of Ohio Cincinnati
Baylor College of Medicine
University of Texas, Houston HSC
Univ. Texas, Medical Branch

FY 1995

$143,662

$291,186

$291,343

$0

$248,062

$325,039

$318,124

$72,997

$295,029

$314,299 $

$282,257

FY 1996

265,801

$253,289

$286,904

$139,932

$0

$0

$o

$267,217

$295,225

$0

$0
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Univ. Of North Texas
Univ. Of Texas-Pan AM
Texas Southern Univ.
Univ. Of Houston
Texas A&M University
University of Florida
Florida A&M University
George Washington Univ
Georgetown University
Howard University
Case Western Reserve Univ.
$293,448
Ohio University college of Osteopathic Medicine
Bowling Green State University
Northeastern Ohio Universities College of Medicine
Marquette University
Univ. Of Wisconsin-Madison
Univ. Of Wisconsin-Milwaukee
Milwaukee Area Technical College
Medical College of Wisconsin
Geriatrics Inst. Of Sinai Samaritan Medical Center
Michigan State University
Wayne State University
Michigan Primary Care Association
St. Lawrence Hospital
University Of New Mexico
New Mexico State University
New Mexico Highlands University
National Indian Council on Aging
Indian Health Service
Sisters of Charity Health Care System
University Of Pennsylvania
Geisinger Medical Center
Lehigh Valley Hospital
Philadelphia College of Pharmacy
University Of Minnesota
Rochester Community & Technical College
Central MN Council on Aging
Arrowhead Regional Development Commission
Mankato State University
Northwest Technical College
University of Rhode Island -
Rhode Island College
Brown University
Rhode Island Hospital
Meharry Medical College

$245,179 $0
$269,760 $267,756
$293,814

$144,778 $227,319
$165,359 $165,545
$163,040 $268,837
$158,745 $255,613
$270,000 $270,000
$0 $133,180
$158,760 $158,760
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Alabama A&M University
Tennessee State University
Stanford University $162,000 $269,897
San Jose State University
Mission & Ohlone Community College

Single Institution:

University Of Medicine & Dentistry. Of NJ $242,051 $0
University of Hawaii $221,299 $0
University Of Oklahoma $107,797 . $161,787
University Of Oregon $159,821 $262,966
University Of Puerto Rico $35,428 $162,000
University Of Texas HSC $0 $108,000
University of Washington $107,598 $161,914

Awards for the 26 GECs totaled $5,487,427 for Fiscal Year 1995. Funding for FY 1996 was
$4,675,390. Awards for FY 1997 are expected to be approximately $6 million. These
Centers are educational resources providing multi disciplinary and interdisciplinary geriatric
training for health professions faculty, students, and professionals in allopathic medicine,
osteopathic medicine, dentistry, pharmacy, nursing, occupational and physical therapy,
podiatric medicine, optometry, social work, and related allied and public or community health
disciplines. They provide comprehensive services to the health professions education
community within designated geographic areas. Activities include faculty training and
continuing education for practitioners in the disciplines listed above. The Centers also
provide technical assistance in the development of geriatric education ptograms and serve as
resources for educational materials and consultation.

During FY1995, a three phase Geriatric Education Futures Project was developed to improve
geriatric education in the health professions and thereby respond to a national health care
need. The first phase was the development of eleven study groups to develop white papers on
the status of geriatric education in medicine, nursing, dentistry, public health, social work,
allied and associated health, interdisciplinary education, ethnogeriatrics, case management,
managed care and long-term care. Resulting recommendations were presented to Federal and
non-Federal and response panels during the second phase, the National Forum on Geriatric
Education and Training, and an agenda for action to meet workforce needs was accepted
within the context of shared responsibility for projected outcomes. Two reports emerged
from the these phases: “A National Agenda for Geriatric Education: White Papers and A
National Agenda for Geriatric Education: Forum Report”. Copies are available from the
Bureau of Health Professions, HRSA. The third phase of the Futures Project is the
development of innovative educational collaborative. Examples of such collaborative in
FY1995-FY 1996 include an interdisciplinary collaborative effort composed of six professional
associations, the National Association of Area Agencies on Aging, an Area Agency on Aging,
a foundation, and the Bureau of Health Professions of HRSA to outline a project designed to
increase the quality, appropriateness and consumer accessibility to health and long term care
systems; and a project to develop a model Interdisciplinary Professional Education
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Collaborative as a second generation to a HRSA, PEW and Institute of Health Care
Improvement project. It’s purpose is to find effective educational methods to prepare new
health care professionals with quality improvement knowledge, skills, and competencies for
integrated professional work aimed at meeting and improving individual and community
health needs and making services more cost effective.

FACULTY TRAINING PROJECTS IN MEDICINE, DENTISTRY, AND PSYCHIATRY

Nine joint medicine and dentistry projects were funded under the Facuity Fellowship Program
in Geriatric Medicine, Dentistry, and Psychiatry, Currently, Section 777b provides the only
funding for faculty development in geriatric medicine and dentistry in the country. These
interdisciplinary programs have four learning components: Longitudinal clinical experience,
teaching, research, and administration.

The following institutions received five year awards. ]
; FY 1995 FY1996

University of California, Los Angeles $180,448 $185,380
University of Connecticut $261,751 $324,259
Boston University $301,346 $258,183
Harvard University $339,318 $343,930
University of Michigan $357,854 $364,169
University of Medicine and Dentistry of New Jersey $302,885 $341,066
Duke University $315,478 $321,895
University of North Texas $261,303 $289,848
University of Texas, San Antonio $311,098 $343,327

CONTRACTS UNDER TITLE VII OF THE PHS ACT

Funding-FY1995-FY1996

Project

State University of New York at Buffalo

“Education Performance Outcomes Measures Model”
8/13/96-8/12/97-$25,000

Project

Baylor College of Medicine

“Tench Workshop for Key Staff of Geriatric Education Centers”
7/19/96-7/18/97 - $149.000

Project

American Society on Aging

“Local Implementation of a Key Ethnogeriatrics Recommendation™
8/6/96 - 5/5/97 - $6,460
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Project

Institute for Health Care Improvement

“Community-Based Quality Improvement Education for the health Professions”
9/30/96 - 9/29/98 - $150,228

PUBLICATIONS

A National Agenda for Geriatric Education: Forum Report, Volume 2. Rockville, MD:
Interdisciplinary, Geriatrics and Allied Health Branch, Division of Associated, Dental and
Public Health Professions, Bureau of Health Professions, Health Resources and Services
Administration, Public Health Service, U.S. Department of Health & Human Services. 1996

A National Agenda for Geriatric Education: White Papers, Volume 1. Rockville, MD:
Interdisciplinary, Geriatrics and Allied Health Branch, Division of Associated, Dental and

Public Health Professions, Bureau of Health Professions, Health Resources and Services
Administration, Public Health Service, U.S. Department of Health & Human Services. 1995

EVENTS

National Forum on Geriatric Education and Training, April 21-23, 1995, Georgetown
University Conference Center, Washington, DC.

Recommendations for future case management education, training and research from the
national forum on geriatric education, 3rd International Conference on Long Term Care Case
Management, AMERICAN SOCIETY ON AGING, San Diego, CA - December 4-7, 1996.

Ethnogeriatrics recommendations from the national forum on geriatric education, 22nd Annual
Meeting, ASSOCIATION FOR GERONTOLOGY IN HIGHER EDUCATION, Philadelphia,
PA - March 2, 1996.

Health professions education in geriatrics: A national agenda tracer report, ASSOCIATION
FOR GERONTOLOGY IN HIGHER EDUCATION, Philadelphia, PA - March 1, 1996.

A. Revise the general section as follows (pp. 203 and 204):

Bureau of Health Professions
The Bureau of Health Professions (BHPR) provides national leaderéhip to assure a health
professions workforce that meets the health care needs of the public. The Bureau has
established six strategic functions to guide the implementation of the Bureau’s programs to
achieve its mission. These functions are:

1. Enabling access to health care through improved health professions distribution.

2. Enabling culturally competent health care through improved racial and ethnic diversity
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and cultural competence in the health professions workforce.

3. Ensuring adequate information, analysis and planning to strategically enable national
health professions workforce development.

4. Enabling ongoing improvement of the quality of the health professions practice.

S. Enabling ongoing enhancement of the quality of health professions education through
improved educational research and financing.

6. Providing public information and technical assistance relating to health professions.

The strategy defined by these functions will be implemented through a variety of
collaborative public and private efforts and programs supported and operated by the Bureau.
Programs include: education and training grant programs for institutions such as health
professions schools and health professions education and training centers; loan and scholarship
programs for individuals, particularly those from disadvantaged backgrounds; the National
Practitioner Data Bank; and the Vaccine Injury Compensation Program. In addition, BHPr
administers several education-service network multidisciplinary and inter-disciplinary
programs such as the Area Health Education Centers (AHECs), the Geriatric Education
Centers (GECs), and Rural Interdisciplinary Training Programs.

The Bureau supports the Council on Graduate Medical Education, which reports to the
Secretary and the Congress on matters related to graduate medical education, including the
supply and distribution of physicians, shortages, or excesses in medical and surgical specialties
and subspecialties, foreign medical graduates, financing medical educational programs, and
changes in types of programs. It also supports the National Advisory Council on Nurse
Education and Practice which provides advice and recommendations to the Secretary
concerning policy matters relating to nurse workforce, education, and practice improvement.

The National Vaccine Injury Compensation Program is administered by BHPr. The
program which became effective October 1, 1988, was created by the National Childhood
Vaccine Injury Compensation Act of 1986, as a no-fault system through which families of
individuals who suffer injury or death as a result of adverse reactions to certain childhood
vaccines can be compensated without having to prove negligence on the part of those who
made or administered the vaccines.

BHPr maintains a federally sponsored health practitioner data bank on all disciplinary
action and malpractice claims. The National Practitioner Data Bank (NPDB) was created by
The Health Care Quality Improvement Act of 1986, Title IV of P.L. 99-660, as amended
November 19886. The Act authorized the Secretary of Health and Human Services to
estabiish a data bank to ensure that unethical or incompetent medical and dental practitioners
do not compromise health care quality. The NPDB is a central repository of information
about: malpractice payments made on behalf of physicians, dentists, and other licensed health
care practitioners; licensure disciplinary actions taken by State medical boards and State
boards of dentistry against physicians and dentists; and adverse professional review actions
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taken against physicians, dentists, and certain other licensed health care practitioners by
hospitals and other health care entities, including health maintenance organizations, group
practices, and professional societies. The NPDB opened on September 1, 1990.

B. Revise the Division of Medicine Section (p. 206) as follows:
Division of Medicine

The Division continues to support through its grant and cooperative agreement
programs significant educational and training initiatives in geriatrics.

Twelve predoctoral grantees and 54 graduate program grantees under section 747,
Family Medicine Training, indicated that they are actively involved in the development,
implementation, and evaluation of their geriatrics curriculum and training. The predoctoral
grantees received funds totaling $590,440, the residency program grantees received funds
totaling $364,296 specifically for developing and enhancing geriatrics curriculum and training
expeniences. In addition, 14 faculty development programs reported that they provided
geriatrics training. Eight of the section 747 Family Medicine Departments program grants
received awards totaling $498,133 for the purpose of strengthening geriatric training and
carrying out research activities in this area.

Under section 748, the General Internal Medicine and General Pediatrics Residency
Training Programs reported 10 grantees who provided geriatric medicine training a total -
of $157,213.

Eight Physician Assistant Training Program (section 750) grantees have instituted
training activities in geriatrics. These grantees were awarded $158,024 specifically for their
efforts in this area. -

Six grantees receiving support for Pediatric Primary Care Residency Tra.lnmg under
section 751 authority have included curricular emphasis in geriatric health. These grantees
received a total of $308,691.

Division of Nursing

The Division of Nursing continues to administer grants awarded through four programs: (1)
Advanced Nurse Education, (2) Nurse Practitioner and Nurse-Midwifery, (3) Special Projects,
and (4) Professional Nurse Traineeships. The fourth program provides funds to schools which
allocate these funds to individual full-time master’s and post-master’s nursing students who
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are preparing to be nurse practitioners, nurse-midwives, nurse educators, public health nurses,
or in other clinical nursing specialties.

Under section 821, the Advanced Nurse Education Program supported three grants
totaling $644,643 for geriatric nursing programs leading to a master’s or doctoral degree.
Graduates of these programs are prepared broadly to meet a wide range of needs relative to
the elderly in many settings, but are particularly prepared to deal with the older individual
with multiple health care needs. In addition, the program prepares nurses who can teach and
offer consultation in this important field.

Under section 822(a), the Nurse Practitioner and Nurse-Midwifery Program supported
six master’s or postmaster’s geriatric nurse practitioner programs totaling $1,054,439 in grant
support. As nurses with advanced academic preparation and clinical training, they are
prepared as primary health care providers to manage the health problems of the elderly in a
variety of settings, such as long term care facilities, ambulatory clinics and the home. They
provide nursing care which includes the promotion and maintenance of health, prevention of
disease, assessment of health needs, and long term nursing management of chronic health
problems. Emphasis is placed on teaching and counseling the elderly to actively partwlpate in
their own care and to maintain optimal health.

Under section 820, the Nursing Special Projects Grant Program supported seven
projects totaling $506,984 to cover six institutions providing paraprofessional fellowships for
RN training, and one nursing clinic to demonstrate methods to improve primary health care
access in medically underserved communities. The fellowship program targets approximately
46 individuals employed by nursing facilities, including long-term care facilities, or home
health agencies as paraprofessionals. The nursing clinic project, awarded to The University of
Delaware, Newark, Delaware for a five-year period, is designed to establish a community-
based nurse-managed Health Center to improve access to primary care for older adults. The
HEALTH (Healthy Elder-Adult Living Through Holistic Healthcare) Center provides a wide
variety of health promotion, discase-prevention, and chronic disease management services
through case management by advanced practice nurses (APNs). The HEALTH Center
initially featured two extremely needed services lacking in Delaware: comprehensive geriatric
assessment and mental health services for older adults. In addition to filling health care gaps,
the HEALTH Center provides clinical experiences for nursing students that will prepare them
to provide the specialized care needed by older adults. Project activities are based in home
and community settings in both urban and rural areas.

Office of Rural Health Policy

The Office of Rural Health Policy was established in 1987 at the urging of the Senate
Special Committee on Aging in order to address severe shortages of health services in rural
areas, where one quarter of the Nation’s elderly live. Aging-related issues are of particular
importance to the Office, since rural counties have, on average, a higher percentage of seniors -
over 65 years of age than urban counties; and these residents are often poorer, sicker, and
more isolated than their urban counterparts.
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To strengthen support for health services in rural areas, the office plays a collaborative
role throughout the Department and with the States and the private sector. For example, it
apprises interest groups, such as the National Council on Aging and the American Association
of Retired Persons about its activities and about the needs of the rural elderly. Within the
Department the Office advises the Secretary, in particular, on the affects that Medicare and -
Medicaid programs have on rural health care, on the shortage of health care providers, the
viability of rural hospitals, and the availability of primary care and also emergency medical
services to elderly and other rural residents,

The Office supports local and State initiatives to build rural health care services
through a $27.8 million grant program to rural communities, themselves, and a $3 million
program of matching grants to the States to support State offices of rural health, which can
recruit rural providers and assist their rural communities in developing more local health
services.

The Office of Rural Health Policy also promotes informed policy making by
administering a small $3.2 million program of grants for policy-relevant studies at established
rural research centers throughout the country. These centers provide data capability on a wide
range of rural health concerns, including areas relevant to the elderly. For example, one study
currently underway fooks at the development in rural communities of assisted living facilities
to determine what challenges exist to their growth and viability. Another is comparing mental
health treatment for residents of rural nursing homes with treatment available to residents of
urban facilities. Also under study is the supply of health practitioners for the care of
chronically ill Medicare beneficiaries in rural areas.

The Office also participates in the Vice President’s multi-departmental initiative to
develop the Nation’s information highway. In concert with the effort to explore the
development of rural health care networks, the office administers $85.5 in telemedicine grants
to rural communities who want to test the ability of telecommunications technologies to bring
specialized health care to the citizens. For example, this technology can allow some elderly
citizens to visit with their doctors without leaving their own homes, if a visiting nurses bring
special equipment that adapts to the in-home television.

The Office of Rural Health Policy has worked with other Federal offices and agencies,
such as the Health Care Financing Administration, the Department of Agriculture, the
Department of Transportation, and the National Institute on Aging, to sponsor workshops and
seek public advice on a range of rural needs that include emergency medical services,
managed care options for Medicaid and Medicare clients, physician recruitment, and rural
economic development.

To enhance dissemination of information on strategies for better health services to
rural regions, the Office initiated a national rural health information and referral service with
USDA that is available to rural residents. throughout the Nation with a toll-free line (1-800-
633-7701) and through an electronic bulletin board.

The Office also channels public advice on rural issues to the Department by staffing
the Secretary’s National Advisory Committee on Rural Health, a citizen’s advisory panel
chartered in 1987 to address health care crises in rural America.
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OFFICE OF INSPECTOR GENERAL

INTRODUCTION

The Inspector General Act establishes the statutory authority
and responsibilities for the OIG. The OIG’s mission is to: (1) protect
the integrity of departmental programs and the health and welfare
of program beneficiaries; (2) promote the economy, efficiency, and
effectiveness of departmental programs and operations; and (3) pre-
vent and detect fraud, waste and abuse in departmental programs
and operations.

This mission is accomplished by conducting independent and ob-
jective audits, evaluations, and investigations, designed to reach all
organizational levels of the Department and provide timely, useful,
and reliable information and advice to Departmental officials, the
Administration, the Congress and the public. OIG’s goal is to detect
and prevent fraud and abuse, and to ensure that beneficiaries re-
c?ive high-quality, necessary services at appropriate payment lev-
els.

Within the Department, the OIG is an independent organization,
reporting to the Secretary and communicating directly with the
Congress on significant issues. The OIG is comprised of the follow-
ing components:

The Office of Audits Services (OAS) performs audit activities
which include: conducting and overseeing audits of HHS programs,
operations, grantees and contractors; identifying systemic weak-
nesses that give rise to opportunities for fraud and abuse; and
making recommendations to prevent their recurrence. OIG auditors
also perform financial statement audits near the Chief Financial
Officer (CFO) Act of 1990 and the Government Management Re-
form Act (GMRA) OF 1994.

The Office of Investigations (OI) develops cases concerning fraud,
waste, abuse, and mismanagement which occur within the Depart-
ment’s programs. Working with Federal and State law enforcement
agencies, OIG investigators seek criminal, civil actions and exclu-
sions against those who commit fraud or who thwart the effective
administration of HHS programs. OIG investigations focus on: the
providers of services and supplies under Medicare and Medicaid;
program applicants and grantees; beneficiaries and other recipients
of Federal funds; and HHS employees.

The Office of Evaluation and Inspections (OEI) conducts short-
term program evaluations (called inspections) that focus on issues
of concern to the Department, the Congress, and the public, such
as Medicare services, device and drug approvals/removals, child
support enforcement programs, and Medicare client satisfaction.
The results of this work generate rapid and reliable information on
how well HHS programs are operating and offer recommendations
to improve their efficiency and effectiveness.

The Office of Enforcement and Compliance (OEC) is responsible
for the imposition of those mandatory and permissive program ex-
clusions and civil money penalty (CMP) and assessment actions not
handled by the Office of Counsel to the Inspector General (OCIG),
Civil Recoveries Branch. The office serves as a liaison with HCFA,
State Licensing Boards and other outside organizations and enti-
ties with regard to exclusion, compliance and enforcement activi-
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ties. It develops models for corporate integrity, compliance and en-
forcement programs; monitors ongoing compliance, exclusion, en-
forcement activities and HCFA suspension agreements; and pro-
motes industry awareness of corporate integrity and enforcement
agreements developed by the OIG.

The Office of Counsel to the Inspector General is responsible for
providing all legal service and advice to the Inspector General,
Principal Deputy Inspector General and all the subordinate compo-
nents of the Office of Inspector General, in connection with OIG op-
erations and administration. OIG fraud and abuse enforcement ac-
tivities, and OIG activities designed to promote efficiency and econ-
omy in the Department’s programs and operations. The OCIG is
also responsible for litigating civil money penalty (CMP) and pro-
gram exclusion cases within the jurisdiction of the OIG, for the co-
ordination and disposition of False Claims Act qui tam and crimi-
nal, civil and administrative matters involving the Department of
Justice (Dod), and for the resolution of voluntary disclosure and
program compliance activities.

The Office of Management and Policy (OMP) provides support
services to OIG, including congressional relations, legislative and
regulatory review and public affairs, strategic planning and budget-
ing, financial and information management, resources manage-
ment, and preparation of the OIG’s semiannual and other reports.

ACCOMPLISHMENTS

Within HHS OIG we are continuing to streamline our operations
while maintaining our vigorous pursuit of fraud, waste and abuse.
As examples of our streamlining efforts, we completed early outs
and buyout programs targeted at reducing management positions
(SES through GS-13) and closed 17 out of 65 field offices. On
March 31, 1995, the Social Security Administration became an
independent agency with its own OIG formed of staff from the HHS
OIG. With the departure, OIG has had to reexamine its use of re-
sources in order to concentrate its work more fully in areas of
health and welfare. Our total savings for fiscal years 1995 and
1996 total $14.9 Billion. Our accomplishments included the second
largest health care fraud settlement ever, against a health care cor-
poration for kickbacks and fraud in its home infusion, oncology, he-
mophilia and human growth hormone businesses. The company
agreed to plead guilty and pay approximately $161 million in crimi-
nal fines, civil restitution and damages. The settlement included a
corporate compliance plan.

HeALTH CARE

In May 1995, The President announced a 2-year partnership of
Federal and State agencies working together to prevent and detect
health care fraud in specific industries. This Operation Restore
Trust initially targets five States which together account for 40
percent of the Nation’s Medicare and Medicaid beneficiaries. Oper-
ation Restore Trust, led by HHS OIG working jointly with the
Health Care Financing Administration (HCFA) and the Adminis-
tration on Aging (AoA), represents one of the largest and most com-
plex efforts against health care fraud ever undertaken. The project
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is designed to share resources and collaborate with numerous enti-
ties to prevent and detect fraud and abuse in three rapidly growing
sectors of the health care industry: home health agencies, nursing
facilities and durable medical equipment suppliers. Operation Re-
store Trust also prompted a new OIG fraud hotline, 1 800-HHS-
TIPS, and a voluntary disclosure program that encourages health
care entities to come forward with fraud they discover for them-
selves.

During this period we marked the 1-year anniversary of Oper-
ation Restore Trust. In the first year, 32 criminal convictions, 10
civil judgments and 18 indictments were obtained. Twenty-eight
criminal convictions, 9 civil settlements and 18 indictments in-
volved nursing facilities and related medical services cases, and 4
convictions and 1 settlements concerned home health agencies. In
addition, OIG has identified more than $37 million in fines, recov-
eries, settlements and civil monetary penalties during this same
period. Thirty-six exclusions of ORT providers from the Medicare
and Medicaid programs for convictions of health care fraud have
been processed.

The new hotline received more than 23,600 calls and letter, of
which well over 6,600 were related to Department programs. Of the
780 calls or letter related to ORT during this time period, about
560 were related to nursing homes and related medical services,
and 2220 to home health agencies.

Medicare Patient Transfers: This report is the result of OIG’s re-
view of transfer recovery projects undertaken jointly by OIG,
HCFA and Medicare Fiscal Intermediaries. The projects identified
overpayments that occurred because transfer of patients between
PPS hospitals were erroneously reported and paid as discharges. In
total, these projects resulted in Medicare Part A trust fund recover-
ies totaling $219 million and annual savings totaling $8 million. In
addition, it is estimated that $22 million will be recovered by FIs
from transfer transactions that warrant further resolution. The
HCFA concurred with our recommendations that it place a high
priority on recovering the remaining overpayments, including those
over 4 years old, and that it inform OIG of the final resolution of
the remaining unresolved cases.

Hospital Reporting to the National Practitioner Data Bank: The
OIG conducted this inspection in response to a PHS request to de-
termine how hospitals are responding to their legal obligation to re-
port adverse actions to the National Practitioner Data Bank. The
report noted that about 75 percent of all hospitals in the United
States have never reported an adverse action taken against practi-
tioners to the data bank, and that there has been considerable
State-by-State variation in reporting rates.

OIG recommended that PHS support further inquiry to foster a
better understanding of the factors influencing hospital reporting to
the data bank and sponsor a conference to focus attention on issues
influencing such reporting. Further, OIG proposed that PHS work
with the Health Care Financing Administration (HCFA) to ensure
that the Joint Commission on Accreditation of Healthcare Organi-
zations assesses more fully hospitals’ compliance with the law. The
PHS and HCFA agreed to prepare a joint letter that will be sent
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to the Joint Commission urging it to devote greater attention to
hospital compliance with the data bank law.

NATIONAL INSTITUTES OF HEALTH

The National Institutes of Health (NIH) is the principal bio-
medical research arm of the Federal Government. This report high-
lights a number of research advances conducted or supported dur-
ing 1995 and 1996 by NIH. Part of the NIH, the National Institute
on Aging (NIA), is the primary sponsor of aging research in the
United States.

Section 1 of this report outlines NIA’s key advances for 1995.
Section 2 outlines NIA’s key advances for 1996. Other NIH compo-
nents also conduct or support aging research. They are the Na-
tional Cancer Institute; the National Center for Research Re-
sources; the National Eye Institute; the National Heart, Lung, and
Blood Institute; the National Institute of Nursing Research; the
National Institute of Arthritis and Musculoskeletal and Skin Dis-
eases; the National Institute of Dental Research; the National In-
stitute of Diabetes and Digestive and Kidney Diseases; the Na-
tional Institute of Mental Health; the National Institute on Alcohol
Abuse and Alcoholism; the National Institute of Environmental
Health Sciences; and the National Institute on Deafness and Other
Communication Disorders. Section 3 provides selected findings
from these other NIH institutes.

SECTION 1
1995 INTRODUCTION

NIH was created in 1974 to conduct and support research on
aging processes with a focus on diseases and other special problems
of older people. The remarkable life span that has been realized
during this century now presents Americans with three important
and related challenges: how to maintain quality of life with ad-
vanced age, how to provide cost-effective health care, and how best
to divide adult life into working years and retirement years.

The “graying of America,” that is, those demographic changes
that will occur as the post-World War II baby-boom generation
ages, is markedly raising the median age of America’s population.
The aging of our society will impact health care costs, regardless
of the means by which these costs are covered. The over-85 age
group is the fastest growing segment of the American population
and is often referred to as the “oldest old.”

Even with the hope of major advances in the treatment and pre-
vention of debilitating disease, the demand for long-term care is ex-
pected to expand dramatically in our society. Research will be pur-
sued on many different aspects of long-term care in general and
particularly on new and evolving forms of care. NIA supports re-
search on preventing the need for long-term care or institutional-
ization, enhancing the quality and efficiency of such care, easing
the burden of care, and forecasting the requirements for care.

Alzheimer’s disease continues to be a top research priority for
NIA. This disease currently affects as many as four million older
Americans and their families, causes enormous personal suffering,
and costs the nation at least $90 billion each year. Without the de-
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velopment of new treatments, cures, or preventive approaches to
this dreaded disease, the number of individuals and families dev-
astated by Alzheimer’s disease will likely increase up to five-fold
within the next 50 years.

In addition to Alzheimer’s disease, priority initiatives include re-
search on the biology of the aging process and on physical disabil-
ities such as osteoporosis and cardiovascular disease. These initia-
tives are wide-ranging and can be based on cutting-edge laboratory
technologies or upon simple by highly effective strategies such as
exercise or behavioral interventions. The goal of NIA-supported re-
search is to understand the basic mechanisms of normal aging and
age-associated disease and disability and to translate this basic
knowledge into treatment and prevention strategies.

Basic research

NIA funded basic research is a prerequisite for the rational de-
velopment of treatment and prevention strategies. Because of the
advances from basic aging-related science made possible by NIA
support, real hope exists for true increases in independence and ac-
tive life expectancy, helping to stem the rising cost of health care
expenditures. To prevent or cure diseases associated with age such
as cancer, cardiovascular disease, osteoporosis, and Alzheimer’s dis-
ease, we need to continue extensive basic research into their under-
lying causes as well as to better understand the aging process
itself.

For example, research will continue on antioxidants to discover
their role and protective action against the damaging effects of nat-
urally occurring “free radicals” on subcellular components. There is
increasing evidence that certain nutrients, including vitamin C, vi-
tamin E, and betacarotene, serve as agents of free radical capture
and otherwise augment the body’s natural protective mechanisms.
Any preventive effects of antioxidants would have extraordinary
potential for forestalling a wide range of degenerative diseases.
With the escalating costs of medical treatment and care for an
aging population, simple preventive therapies involving dietary
supplementation may have tremendous benefits.

Molecular genetic studies are developing evidence that longevity
and cellular senescence (loss of a cell’s ability to divide and repro-
duce itself) are, in part, under genetic control. Characterization of
the specific genes which promote longevity and postpone aging and
cellular senescence are central to discovering the mechanisms
which govern longevity and aging in humans. Knowledge of these
fundamental mechanisms will guide and hasten the development of
effective prevention and intervention strategies to extend human
longevity and health span.

Major breakthroughs have recently occurred in Alzheimer’s dis-
ease (AD) research that promise to yield definitive results in the
near future. Most recently, NIA-supported researchers at Duke
University found that a variation of the apolipoprotein E (ApoE)
gene, ApoE4, is associated with an unexpectedly high number of
AD cases and is probably a major risk factor to developing AD. It
is not yet clear how APoE4 affects cellular function. Depending on
the results of this research, new diagnostic tests may identify those
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persons at risk for AD and lead to protective therapies and better
outcomes.

Since 60 percent of U.S. deaths are due to vascular disease, NIA
has a prime interest in supporting research on age-associated vas-
cular disease. During atherosclerosis, some of the vascular smooth
muscle cells (VSMC) begin to multiply and produce proteins which
they secrete into their environment. Intramural researchers have
discovered that VSMC, when placed in an environment that simu-
lates arterial injury, not only proliferate, but invade membranes
and proteins that normally surround the VSMC and the inner lin-
ing of blood vessels. Thus, therapeutic measures to prevent this in-
vasion may reduce the extent of the atherosclerotic process, with
a significant reduction in vascular disease and in health care costs.

Applied/Clinical research

NIA supports pre-clinical and clinical treatment research on AD,
made possible by past investments in basic laboratory studies.
Tacrine, recently approved by the FDA for use in Alzheimer’s pa-
tients, was tested several years ago in a major clinical trial and
found to have an effect in delaying the progress of disease in some
patients. However, it provides only temporary relief, and NIA con-
tinues its work towards developing and testing new treatments
that will allow patients to continue to function independently. NIA
is currently testing the drug Deprenyl in combination with the
antioxidant vitamin E in a clinical trial. Preliminary results are
due by early 1995.

NIA is supporting a number of major clinical initiatives which
address the problems of physical frailty and loss of independence
that are associated with older persons. Physical frailty is a major
cause of long-term care needs and imposes annual costs of at least
$54 billion. Results from ongoing NIA-supported studies have pro-
vided convincing evidence of the benefits of exercise for maintain-
ing independent function in older persons. FICSIT (Frailty and In-
juries: Cooperative Studies of Intervention Techniques) is a set of
clinical trials; some interventions have shown more than a 30 per-
cent reduction in fall rates, which could markedly lower the rate
of disabling injuries such as hip fractures.

Osteoporosis affects over 25 million Americans, mainly women,
and is a serious public health problem since associated fractures
are a major cause of disability in older people: costs associated with
hip fractures exceed an estimated $7 billion annually. NIA-sup-
ported research into new therapies and interventions would impact
a very large percentage of the older population and save billions of
dollars in health care costs.

Recently, attention has focused on treating degenerative condi-
tions such as osteoporosis, osteoarthritis, and muscle atrophy
through replacement therapy with “trophic” factors. These factors
promote growth and maintenance of tissues such as bone, muscle,
and cartilage.

NIA has a keen interest in research particularly relevant to older
women. There are many questions surrounding the health implica-
tions of menopause and hormonal changes in women and will con-
tinue support for a major initiative, the Women’s Health and Aging
Study, to determine what diseases and other events cause and in-
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fluence disability in women age 65 years and older. NIA is also
committed to research which focuses upon minority subpopulations
and the similarities and differences which exist between them and
non-minority populations, such as their relative use of long term
care services.

These and other initiatives described in the following pages are
representative of NIA’s broad research portfolio. As we approach
the next century, it will be through the continued support of this
research that we can develop the means to prevent or cure the
major causes of costly disease and disability to maintain good
health and independence for older Americans.

EXTRAMURAL RESEARCH

Alzheimer’s disease

Recent genetic discoveries have shed new light on the causes and
biological mechanisms which result in the development of Alz-
heimer’s disease (AD). Among the potential causes of AD, genetic
factors have been implicated to a much greater extent than was
previously suspected. It is now known that mutations in the
amyloid precursor protein (APP) gene and in a gene localized to a
small region of chromosome 14 account for most inheritance of
early onset AD. Late onset AD has been more difficult to trace, but
linkage to chromosome 19 was reported in some late onset families.
Recently, ApoE4, whose gene is located on chromosome 19, has
been shown to be associated with greater increased risk of AD.
This may account for the chromosome 19 linkage reported earlier.
More significantly, the ApoE4/AD association has been found not
just in late onset families but also in the general population. The
increased risk associated with ApoE4 could account for many AD
cases previously designated “sporadic.”

Larger epidemiological studies are necessary to confirm the asso-
ciation of ApoE4 with AD. Should ApoE4 be found to be a major
factor in determining AD susceptibility, modification of ApoE4 ac-
tivity would become an attractive target for development of thera-
peutics. Ultimately, the elucidation of the complete molecular path-
way which results in the development of AD will allow the design
of optimal pharmacological treatment and prevention strategies.

Risk factors associated with AD

One of the long range goals of AD research is to determine the
full range of risk factors for AD which will lead to a more complete
understanding of its etiology. A major theme of epidemiological re-
search in Alzheimer’s disease is to address specific biomedical prob-
lems in minority and other distinct population groups in an effort
to extend knowledge about age-specific incidence, prevalence rates,
and risk factors for the onset of AD. Three studies have recently
been initiated in African-American populations. The major purpose
is to identify and clarify the risk factors for Alzheimer’s disease
and multi-infarct dementia (MID) in three groups of patients—
those with Alzheimer’s disease, those with MID, and those with
multiple strokes but without evident cognitive dysfunction. The in-
vestigation will provide important new information about risk and
protective factors for cognitive and functional decline in older Afri-
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can-Americans. NIA also supports the Honolulu Dementia Study.
The objectives of this study are to determine rates and risk factors
for Alzheimer’s disease and vascular dementia in aging Japanese-
American men.

Sleep

As many as half of the older population suffer from chronic sleep
disturbance, a condition that frequently leads to problematic use of
sedative medication, reduced quality of life, and increased morbid-
ity and mortality. NIA supported studies on sleep disorders, such
as the multi-center “Established Populations for the Epidemiologic
Study of the Elderly” (EPESE), provide support for the effective de-
tection, treatment, and prevention of sleep disorders. Data gen-
erated from EPESE have shown that sleep disorders are often asso-
ciated with poorer self-perceived health, increased depressive
symptoms, physical disability, respiratory symptoms, and over-the-
counter medication use. Treatment and prevention of sleep dis-
orders can result in savings in health expenditures as well as en-
hancing the quality of life of older persons.

Control of cell proliferation in aging and cancer

Regulation of cell proliferation is required to maintain the
human body’s equilibrium. NIA research has provided a greater
understanding not only of normal cell proliferation but also the
causes and effects resulting from cell senescence—the loss of pro-
liferation capacity—or the opposite, uncontrolled proliferation seen
in cancer. Understanding these biological mechanisms will further
our knowledge of normal aging and cancer at the cellular level and
promises to provide key contributions to unravelling the fundamen-
tal mechanisms underlying the aging process and other age-related
diseases in the near future.

Research progress is currently being made in several areas. Two
NIA-funded laboratories have independently obtained evidence that
p53, a tumor suppressor proteins, induces expression of another
protein which binds to kinases, a class of enzyme, and inhibits
their function. The activity of these kinases is essential for replica-
tion. Further research will reveal the mechanisms of these reac-
tions with the ultimate goal of designing drugs which can restore
this tumor suppressive property.

A second protein of interest to both aging and cancer research is
a protein known as bcl-2, which inhibits a natural process known
as programmed cell death. If this programmed death is inhibited
the result will be overpopulation of cells, as in cancer. This is also
thought to be one explanation for benign prostatic hypertrophy.
The mechanism for controlling bcl-2 expression needs to be eluci-
dated, opening up the possibility of interventions to regulate bcl-2
when needed.

A third area of interest to both aging and cancer research is the
role of telomere shortening in controlling cell proliferation.
Telomeres are repeated DNA sequences found at the ends of chro-
mosomes that shorten each time a cell divides. A very recent work-
ing hypothesis is that telomeres shorten because of the “end-rep-
lication problem,” and that continued proliferation requires some,
as yet undefined, minimal telomere length. The implications of this
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research are that both senescence and cancer could be regulated by
developing interventions which either prevent telomere shortening
or inhibit telomerase activity.

Role of oxidative damage in aging

“Free oxygen radical” damage has long been believed to be a risk
factor for the degenerative processes which accompany aging.
These compounds can damage DNA, proteins, and lipids. The re-
sulting damage can lead to cancers or dysfunctional proteins and
damaged membranes which lessen a cell’s ability to carry out its
proper function. There is increasing evidence that certain micro-nu-
trients, including vitamins C and E, serve as agents of free radical
capture or “antioxidants,” and augment the body’s protective mech-
anisms. The preventive effects of antioxidants have potential for
forestalling a range of degenerative diseases. There appears to be
a role for dietary antioxidants in the prevention of some cancers,
senile dementias, and cardiovascular diseases. Simple preventive
schemes involving dietary supplementation could lead to significant
savings in the costs associated with medical treatment.

Biology of aging muscle

A decrease in mass and functional capability of skeletal muscle
contributes substantially to the impairment of locomotive perform-
ance that accompanies human aging and is a significant risk factor
for physical frailty. NIA continues to support basic research into
the molecular basis of skeletal muscle growth, age-related muscle
degeneration, and selective fiber atrophy. The development of effec-
tive intervention strategies to retard or prevent age-related muscle
degeneration is dependent on basic research to delineate the under-
lying mechanisms. Such interventions would be expected to signifi-
cantly extend human health span, reduce frailty, and increase
independence and quality of life for older adults.

Protein structure and function

NIA is also focusing efforts on determining the structures of pro-
teins which have undergone non-hereditary changes to their amino
acids. For many years it has been clear that “modified proteins” ac-
cumulate during aging and may interfere with normal cellular
processes. These unstable proteins lead to such age-related prob-
lems as cataracts, interrupted blood flow to the heart and brain,
failure of the immune system, impaired ability to heal wounds, and
loss of cognitive function. NIA is attempting to discover the mecha-
nisms by which modification of proteins occur, why they accumu-
late in aging, and the physiological consequence of these changes.
Understanding these mechanisms may ultimately lead to effective
treatment and prevention strategies.

Treatment of Alzheimer’s disease (AD)

The primary manifestation of AD dementia is intellectual/cog-
nitive deterioration and the sole FDA approved drug for the treat-
ment of AD currently on the market, Tacrine, provides only tem-
porary relief for treatment of AD. In FY 1991, the Drug Discovery
Groups in AD program was initiated to facilitate the pre-clinic de-
velopment of new compounds for treating Alzheimer’s disease by
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expanding the range of approaches to drug treatment beyond the
current focus. The research activities of three of the Groups deal
with attempts to circumvent the blood brain barrier’s ability to
keep out peripherally administered peptides and proteins. This is
important because one potential treatment for AD would be to raise
the concentration in the brain of neurotrophic factors which pro-
mote the health and well being of neurons. Since neuron death and
dysfunction is a major problem in AD, these factors may be effec-
Xve in delaying or reversing cognitive and behavioral symptoms of
D.

Behavioral aspects of AD

NIA also supports research aimed at ameliorating those alter-
ations in behavior, mood, and function associated with AD that
cause the greatest stress for family members, and difficulties for
both professionals and family members in providing optimal care.
It is important to provide tools for families and nursing homes
which will replace physical and pharmacological restraints. The
goal is to reduce the severity and frequency of disruptive behavior,
to allow patients to live in the least restrictive environmental and
manner, to maximize dignity and independence, and to retain or
reestablish self-care practices.

NIA supports several research projects examining the extent,
causes, and consequences of caring for people with AD and related
dementias. These include ten coordinated research projects to ex-
amine the nature and outcomes of special care units for persons
with dementia. Other activities include initiatives in family
caregiving and health services, burdens of care research in special
populations, specifically minority family caregivers; supportive en-
vironments and everyday functioning; and demographic and eco-
nomic aspects of Alzheimer’s disease.

In 1991, the NIA, in conjunction with the National Institute for
Nursing Research and the Alzheimer’s Association, began fourteen
pilot feasibility studies for new and innovative methods for manag-
ing the behavioral symptoms associated with AD. The symptoms of
special concern included wandering, disturbed sleep, pacing, agita-
tion, feeding and dressing difficulties, incontinence and toileting
difficulties, screaming and other vocalizations, aggression and vio-
lence, and inappropriate sexual behavior. Studies were specifically
sought for strategies to enhance AD patients’ self-care abilities and
activities of daily living. These feasibility studies will lay the sci-
entific and clinical groundwork that may lead to large-scale clinical
studies/trials on the assessment and nonpharmacologic manage-
ment of secondary symptoms and disabilities.

Language, attention and cognition

Cognitive dysfunction in aging is defined by the changes in neu-
ral and psychological processes that control or regulate attention,
memory, thought, communication, spatial competence, decision
making, and other cognitive processes. Ongoing studies are being
conducted to explore the range of normal and abnormal cognitive
processing. A particularly exciting development is the use of
neuroimaging techniques that permit researchers to image the
brain while cognitive processing occurs. These techniques hold
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great promise for isolating brain structures which control various
aspects of cognitive function and for determining what parts of the
brain are controlling age-related changes in cognitive function.

Frailty and physical functional independence

Physical frailty is a major cause of long-term care needs and af-
flicts over 3.25 million older Americans. Epidemiologic studies have
shown a relationship between impairment and strength, endur-
ance, gait, and the occurrence of loss of independence. FICSIT
(Frailty and Injuries: Cooperative Studies of Intervention Tech-
niques) is an NIA supported set of clinical trials which have dem-
onstrated that fall rates in moderately frail older persons can be
reduced significantly by intervention targeted to individuals’ spe-
cific fall risk factors. Other findings show that balance, strength,
and endurance training can markedly improve physical perform-
ance abilities in a wide variety of older populations ranging from
relatively healthy community-dwelling persons to very frail nursing
home residents. Other research has demonstrated that the admin-
istration of growth hormone has been associated with arresting or
reversing degenerative tissue changes which decrease strength and
mobility.

Claude D. Pepper Older Americans Independence Centers

The NIA added one new Claude D. Pepper Older Americans
Independent Center (OAIC) in fiscal year 1993 and plans to add at
least one additional center in fiscal year 1994. The OAICs were au-
thorized by Congress to promote research on interventions that can
help older people live independently, and avoid institutionalization
or prolonged hospitalization. Besides testing specific ways to pre-
vent disability, the OAICs train additional researchers capable of
doing such studies and disseminate information on successful inter-
ventions to clinicians and the general public.

Cardiovascular disease

Cardiovascular diseases and stroke account for more deaths in
the population 75-84 years old than the next nine leading causes
of death together. Cardiovascular diseases associated with aging in-
clude hypertension, stroke, ischemic heart disease, heart failure,
peripheral vascular disease, cardiac arrhythmias, and impairments
in blood pressure regulation which cause intermittent hypotension.
The incidence and prevalence of these conditions rise with age.

NIA supported investigators at the Claude Pepper Center at
Harvard have shown that a reduction in overall heart rate varia-
bility is associated with aging, congestive heart failure, coronary
artery disease, sudden death syndromes, and after-meal low blood
pressure. Although the average heart rate did not differ between
the age groups or sexes, heart rate variability was greater in
women than men at all ages. The increase in heart rate variability
in women compared to men may be related to lower cardiovascular
disease risk and greater longevity in women. Future studies are
needed to gain a better understanding of this and other mecha-
nisms by which age and gender contributes to cardiovascular dis-
eases. NIA plans a significant research initiative in this area for
fiscal year 1994.
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Osteoporosis and bone quality

The progressive loss of bone, which is universal after middle age,
very commonly leads to osteoporosis, a condition characterized by
increased skeletal fragility. NIA supports a range of research into
the causes and treatment of osteoporosis. Research aimed at identi-
fying markers and risk factors that predict changes in bone mass,
bone competence, and fracture susceptibility is of vital importance
in identifying individuals at risk and evaluating the effectiveness
of treatment strategies.

For example, while diabetes has been hypothesized to be a risk
factor for bone loss and osteoporosis, recent research has shown
that some diabetic women actually had increased bone mass com-
pared to non-diabetic women. This distinction did not appear
among men. This gender-related difference suggests that certain
hormonal agents would play a potentially important role as risk
factors and/or in a therapeutic strategy to preserve bone mass. Ad-
ditional research has uncovered a link between cigarette smoking
and reduced bone mass on the hip. These findings are particularly
important, not only in light of the public health implications, but
because they also apply to men, in whom the need for research on
risk factors for osteoporosis has received little attention.

The decrease in estrogen levels which follows the onset of meno-
pause frequently results in rapid bone loss which often precedes
osteoporosis. Recent research has discovered the osteoclasts (cells
that break down and remove bone) are target cells for estrogen,
and that estrogen directly inhibits the breakdown of bones by
osteoclastic cells. This finding will encourage the development of
new approaches which will be effective in halting bone breakdown
and hence preventing osteoporosis.

Menopause and post-menopausal problems

Menopause is a universal event in female aging and is also asso-
ciated with an acceleration in the rate of bone loss. However, it is
unclear whether osteoporosis in old age is greater in women who
had a relatively early menopause compared to those whose meno-
pause was later. Recently, a study has shown that the total num-
ber of reproductive years may be a significantly more sensitive
index for identifying women at increased risk of osteoporosis. In
order to gain an increased understanding of the inner-relationship
between menopause and osteoporosis and other problems associ-
ated with menopause, NIA began a major initiative in this area in
fiscal year 1994. Because the menopausal experience in minority
women has been particularly neglected, special emphasis in minor-
ity populations is an integral part of this initiative.

NIA also continues to support the NIH Women’s Health Initia-
tive, which includes 70,000 post-menopausal women ages 50-79.
This study is intended to assess the long term benefits and risk of
hormone therapy as it relates to cardiovascular disease,
osteoporosis, and breast and uterine cancer. Related to this effort,
NIA began the Women’s Health and Aging Study which is explor-
ing the causes and course of physical disability in women aged 65
and older. The study will also provide important information on
how the disease-disability relationship is modified by cognitive
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functioning; on psychological factors; and on social, economic, and
medical resources of older women.

Failure to thrive and malnutrition

The “failure to thrive” syndrome consists of weight loss, de-
creased appetite, poor nutrition, and inactivity. It is often accom-
panied by dehydration, depressive symptoms, impaired immune
function, and low serum cholesterol. NIA actively encourages re-
search to develop interventions designed at preventing, arresting,
or reversing the failure to thrive syndrome. NIA is also interested
in research on a variety of dietary disorders in older persons, espe-
cially malnutrition and the role of nutrition in overall health status
in old age. There is a great deal of conflicting information on die-
tary recommendations for older people, leading to inappropriate
use of dietary supplements and potentially harmful eating habits.
Research in this area can lead to the development of scientifically
sound guidelines for older people, particularly those relating to
medications or to diseases that may require dietary changes to
maintain functioning.

Improving long term care for the elderly

Recent discussions of health care reform emphasize research in
regard to long-term care needs. Identifying factors that subse-
quently lead to placement in nursing homes (NH) is of particular
importance for recognizing those at risk and then developing inter-
ventions that can minimize, if not eliminate, associated risks. NIA
research provides valuable information for predicting NH place-
ment and mortality. These analyses confirmed the predictability of
several key sociomedical risk factors—living alone, having fewer
non-kin social supports, low sense of personal control, and other
functional limitations.

The NIA Special Care Initiative Study predicts, examines, and
evaluates the use of long term care services and practices, and
identifies strategies for modifying and improving services for those
in need. The idea behind a Special Care Unit (SCU) is that people
with dementia might benefit from specially designed programs or
environments that are different from those provided in a tradi-
tional nursing home setting. While special care units have pro-
liferated across the country in recent years, very little is known
about their effectiveness in caring for Alzheimer’s patients, in re-
lieving burdens of care for the patient’s family, or how these pro-
grams compare to traditional nursing home care in terms of cost
and effectiveness. The NIA Special Care Unit Initiative projects are
designed to evaluate the impact of these new care units on people
with Alzheimer’s disease, their families, and nursing home staff.
These studies will provide the public, nursing home facilities per-
sonnel, and policy makers with the first comprehensive look at how
special care units work.

Self-care refers to a broad range of activities undertaken by an
individual to maintain or promote health, as well as to detect, pre-
vent and treat common health problems and conditions. Research
being conducted in this area seeks to assess the extent and nature
of self-care practiced by older adults, the strategies used to main-
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tain independence, the relationship between self-care and other
forms of care, and the subsequent use and costs of health care.

Economic and health status of the elderly

The well-being of America’s elderly clearly depends on their eco-
nomic and health security. The reciprocal and multidimensional re-
lationship between income and health in adult life is poorly under-
stood; almost nothing is known about the effects of these transi-
tions at advanced ages.

Two major new NIA-supported studies aim to clarify how people
experience and evaluate their health and economic status from im-
mediate pre-retirement years to very old age. The Health and Re-
tirement Study (HRS) follows transitions in reliance on earned in-
come, private pensions, Social Security, Medicare benefits, etc. in
an initial sample of over 12,000 persons aged 51-61 years. An
emerging portrait of this population depicts sharp contrasts be-
tween desires for gradual retirement and actual departure from the
work force. The role of health and disability in the timing of retire-
ment, and of retirement in the health and economic well-being of
this cohort, are also being examined. An auxiliary study, Asset and
Health Dynamics of the Oldest-Old (AHEAD), follows 7,300 persons
aged 70 years and over—almost a third of them over age 80—to ex-
amine how late-life changes in physical and cognitive health affect,
and are affected by, patterns of saving and income flows.

NIA also plans to support up to six Demographic Centers on Pop-
ulation Aging which apply state-of-the art demographic, economic,
and mathematical methods to analyses of these and other new
databases, providing timely reports on national public policy issues.
The centers will include outreach activities that benefit researchers
at many institutions across the nation.

Aging and family life

Family based research identifies how health, illness, and disabil-
ity in later life are affected by intergenerational exchanges, infor-
mal caregiving for frail elders, and cultural/ethnic diversity in fam-
ily relationships. These relationships are pivotal to the health and
health care of older people. This research contributes to an under-
standing of adequacy of informal care for frail elders and of the fac-
tors that determine the use of health care services by older people
and their caregivers. In advancing basic social science research,
family aging studies seeks an understanding of interpersonal rela-
tionships in physical and emotional health and illness across the
life span.

Special populations

The NIA continues to be committed to minority populations,
women, and rural older populations. Most recently, the Institute
began a research effort to establish Exploratory Centers for Re-
search on Health Promotion in Older Minority Populations. These
centers will conduct pilot research and plan for a program of medi-
cal, behavioral, and social research; medical and psychosocial inter-
ventions; and programs of health education and community out-
reach aimed at improving the health status of older ethnic minority
populations.
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NIA is vigorously expanding its minority research focus and mi-
nority participation in all of its research initiatives. For example,
investigators are testing intervention strategies to prevent frailty
in older black and Hispanic-American populations and focusing on
health conditions such as hypertension, diabetes, and prostate can-
cer, which are disproportionately prevalent in older Americans.
NIA also supports four rural health centers established to explore
the special health needs of older rural Americans, including access
to and results of health care services.

The long-term goals of the NIA intramural research program
(IRP) are: (1) to conduct basic research relevant to understanding
aging processes and age-associated disabilities. The IRP conducts
the landmark Baltimore Longitudinal Study of Aging and is a
major setting for post-doctoral training of promising investigators.

INTRAMURAL RESEARCH

Intervening in aging processes

The causes of aging are complex and involved both internal and
environmental factors that damage molecules, cells, and tissues as
well as the ability of the host to resist and repair such damage.
IRP scientists, using the latest techniques of molecular and cellular
biology, continue to search for the causes of aging and ways to re-
tard and reverse age-associated deficits before they progress to dis-
ease, disability, and institutionalization. Current projects include:
(1) investigations of DNA repair in genes including those with im-
plications in malignancy and longevity; (2) research on the mecha-
nisms by which the death of cells is increased with age and dis-
eases such as Alzheimer’s disease and osteoarthritis; (3) studies on
the loss of host defense to aging; and (4) the potential use of gender
therapy to prevent or reverse age deficits or diseases.

Regarding the immune system, it is well known that many older
individuals show an impaired immune response that puts them at
greater risk of infections. NIA and National Cancer Institute sci-
entists have defined a novel cell surface protein that is essential for
immune activation. Better definition of the molecular components
in the immune response offers new possibilities for enhancing ap-
propriate and suppressing inappropriate immunologic reactions.

Baltimore Longitudinal Study of Aging (BLSA)

The BLSA, begun in 1958, seeks to understand how and why we
age. The study panel is a group of over 1,100 highly dedicated
women and men, from 20 to 97 years of age, who have volunteered
to come to Baltimore every two years for intensive study to estab-
lish their physiologic and psychologic status. Over 160 new partici-
pants have been recruited as part of a multi-year strategy to enroll
350 more women and minorities, meeting specific health criteria,
for major initiatives with hypotheses about gender and racial dif-
ferences. Biologic samples are collected from participants at se-
quential visits and banked which, with the extensive health and
behavioral data assembled over time, allows “instantaneous longi-
tudinal studies” to be conducted. These studies would otherwise
take a decade or more to complete and cost millions of dollars. Ini-
tial research projects using a newly established DNA bank include
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studies of age-associated changes in DNA repair and preferential
DNA repair in breast cancer. A vascular initiative is examining
age, race, and gender differences in blood pressure, arterial stiff-
ness, thickening of the heart muscle and the relationship of these
parameters to heart and vascular disease. The BLSA
Perimenopausal Study is characterizing the biological and psycho-
social antecedents of the menopausal transition in 200 women.

Alzheimer’s Disease (AD)

The IRP has a focused research program on the etiology, diag-
nosis, and treatment of AD. The distinctive aspect involves apply-
ing and refining sophisticated technologies—positron emission to-
mography, magnetic resonance imaging, and spectroscopy—to
study patients throughout the disease course to yield new insights.
For example, NIA scientists have devised new ways to evaluate
drug efficacy using only a few patients by studying the longitudinal
“trajectory” of function and pathology in individual patients. These
are being applied in studies to evaluate sites and mechanisms of
action in AD. NIA scientists have hypothesized that early func-
tional and metabolic deficits in AD reflect reversible failure of
nerve impulse transmission. Research will continue to study the
use of drugs on the course of AD to delay development of morbidity
and hospitalization. NIA scientists have also shown that biopterin,
a natural compound that regulates many fundamental brain mech-
anisms, is reduced in the cerebrospinal fluid of certain AD patients.
A clinical trial has been initiated to study the possible role of
biopterin in the pathophysiology of AD and of its potential as a
therapeutic agent.

Vascular disease

A major ongoing intramural program studies age-associated vas-
cular disease such as atherosclerosis, hypertension, and stroke.
NIA studies show that older men and women with higher fitness
levels generally have arteries which are less stiff than those of less
fit individuals. These results suggest that the age-associated in-
crease of arterial stiffness may be slowed by aerobic exercise; longi-
tudinal follow-up is underway. Researchers have found that, with
age, vascular smooth muscle cells become highly motile and
invasive and produce degradative enzymes that destroy normal
blood vessel architecture and weaken the blood vessels. Various
compounds have been found to stabilize the dedifferentiation of the
smooth muscle cells and further research will continue on these
prototype drugs. Other opportunities that are being pursued in-
clude: (1) the use of gene therapy as a potential new approach to
the treatment of coronary artery disease; (2) studies of the relation-
ship between hypertension associated with stress and high sodium
intake, particularly in minorities; and (3) insights into the basic
cellular and molecular mechanisms contributing to renarrowing of
an artery following balloon dilation.

Frailty, osteoporosis, hormone replacement therapy and women’s
health

Issues of women’s health and well-being command special atten-
tion within the IRP and include the following emphases: First, a
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decline in growth hormone (GH) levels parallels the loss of muscle
as well as the development of frailty. Recent intramural studies
show that a natural stimulator of growth hormone production,
growth hormone releasing hormone, restores the normal pattern
and level of GH in older individuals. Significant increases in mus-
cle strength were apparent after six weeks of treatment suggesting
that such factors could be utilized to reverse certain age-associated
diseases and disabilities. If successful, this therapeutic approach
could speed recovery and reduce bed days and hospital costs. Also,
a collaborative trial is underway comparing the effects of replace-
ment of GH and a gender appropriate sex steroid in 160 women
and men. This will enable the effects of hormone therapy on a wide
variety of relevant health variables to be compared in women ver-
sus men. A National Institute for Nursing Research and NIA col-
laborative intramural program will continue to examine post-opera-
tive complications from hip fracture and devise behavioral nursing
interventions to enhance outcomes.

Diabetes and other age associated metabolic defects

NIA conducts a multifaceted research effort to develop new
therapies that are safe and specific for the control of blood glucose
in older diabetic patients to prevent the disease’s late complica-
tions. Significant progress has been made in defining and modify-
ing the regulatory signals controlling pancreatic insulin secretion.
INA scientists have found that the action of insulin can be en-
hanced and prolonged by preventing the removal of phosphate from
the activated form of the insulin receptor. These results are being
aggressively pursued given their promise for opening new avenues
in the treatment of diabetes associated with aging.

Longitudinal studies of prostate disease and PSA

Collaborative studies will continue to investigate potential uses
of rates of change in prostate-specific antigen (PSA) levels to im-
prove clinical detection of prostate cancer and benign prostatic
hyperplasia (BPH). Recent findings suggest that: (1) rates of
change of PSA are significantly more accurate than the traditional
single measure for the early detection of prostate cancer; (2) certain
PSA criteria now in use may lead to many unnecessary prostate bi-
opsies and should be dropped from clinical practice; and (3) PSA
tests may be useful in guiding optimal treatment decisions for
BPH.

SECTION 2
1996 INTRODUCTION

Congress created the NIA in 1974 as part of the NIH. At that
time, aging research was just in the early stages of developing
ways to explore the fundamentals of the aging process. Now, over
20 years later, the science base has grown in depth, breadth, and
detail. And with this growth have come new insights into the proc-
esses and the experience of aging.

Driving an increasing interest in aging research is a projected
dramatic increase in the older population. People over 65, who
were four percent of the U.S. population in 1900, will constitute ap-
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proximately 13 percent in the year 2000 and 20 percent by the year
2025. The over-85 age group is the fastest growing segment of the
American population and is often referred to as the “oldest old”.
This boom in the population of older Americans will have a pro-
found impact on the Nation’s health, social, and economic institu-
tions.

Research in aging over the last two decades has contributed to
the realization that aging should not be equated with inevitable de-
cline and disease. Consider Alzheimer’s disease (AD): This form of
dementia has now been linked to alterations in specific proteins
and has been shown to affect specific regions of the brain. As a re-
sult, it is no longer possible to think of AD as “senile dementia,”
an old and discredited term which implied that losing one’s mem-
ory was simply part of growing older. Part of this new perspective
has its roots in the use of new technologies to explore the fun-
damental biology of aging. Where researchers once theorized about
the causes of growing old, they now have the means—in recom-
binant DNA techniques and nuclear magnetic resonance, for in-
stance—to track down the actual mechanisms of aging in cells and
tissues. Once the mechanisms of aging are understood, the inter-
actions between aging and disease will yield to preventive meas-
ures and treatments for the disorders that often accompany aging.

Fueling the growth of this science are increasingly important
links between aging research and other areas of biomedical and be-
havioral investigation. For example, the study of aging cells now
overlaps substantially with research on the cellular mechanisms of
cancer and cardiovascular disease. Similarly, the study of the aging
brain now has numerous intersections with basic neurobiology and
research on brain disease. Increasingly, research on aging has be-
come an integral part of mainstream health research.

Even with the hope of major advances in the treatment and pre-
vention of debilitating diseases, the demand for long-term care is
expected to expand in our society. Research will be conducted on
many aspects of long-term care, particularly on new and evolving
forms of care. NIA supports research on preventing the need for
long-term care or institutionalization, enhancing the quality and ef-
ficiency of such care, easing the burden of long-term care, and fore-
casting the requirements for long-term care.

Alzheimer’s disease is a top research priority for NIA. It cur-
rently affects as many as four million older Americans and their
families, causes enormous personal suffering, and costs the nation
billions of dollars each year. Without the development of new treat-
ments, cures, or preventive approaches to this dreaded disease, the
number of individuals and families devastated by Alzheimer’s dis-
ease will likely increase up to five-fold within the next 50 years.
In addition to Alzheimer’s disease, priority initiatives include re-
search on the biology of the aging process and on physical disabil-
ities such as osteoporosis and cardiovascular disease. These initia-
tives are wide-ranging and can be based on cutting-edge laboratory
technologies or upon simple but highly effective strategies such as
exercise or behavioral interventions. The goal of NIA-supported re-
search is to understand the basic mechanisms of normal aging and
age-associated disease and disability and to translate this basic
knowledge into treatment and prevention strategies.
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BASIC RESEARCH

Caloric restriction and biomarkers of aging

As aging becomes more and more a topic of public concern, inter-
est in interventions to delay or eliminate the consequences of aging
has grown enormously. Although the molecular processes that
must be responsible for species-specific rates of aging are poorly
understood, the gross physical and physiological manifestations of
aging are well characterized in many species. The differences in
these aging changes within and between species suggest that aging
is a multi-process phenomenon. As a result, chronological age is not
a good predictor of physiological or functional age. Better measures
of physiological or functional age are known as “biomarkers of
aging.” The NIA is currently in the seventh year of a ten year ini-
tiative to develop a set of biomarkers of aging which could be used
as measures of aging-related biological changes in experimental
systems and in human beings.

It has been known since early this century that caloric restriction
extends the lifespan of rodents; useful biomarkers of aging might
predict the life extension that results from caloric restriction. Stud-
ies conducted so far show that caloric restriction retards the devel-
opment of virtually all age-related lesions and tumors, reduces
oxidative damage to neurons and slows the decline in the immune
system associated with aging. An understanding of how caloric re-
striction produces this effect would provide important insights into
preventive measures and therapies to retard and/or alleviate the ef-
fects of aging. The NIA and the Food and Drug Administration
(FDA) have sponsored more than 30 groups to conduct research on
biomarkers and caloric restriction. Currently, they are in the final
stages of testing in rodent models prior to considering their trans-
lation to human studies.

The roles of oxidative damage and programmed cell death in aging

Oxidative damage to critical cell components is chronic and ubiq-
uitous in living cells. Although extensive repair systems exist in
these cells, repair is never 100 percent complete. The purpose of
this initiative is to determine: (1) what factors regulate the amount
of damage incurred by cells, (2) what factors regulate the repair of
this damage, (3) whether unrepaired damage contributes to aging,
(4) the role of “cell suicide” in eliminating damaged cells, and (5)
whether interventions can be developed to retard aging. Recent re-
search results by NIA grantees include the following:

long-lived nematode (round worm) mutants express in-
creased levels of antioxidant defense enzymes, and higher lev-
els of antioxidant enzymes in fruit flies extend maximum life
span.

when “B-amyloid” protein, which accumulates in the brains
of patients with Alzheimer’s disease, is placed in solution it
generates reactive oxygen capable of killing neurons through
oxidative damage.

mice carrying one or more extra copies of the antioxidant de-
fense enzyme “superoxide dismutase” are more resistant to
oxidative stress compounds which induces diabetes in animal
models.
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When oxidative stress overwhelms the cellular defense and re-
pair systems, an alternative protective strategy for the organism is
for the damaged cell to actually commit suicide. Whereas this may
be the best way to eliminate a heavily damaged and potentially
cancerous liver cell, the elimination of a neuron has more serious
consequences because of the inability to replace lost neurons. Thus,
an understanding of how cell death is regulated may be crucial not
only in preventing cancer, but also in preventing neurodegenerative
disease. Recent research results of NIA grantees include the identi-
fication of several genes required for induction of the programmed
cell death pathway.

Cellular senescence

It is possible that specific genes determine how many times a cell
divides or proliferates and that the end of cell division, known as
senescence, helps determine certain aspects of aging. Most cells are
limited in the amount of times they can divide; a built-in barrier
to unlimited growth. This limit is higher in longer-lived species,
such as humans, than in shorter-lived species. Hence, human cells
can proliferate more times than mouse cells. This and other obser-
vations have led to speculation that life spans and aging may be
linked to the limit on cell division.

Cellular senescence intrigues researchers for another reason:
While on one hand it limits life span, it may also prevent cancer.
When the limit on cell division is removed, as it is for presently un-
known reasons in cancer cells, the cells continue growing indefi-
nitely. If cell senescence is indeed one of the fundamental mecha-
nisms of aging, as some biologists speculate, then aging itself may
be the flip side of the cancer coin, the byproduct of a mechanism
that prevents cells from growing into tumors. Whatever the “pur-
pose” or end result of cell senescence, the genes that regulate it are
the focus of intense study. NIA-supported scientists in several lab-
oratories have already isolated genes that seem to promote cell pro-
liferation—called oncogenes—and other genes that seem to stop
proliferation, often referred to as tumor suppressor genes. Under-
standing why and how these genes are “turned on” or expressed
may uncover new pathways for understanding both aging and can-
cer.

It has been found, for example, that each time human or animal
cells divide, there is a loss of DNA from the ends of each chro-
mosome. The ends of chromosomes are called “telomeres”. When
telomeres have shortened beyond a critical point, cells can no
longer divide and are senescent. This mechanism would limit the
amount of cell division that any cell can undergo, potentially limit-
ing life span but also providing protection against the uncontrolled
cell division that occurs in cancer. Recent analysis, however, has
shown that an enzyme called telomerase can reverse telomere
shortening in some normal cells such as sperm cells, as well as in
cancer cells where telomerase allows cancer cells to continue un-
controlled division. Further molecular and genetic studies of
telomeres and telomerase are therefore of potential importance for
the understanding of both aging and cancer, and will be supported
by NIA.
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Gene therapy

Whereas aging results from both genetic and environmental fac-
tors, appropriately designed genetic interventions may be able to
slow aging due to both kinds of factors. For example, increased ex-
pression of genes for antioxidant enzymes might be effective in re-
ducing damage due to oxidative stress in specific tissues. If specific
age-related degenerative changes can be delayed by genetic inter-
vention, high quality of life can be maintained, and health care
costs can be delayed until later in life. This will be of particular
benefit if the period of time ultimately spent in ill health can be
shortened, and if the severity of the loss of function can be attenu-
ated, thus reducing overall health costs.

For example, it is well known that would healing declines with
age. An NIA grantee is carrying out basic studies to determine
what factors are limiting wound healing in aged animals. He has
developed a protocol to test whether treatment of tissue with trans-
forming growth factor by injection along the line of the incision
prior to surgery improves wound healing. Preliminary results with
another cytokine show a temporary increase in wound strength.
Such studies offer great potential if they could be applied to the el-
derly undergoing elective surgery. This research is also attempting
to develop a safe and effective method for introduction of the gene
coding for cytokine DNA into the tissue around wounds.

Mechanisms of neuronal cell dysfunction

Understanding why brain cells become dysfunctional and die in
older persons is of primary concern to NIA; elucidating the under-
lying causes could lead to new therapeutic strategies to delay, cor-
rect, or prevent the loss of these vital cells and the resulting neuro-
logical deficits. Research into mechanisms of nerve cell death and
the compensatory response of central nervous system cells has been
recently stimulated by NIA. Critical to an understanding of some
of the neurodegenerative diseases may be the link that impaired
energy metabolism could have with nerve cell death. NIA will also
encourage research on protein transport and signal transduction at
the nerve cell membrane. Study of the components essential for
membrane function will provide information on how the specializa-
tion of nerve cell surface is constructed, but even more importantly,
will show how it may change leading to a variety of
neurodegenerative diseases as well as the conditions such as cog-
nitive decline normally associated with aging.

Sensory and sensory-motor dysfunction

Visual and hearing impairments are present in respectively
about 10 and 32 percent of American adults aged 65 years and
older. The somatosensory areas of touch, temperature, pain, and
motion are also important to successful aging but have received
even less attention than studies of visual and hearing dysfunction.
All too often older individuals have more than one sensory impair-
ment. Because individual researchers tend to focus work on the
study of one sense or another, questions about neural mechanisms
that may be common to sensory processing and/or sensory dysfunc-
tion have not been explored adequately. The NIA stimulates
multimodal sensory research, addressing questions such as the con-
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tribution of sensory processes to the control of balance, posture,
and locomotion, areas of importance because impairments can se-
verely compromise the mobility for older adults. Falls in older
adults, which account for almost all of the 250,000 hip fractures oc-
curring annually and commonly result in long-term disability, may
be due in large part to impairments in these sensory systems.

ALZHEIMER’S DISEASE

Alzheimer’s disease will reach critical proportions in the U.S. and
other countries as the population ages. We are now faced with a
major public health crisis if something is not done to halt the
progress of this dreaded disease. Since the prevalence of Alz-
heimer’s disease increases dramatically with age after about 65
years, delay of the onset of Alzheimer’s disease by five years would
substantially reduce the number of cases, and a delay of ten years
would largely eliminate the disease in the normal human lifespan.
Several exciting recent genetic discoveries have shed new light on
the etiology and pathogenesis of Alzheimer’s disease. Recently,
apolipoprotein E4 (ApoE4), a blood protein whose gene is located on
chromosome 19, has been shown to be associated with greatly in-
creased risk of Alzheimer’s disease. This extremely important ob-
servation has been confirmed in a number of laboratories and is
the first report of a major biological risk factor of the disease. In
addition, there are many laboratories currently involved with try-
ing to identify the gene on chromosome 14 associated with early-
onset familial Alzheimer’s disease. Other important studies in the
etiology area include extensive analysis of the cellular, genetic, and
molecular parameters of nerve cell function in health and in dis-
ease. Such basic research will provide a necessary understanding
of the molecular underpinnings of Alzheimer’s disease. Alzheimer’s
disease research has been of paramount importance at NIA since
the Institute came into existence. To conquer the disease and to
bring urgently needed support to patients, families, and research-
ers, NIA has built a nationwide framework for research and assist-
ance. The structure includes:

Alzheimer’s Disease Centers (ADCs).—Located at major medical
institutions around the country, the 28 ADCs are collecting and
studying longitudinal data on the disease; working to translate re-
search advances into clinical services; and educating and training
professionals. Satellite centers in rural and remote communities
are recruiting minority participants into the Centers’ programs.

Drug Discovery Groups.—Located at six research centers, these
groups are designing, developing, and testing new drugs aimed at
delaying, halting, or reversing the progress of Alzheimer’s disease.
These groups focus on drugs at the pre-clinical stage, before testing
in people.

Cooperative Study Units.—These 32 research sites are conducting
cooperative clinical studies (i.e., in people) of drugs developed by
the Drug Discovery Groups and other projects. The first study to
assess the effectiveness of Deprenyl plus Vitamin E in slowing the
course of the disease began in October, 1992. Another study, for
drug and behavioral treatment of agitation began in June, 1994,
and a study of the anti-inflammatory drug prednisone for treat-
ment of Alzheimer’s disease began in November, 1994. A con-
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ference was held in 1994 to evaluate the state-of-the-art in behav-
ioral management in Alzheimer’s disease, and to discuss the possi-
bility of initiating larger-scale studies.

Alzheimer’s Disease Education and Referral Center (ADEAR).—
This clearinghouse with its toll-free number (800—438-4380) is a
central source of information on all aspects of the disease. During
calendar year 1994, 82,022 calls were received.

Consortium to Establish a Registry for Alzheimer’s Disease.—This
network is working to establish uniform standards for diagnosis to
facilitate early and accurate detection of the disease and support
research.

National Cell Repository.—This growing repository of blood sam-
ples from Alzheimer’s disease patients facilitates the study of ge-
netic defects associated with the disease.

A major theme in Alzheimer’s disease is to extend knowledge
about the age incidence, prevalence rates, and risk factors. The
search for risk factors in minority and other distinct population
groups could lead to better understanding of the pathophysiology of
Alzheimer’s disease and novel treatments. Thee ideas have been
the underlying themes for three sets of studies that have been com-
pleted over the past year. One group of researchers conducted an
incidence study of dementia in relation to education and occupation
and found that the risk was greatest for individuals with both low
education and low lifetime occupational attainment. A study by an-
other group, done in pairs of older twins, has indicated an apparent
inverse relationship of Alzheimer’s disease with sustained exposure
to steroidal and, possibly, non-steroidal anti-inflammatory drugs,
suggesting that these agents may prevent or delay the symptoms
of Alzheimer’s disease. A third study found that the risk of develop-
ing Alzheimer’s disease decreased significantly with increasing
dose and duration of estrogen replacement therapy, suggesting that
estrogen deficiency may be one of the factors that elevates a wom-
an’s risk of developing the disease. Estrogen replacement therapy
may be useful for both symptomatic treatment and preventing or
delaying the onset of dementia in susceptible postmenopausal
women. After further preliminary research, clinical trials of anti-
inflammatory drugs and estrogen may be initiated.

The clinical diagnosis of Alzheimer’s disease has improved as the
result of work of many investigators. In specialized research facili-
ties, clinical diagnosis by research neurologists and psychiatrists
now approaches 90 percent concordance with the subsequent
neuropathological diagnosis. However, there remain important
questions and gaps in knowledge. A major area in the development
of new noninvasive diagnostic procedures has been that of imaging
using Positron Emission Tomography (PET), Single Photon Emis-
sion Computed Tomography (SPECT), Magnetic Resonance Imag-
ing (MRI), and Magnetic Resonance Spectroscopy Imaging (RSI),
These kinds of techniques hold the promise of early diagnosis of
Alzheimer’s disease and the ability to monitor, non-invasively, the
course of the illness.
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CLINICAL, APPLIED, AND BEHAVIORAL RESEARCH

Influenza vaccine

Influenza, commonly known as the flu, can be a very serious and
often life-threatening illness in older persons. An NIA-supported
study demonstrated the efficacy of an improved influenza vaccine
in approximately 400 nursing home residents. Half of the partici-
pants received the commercially available influenza vaccine (HA)
and the other half received an influenza vaccine against the same
flue strains, but which was linked to another vaccine component,
diphtheria toxoid. Clinical surveillance of all participants for res-
piratory illness was performed twice weekly for 5 months. During
an outbreak of influenza, fewer diphtheria-toxoid-linked vaccine re-
cipients than HA vaccine recipients had laboratory-confirmed infec-
tion. Of these recipients, fewer of the diphtheria-toxoid-linked vac-
cine-treated participants had bronchial and lung infections. The in-
vestigators concluded that the toxoid-linked vaccine produced
greater protection from influenza infection for institutionalized el-
derly recipients. NIA will continue to support studies of basic cel-
lular and molecular immunology in order to better understand the
changes in immune function that occur with aging as well as clini-
cal research because of the potential of improving vaccines for a va-
riety of infections in older persons.

Physical frailty

NIA is supporting a number of major clinical initiatives that ad-
dress the problems of physical frailty and loss of independence as-
sociated with older persons. Physical frailty is a major cause of
need for long-term care and imposes annual costs of billions of dol-
lars. Results from ongoing studies provided convincing evidence of
the benefits of exercise for maintaining independent function in
older persons. Some interventions from a clinical trial of frailty and
injuries have shown more than a 30 percent reduction in fall rates,
which could markedly lower the rate of disabling injuries such as
some hip fractures. Tow studies have demonstrated efficacy of
interventions to prevent falls and improve strength in frail order
persons. Both have received widespread attention from health care
providers and the public and have begun to influence health care
practices for older persons.

One study employed a “targeted intervention” strategy for frail
community-dwelling subjects with a variety of risk factors for falls.
The subjects received individualized treatment for their particular
risk factors including medication adjustments, strength and bal-
ance training, instruction on safe practices to avoid
lightheadedness and environmental hazards, and raining in specific
activities such as getting in and out of the bathtub. Over a one-
year follow-up period, the treated subjects had 44 percent fewer
falls per year than the control group who received social visits only.

In another controlled study of frail nursing home residents, it
was found that a ten-week resistance exercise program approxi-
mately doubled leg strength, increased walking speed by 11 per-
cent, improved stair-climbing power by 28 percent, and led to in-
creased spontaneous physical activity. This study also found that
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supplementing the diet with protein and calories had no effect
alone and no significant additional effect when combined exercise.

Menopause and aging

There is little consensus on the significance of menopause in
healthy aging or on its role in the chronic diseases/disorders of old
age such as cardiovascular disease, osteoporosis and urinary incon-
tinence. Not surprisingly, considerable controversy exists over the
scope of the physiological changes surrounding menopause or that
appear later in life that are attributable to reduce ovarian function
per se. Menopause is a universal phenomenon; however, the mani-
festations of menopause are not. Cross-cultural research dem-
onstrates considerable variability between populations in symptom
presentation and associated psychosocial and physiological effects
of those symptoms.

In order to gain an increased understanding of the inter-relation-
ship between menopause and disorders such as osteoporosis, car-
diovascular disease, and the other chronic diseases and disorders
of old age, NIA began a major research initiative in this area in
1994. Future success in preventing and managing diseases and dis-
orders which impact on post-menopausal women will require a sub-
stantially improved knowledge base to differentiate the contribu-
tion of “hormone deficiency” from that of aging. Advances can do
much to clarify ambiguities in the presentation of age-related dis-
ease, improve diagnosis and treatment, and ultimately reduce
health care costs. Similar considerations also apply to age-related
changes in other endocrine factors, such as growth hormone and
testosterone.

NIA also continues to support the NIH Women’s Health Initia-
tive, which includes 70,000 post-menopausal women ages 50-79.
This study is intended to assess the long term benefits and risk of
hormone therapy as it relates to cardiovascular disease,
osteoporosis, and breast and uterine cancer. Related to this effort
is NIA’s Women’s Health and Aging Study which is exploring the
cases and course of physical disability in women aged 65 and older.
The study will provide important information on how the disease-
disability relationship is modified by cognitive functioning; on psy-
chological factors; and on social, economic, and medical resources of
older women.

Osteoporosis

Osteoporosis and its consequences, particularly vertebral and hip
fractures, are a significant cause of frailty, morbidity, and even
mortality in old age. NIA-supported osteoporosis research includes
clinical studies of age-related bone loss and fracture epidemiology,
intervention trials to prevent or reverse bone loss, studies of skele-
tal biology and the effects of sex steroids and growth factors on
bone cell function. Five clinical studies recently funded will conduct
prospective longitudinal studies to determine the contributions of
age and ovarian hormone status to changes in bone mass as women
approach and cross menopause. Some studies will explore underly-
ing mechanisms whereby menopause-related changes accelerate
bone remodelling and adversely impact on bone mineral metabo-
lism.
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Future progress in the prevention and treatment of osteoporosis
clearly requires an expanded knowledge of the pathophysiology of
this disorder. In particular, NIA will seek research studies to deter-
mine the most appropriate methods for studying the biology of the
aging human skeleton. Such an approach will permit us to under-
stand the nature of the age- and menopause-related changes that
lead to bone loss. In addition, it will facilitate the identification of
risk factors for, and specific markers of, the occurrence or reversal
of bone loss, which will be valuable in identifying the potential of
response to treatment, and/or monitoring the course of treatment.

Biology of age-related muscle weakness (Sarcopenia)

Although a number of studies have noted correlations of age-re-
lated changes in muscle properties will disability and metabolic im-
pairments, considerable gaps in our knowledge are still present.
With respect to outcomes, muscle weakness in the extremities con-
tributes to loss of functional independence and falls. However, we
still know little about (1) which age-related changes in specific
muscle properties (e.g., mass, isometric strength, isokinetic
strength, rate of torque development, fiber type distribution,
fatiguability) significantly affect function and performance of spe-
cific tasks (walking, maintaining balance, etc.), and (2) what level
of changes in muscle properties is required to significantly affect
function.

Age-related changes in muscle properties may also contribute to
non-insulin dependent diabetes mellitus, osteoporosis, risk for frac-
ture, impaired fracture healing rates, and risk for hypo- and
hyperthermia. Clarifying these relationships, including their quan-
titative aspects, would reveal much about the pathologic signifi-
cance of these changes in muscle and their overall health impact.

Self-care and aging

NIA is currently supporting research on the nature, extent, and
outcomes of self-care behaviors in diverse populations of older peo-
ple in order to develop social and behavioral interventions for en-
couraging health and effective functioning in later life. While
health surveys have indicated that most older people engage in
some form of self-care behavior, there has been a lack of specifica-
tion in these prior surveys. NIA is now documenting the wide vari-
ability in older people’s self-care practices, specifying factors associ-
ated with engaging in particular self-care behaviors (e.g., self-man-
agement for chronic health conditions and self-care practices to
compensate for functional limitations affecting routine activities of
everyday living). Such specifications are important for documenting
1:}][1)e1 links between particular self-care practices and illness or dis-
ability.

Inappropriate self-care can lead to delays in seeking needed care
or conversely, overutilization of the medical care system for trivial
symptoms. Recent NIA studies on medical self-care dispel myths
that suggest older people are incapable of recognizing the signifi-
cant of illness symptoms and that they are more prone than young-
er persons to use inappropriate strategies that could exacerbate
conditions. While most older people have a good knowledge of
symptoms and risks, NIA studies show there is a need for greater
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health education regarding the causes and consequences of common
non-specific symptoms (such as fatigue, sleep difficulties, headache,
an stomach pain), which are often erroneously attributed to age or
stressful situations. Future research initiatives are being planned
to develop a better understanding of complex processes involved in
care-seeking and to suggest ways to better interpret symptoms and
self-treatment.

Minority aging and long-term care

Dramatic increases are expected in the number of non-minority
older people, 92 percent by the year 2030; but the projected growth
in the older minority population—over 250 percent by 2030—points
to a need for research on aging in minority populations. Recent
comparisons show that with comparable levels of frailty, African-
Americans are less likely to enter nursing homes or enter at older
ages than non-minorities. Other findings are that family care is
more common than the use of formal care for all minorities, and
that recent immigrants are least likely to be institutionalized. Fu-
ture studies, however are challenged by the need to disentangle the
influence of cultural preferences for home or institutional care from
the effect of socioeconomic differences for the largely disadvantaged
older minority population. Understanding these and other ethnic
variations in long term care has significant implications for struc-
turing of formal services and assisting the possibly cost-effective al-
ternative of continued family care.

Cognitive factors in everyday functioning of older people

NIA supports research on social, behavioral, and biological fac-
tors affecting cognitive functioning as people age. More recently, ef-
fects are being directed at the implications of declines in cognitive
functioning for older people’s ability to perform daily tasks, such as
driving, decision-making, and understanding and following medical
instructions. Of particular importance for such tasks are changes
in “attentional resources”—the ability to identify and process rel-
evant information simultaneously from multiple sources. While
older people perform less well in general on tasks requiring divided
attention, expertise in or familiarity with the task considerable
lessens older people’s disadvantage. Research has confirmed that
older people have greater difficulty than younger people in under-
standing written medical instructions. However, how the informa-
tion is presented can have a significant impact upon comprehen-
sion. For example, older people can more easily understand instruc-
tions presented as a list as opposed to paragraphs. Taken together,
these and other research projects highlight the practical implica-
tions of basic cognitive research for the daily lives of older people.
For example, those older people who suffer deficits in visual atten-
tion are at greater risk for automobile accidents. NIA research has
shown that through proper training and practice, these deficits can
be overcome or lessened.

Demography of population aging

Population aging will become one of the most important social
phenomena of the next half century, especially when the babyboom
generation becomes eligible for Social Security and Medicare. How
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this nation and its institutions accommodate themselves to the dra-
matic demographic age-shift will have a significant effect on the
quality of life in the twenty-fist century. NIA-supported research in
the field of demography of aging can be characterized by an ori-
entation towards intergenerational relations, especially within the
family; and a focus on the characteristics and behaviors of older
people themselves, especially in he critical areas of economics and
health. To further these goals, NIA recently funded nine Demog-
raphy Centers to promote the use of data from national surveys of
health, retirement, and long-term care by the larger research and
policy-making communities. The field of “biodemography” is emerg-
ing, which integrates biological and genetic research with demo-
graphic methods, and which should enable a better understanding
of how to forecast life and health expectancies.

Research progress in the demography of aging is currently being
made in several areas. According to NIA-funded studies, it is evi-
dent that the rate of increase in human mortality slows after age
95; possibly even declining after age of 110, and that centenarians
are the fastest growing age group. The findings emerging from this
body of research are increasingly being used to inform actuarial es-
timates for the Social Security and Medicare Trust Funds. One in-
teresting study of a small group of nuns suggests that persons who
earn college degrees and constantly challenge their minds, are like-
ly to live longer and suffer less from dementia. One hypotheses ex-
plaining this finding is that education builds a greater “brain re-
serve capacity” which can better compensate for the affects of neu-
rological disorders.

The Health and Retirement Study (HRS), which follows persons
aged 51-61, has completed the second interview wave. The HRS
will be used to study topics such as the influence of health and pri-
vate pensions on retirement, the impact of changing Social Secu-
rity’s age of eligibility provisions, and the impact of the Americans
with Disabilities Act. The Asset and Health Dynamics of the Old-
est-Old study, which follows persons age 70 years and over to ex-
amine the interplay of family and economic resources and late life
health transitions, has completed the first wave of data collection;
analysis is underway.

INTRAMURAL RESEARCH

The Intramural Research Program (IRP) supports research con-
ducted by government scientists in Baltimore, Maryland and at the
NIH Clinical Center, as well as the operation of NIA’s Epidemiol-
ogy, Demography, and Biometry Program and also supports the
post-doctoral training of promising investigators in the intramural
laboratories.

Intervening in aging processes

The causes of aging are complex and involve both environmental
and internal factors that damage molecules, cells, and tissues and
the ability of the host to resist and repair such damage. NIA sci-
entists, using the latest techniques of molecular and cellular biol-
ogy, are making significant progress in elucidating mechanisms
that underlie aging processes and in devising ways to retard and
reverse age associated deficits. Findings and related opportunities
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include the following. (1) A commonly occurring mineral has been
shown to inhibit programmed cell death (apoptosis) of endothelial
cells following removal of growth factors and to improve the
angiogenic response in aged animals. This may be a useful strategy
to restore the growth of blood vessels in degenerative diseases of
aging. (2) Chondrocytes (cells responsible for production of car-
tilage) can be induced to divide in culture by treatment with
growth factors and then stimulated to reform cartilage when in-
jected back into mice. This lays the foundation for cell-based repair
of cartilage defects that are common in age associated disease of
cartilage. (3) NIA scientists developed techniques to measure DNA
damage and its repair in the telomeres (end regions of chro-
mosomes that decay with aging) and recently demonstrated that re-
pair declines with age. (4) The isolation of factors from old animals
that inhibit blood vessel formation and tumor growth is ongoing.
Analysis of spontaneous rat breast tumor cells may yield insights
into the loss of suppressor gene function in the progression of
breast cancer.

Baltimore Longitudinal Study of Aging (BLSA)

The BLSA, begun in 1958, seeks to understand how and why we
age. At this stage of its evolution, health outcomes are accumulat-
ing and participants, now numbering over 1,170, have been fol-
lowed for significant segments of their lives. A BLSA DNA bank is
being established; enabling protocols on apoE risk and protective
factors in cognitive aging and on preferential DNA repair in breast
cancer to proceed. BLSA studies also explore the role of risk factors
for health and longevity, such as obesity, glucose and insulin me-
tabolism, and plasma cholesterol. Each of these has been shown to
continue to play a role into very old age, but the definition of “nor-
mality” for each must be age-specific. Prevention efforts depend
upon accurate definition of risk, and such data are becoming
uniquely available through the BLSA. A ten year BLSA study of
the causes and natural history of prostate cancer, benign prostatic
hyperplasia (BPH) and normal prostatic growth in Caucasian and
African-American men continues. The BLSA perimenopausal study
is an intensive evaluation of 100 Caucasian and 100 African-Amer-
ican women who will be seen four times each year until menses
have ceased for two years or hormone replacement is begun. Age-
matched men, premenopausal women and older postmenopausal
women already enrolled in the BLSA provide contrast groups to as-
sess the separate effects of sex and estrogen status on normal

aging.
Alzheimer’s disease (AD)

The IRP has a focused research program on the etiology, diag-
nosis and treatment of AD. Scientists have shown that overexpres-
sion of mutant forms of the amyloid precursor protein (APP), which
have been implicated in AD, correlates with a reduced rate of cap-
illary tube formation when cells are grown in culture and leads to
enhanced cell death in differentiated neuronal cells. These results
suggest new approaches for AD treatment involving reducing the
expression of APP and intervening in the cell death pathway in-
duced by APP. Also, recent studies suggest that apolipoprotein E
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(ApoE) is a risk factor for AD and that the ApoE4 gene is more fre-
quent in AD patients. IRP scientists are relating ApoE4 genotypes
of BLSA participants to repeated cognitive assessments made over
the past 30 years. As this research continues, ApoE genotypes will
be related to normal and pathological rates of cognitive changes,
especially risks for developing AD.

Vascular disease

The ongoing intramural research on age associated vascular dis-
ease will continue to capitalize on recent advances. These include
the finding that the injury-transformed vascular smooth muscle
cell, which is largely responsible for the vascular blockage in re-
stenosis—renarrowing of an artery following angioplasty or balloon
dilation—is critically dependent on intact microtubule function. In-
tramural scientists have found that taxol, a potent microtubule sta-
bilizing agent, prevents this vascular narrowing by 70-80 percent
in an animal model without significant toxicity. Others are inves-
tigating the potential utility of gene therapy to induce the forma-
tion of new blood vessels and enhance collateral blood flow to com-
promised or damaged heart tissues and to prevent restenosis after
coronary artery angioplasty. “Advanced glycation endproducts”
(AGE) are proteins that accumulate in the blood stream and blood
vessels of diabetic patients and older individuals; these products
interact with specific receptors present on circulating blood and
blood vessel cells. Intramural scientists, in concert with extramural
colleagues, have made a number of recent discoveries that have
fueled a growing excitement about the potential role of this system
as a novel therapeutic target for preventing and alleviating vascu-
lar disease. These include observations suggesting that the signal-
ling pathway activated by this receptor plays an important role in
the progression of all vascular disease and that activation of these
receptors leads to increased intracellular oxidant stress.

Frailty, osteoporosis, hormone replacement and women’s health

Issues of women’s health and well-being command special atten-
tion within the intramural program. Studies are ongoing with mod-
els of postmenopausal osteoporosis to determine the efficacy of an
analog of the common antibiotic tetracycline in preventing acceler-
ated bone loss. A collaborative clinical trial comparing the effects
of growth hormone, sex steroid replacement, and growth hormone
combined with sex steroid in men and women over 65 continues;
it is expected to provide important new data on the risk benefit
ratio of such treatments in older people. Women aged 65-75, treat-
ed for two years with constant oral estrogen/low dose daily
protestin, showed improved bone mineral density, decreased bio-
chemical evidence of bone resorption, a decrease in percent body
fat, increases in lean body mass, and improved cholesterol profiles
compared with BLSA controls. A new study of the interactions of
treatment with growth hormone releasing hormone with and with-
out estrogen replacement therapy on bone biochemistry and micro-
anatomy in osteoporotic women 55-75 years of age has begun. A
National Institute for Nursing Research and NIA study of elderly
patients hospitalized with hip fracture suggests that an aggressive
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nursing intervention during the acute period of hospitalization
could improve function and increase independence at discharge.

Diabetes and other age associated metabolic defects

Metabolic abnormalities, including type II diabetes, are ex-
tremely common in the older population. A major intramural initia-
tive is underway to develop new therapies that are safe and spe-
cific for the control of blood glucose in older diabetic patients to
prevent the disease’s late complications. Molecular approaches are
being used to address the factors responsible for type II diabetes—
an impaired ability of the beta cells of the pancreas to respond to
blood glucose and a decreased insulin responsivity at target tis-
sues—and to elucidate underlying mechanisms. Intramural studies
have shown that specific gut hormones can restore beta cell respon-
siveness in conjunction with glucose and also increase insulin ef-
fects on insulin sensitive tissues. To investigate potential thera-
peutic strategies, studies of the effects of acute and chronic treat-
ments of the pancreatic beta cells with these hormones and their
effects on skeletal muscle, a major site of insulin resistance, are
being pursued. Emphasis is directed to defining further a region of
the insulin receptor that is essential for its activation status to pro-
long insulin’s action. These advances are being aggressively pur-
sued given their promise for opening new therapeutic avenues.

SECTION 3

RESEARCH ADVANCES ON AGING SUPPORTED AND CONDUCTED BY
OTHER NIH INSTITUTES

National Center for Research Resources

Old age is often a slow decline into frailty and dependence. Re-
searchers studying the aging process find that muscles—or lack of
them—play an important role in determining quality of life. Phys-
ical impairment is a major cause of institutionalization in nursing
homes, costing this country billions of dollars each year. An insid-
ious condition called sarcopenia—loss of muscle tissue—seems to be
a strong contributor to physical deterioration. Only recently has it
become apparent that muscle loss begins as early as age 35 and is
much greater than previously thought. Sarcopenia, largely masked
by increases in fat, leads to loss of strength, balance, mobility, and
ultimately independence.

Dr. William J. Evans of the Knoll Physiological Research Center
at Pennsylvania State University, supported by the National Insti-
tute on Aging and the National Center for Research Resources, has
shown that strength training with exercise machines and free
weights in men and women 60 to 98 years old—some in nursing
homes—in many cases doubled or tripled the muscle mass. Al-
though walking, biking, and swimming are healthy exercises, “the
way one prevents or reverses sarcopenia is through resistance exer-
cise, or strength training,” Dr. Evans emphasizes.

National Institute of Neurological Disorders and Stroke

The National Institute of Neurological Disorders and Stroke
(NINDS) is the lead institute for research on a number of nervous
system disorders—such as Parkinson’s disease and stroke—that
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occur with greater frequency in older people. The institute also con-
ducts and supports research on a number of other diseases that
occur more commonly in older people, such as Alzheimer’s disease.

Parkinson’s disease

In 1995, Congress encouraged the NIH to sponsor a research
planning workshop on Parkinson’s disease. This debilitating dis-
ease affects more than 500,000 Americans and causes progressive
symptoms including tremor, muscle rigidity, and immobility that
ultimately lead to total disability and death. Because the disease
most commonly affects people in later life, the number of people
with Parkinson’s disease and the associated costs will grow as the
average age of the American population increases.

In response to this Congressional directive, the Parkinson’s Re-
search Planning Workshop, co-sponsored by NINDS, NIA, NIEHS,
and NIMH, took place August 28-30, 1995. The workshop’s pur-
pose was to bring together key Parkinson’s disease researchers and
experts from other fields to foster new ideas and research direc-
tions that might lead to rapid advances in the understanding and
treatment of the disease.

The workshop discussions centered upon several major themes.
Chief among these was the recognition that both genetic and envi-
ronmental factors are important in understanding Parkinson’s dis-
ease. Many participants also emphasized a need to identify biologi-
cal traits, or biomarkers, that would allow researchers to identify
people at risk for developing Parkinson’s disease, allow earlier di-
agnosis of the disease, and mark its progression. Participants en-
couraged collaboration between basic and clinical scientists. In rec-
ognition of the common themes emerging from research on dif-
ferent diseases, they also called for collaboration with scientists
outside the Parkinson’s field.

The discussions highlighted several key areas for productive in-
vestigation, but Parkinson’s is a complex disease and there is no
definitive cure on the immediate horizon. Improved understanding
of the underlying biology of the disease will lead to better ways of
relieving the symptoms of Parkinson’s patients and ultimately halt-
ing the underlying degeneration of brain cells.

Efforts to locate a gene responsible for some cases of Parkinson’s
disease intensified after the August 1995 workshop. In the fall of
1996, scientists from the NINDS and the NCHGR (now the
NHGRI), in collaboration with researchers from the UMDNdJ-Rob-
ert Wood Johnson Medical School in New Brunswick, New Jersey,
and the Istituto de Scienze Neurologiche in Naples, Italy, pin-
pointed the location of such a gene. Previously, most scientists be-
lieved the disease was due almost exclusively to environmental fac-
tors such as drugs on toxic chemicals, although in most cases, no
environmental cause has been identified. But many people appear
to have an inherited susceptibility to the disease. The significance
of the NIDS/NHGRI finding is that scientists now believe that a
single gene alteration can cause Parkinson’s disease. The next step
will be to find and identify the specific gene involved, which is lo-
cated somewhere within a region of DNA on the long arm of chro-
mosome 4. Learning the gene’s exact location and isolating it may
eventually lead to genetic testing that will enable early diagnosis
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and treatment for all forms of Parkinson’s disease—not only inher-
ited cases, but also those with no familial link. It may also help re-
searchers discover how the disease occurs and how to develop
methods of preventing or curing it.

Stroke

In 1995, about 500,000 Americans suffered a stroke. Of these
strokes, about 80 percent were ischemic, caused by a blood clot that
reduces blood flow to the brain. The remaining 20 percent were
hemorrhagic strokes, caused by bleeding into the brain. Stroke
ranks as the third leading cause of death in the country after heart
disease and cancer, killing about 150,000 Americans each year. The
overall cost of stroke to the nation is estimated to be $30 billion
each year.

In December 1995, NINDS-funded investigators published the re-
sults of a 5-year clinical trial demonstrating that treatment with
the clot-dissolving drug t-PA is an effective emergency treatment
for acute ischemic stroke despite some risk from bleeding. The trial
found that carefully selected stroke patients who received t-PA
treatment within 3 hours of their initial stroke symptoms were at
least 30 percent more likely than untreated patients to recover
from their stroke with little or no disability after 3 months. The na-
tionwide study included more than 600 stroke patients.

The drug t-PA works by dissolving the blood clots that block
brain arteries. Although it had been proven effective in the treat-
ment of heart attack, t-PA’s potential as a treatment for stroke had
been unclear because of an increased risk of brain hemorrhage.
Bleeding into the brain within 36 hours of treatment worsened
strokes in 6.4 percent of those patients in the NINDS trial who re-
ceived t-PA compared to 0.6 percent of those who received placebo.
Overall, however, there were greater numbers of stroke survivors
who were able to live normal lives in the t-PA treated group, lead-
ing the investigators to conclude that the use of t-PA for stroke is
beneficial. Furthermore, the NINDS trial showed lower levels of
brain hemorrhage than previously published stroke trials involving
clot-dissolving drugs.

The investigators agree that substantial efforts by the health
care community will be necessary before t-PA can be used on a
widespread basis. These efforts include intensive public education
about the signs of stroke and the importance of immediate treat-
ment, the organization and training of medical personnel to evalu-
ate and treat stroke patients, as well as planning for the rapid
transport of patients to treatment centers through emergency med-
ical services.

National Institute on Nursing Research

Americans expect to live longer than earlier generations, but
these additional years should be lived well—with health and inde-
pendence intact for as long as possible. Nursing researchers are ex-
ploring interventions with this goal in mind in order to preserve
cognition and the ability to function, and to maintain or improve
quality of life.

The National Institute of Nursing Research (NINR) supports
studies that address these and other health issues of the older pop-
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ulation, including prevention of illness and disability; health pro-
motion strategies; management of the symptoms of chronic dis-
eases, including pain; interventions for family caregivers to help
them maintain their own health as well as that of their ill rel-
atives; and end-of-life care to promote a comfortable death with
dignity.

Among the findings of FY 1995-96 are two that hold promise to
improve older people’s recovery from the effects of immobility and
illness.

Immobility is frequently associated with more serious chronic ill-
nesses, and a preventable secondary effect, pressure ulcers, still oc-
curs too often. These ulcers are caused by constant pressure on the
body’s bony areas, which results in damage and death of skin, mus-
cle and bone tissues. The care of these wounds is quite costly, esti-
mated to the $737 million nationally. Nursing home populations
have benefited from an assessment scale developed by nurse re-
searchers that identifies patients most likely to develop pressure
ulcers within a few days of their entering a nursing home, thus
alerting the staff to the need for immediate preventive action. The
assessment scale has been adapted for use in routine clinical prac-
tice and has been incorporated into the “Guidelines on Pressure Ul-
cers” published by the Agency for Health Care Policy and Research.

Stroke patients usually have low endurance for exercise, al-
though physical activity is thought to be important in the recovery
process. When patients with moderate hemiparesis used an exer-
cise bicycle regularly for 30 minutes 3 times a week for 10 weeks,
they improved not only their aerobic capacity, but also their
sensorimotor function, as measured by such factors as sensation,
balance and awareness of body position. The exercise training also
significantly improved systolic blood pressure. The nursing re-
search findings indicate that patients who have a propensity for in-
creased blood pressure during activity could benefit from an aerobic
exercise program to lower their systolic pressure, thereby reducing
their risk of a future stroke.

National Institute of Environmental Health Sciences

The incidence, prevalence, and severity of many chronic condi-
tions increase with age. As the elderly segment of the U.S. popu-
lation increases, it will be important to understand which condi-
tions are an inevitable consequence of aging and which are due to
cumulative effects of low-dose environmental exposures that could
be prevented. Scientists already know that cancer initiation and
progression is influenced by environmental exposures. It is only be-
ginning to be appreciated that other disease states—cardiovascular
disease, respiratory problems, kidney function impairment—can
also be influenced by involuntary, environmental exposures.

These research needs are being pursued by the National Insti-
tute of Environmental Health Sciences (NIEHS). It is the mission
of the NIEHS to define (1) how environmental exposures affect our
health, (2) how individuals differ in their susceptibility to these ex-
posures, and (3) how these susceptibilities change with age. Some
of the important work at the NIEHS on the environmental compo-
nents of aging-related disorders is described below.
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Cancer. An environmental component for many cancers is clearly
established. Since its inception, the NIEHS has supported work ex-
ploring the connection between environmental exposures and can-
cer risks. This work continues in ongoing investigations into the
risks of lung cancer from household radon exposures and the risks
of breast cancer from a variety of exposures including pesticides,
polychlorinated biphenyls, and other estrogenic compounds. Some
of the most exciting work is being done in linking environmental
risk factors to underlying individual vulnerabilities, such as defec-
tive genetic repair mechanisms or inadequate detoxification mecha-
nisms. This work includes:

Breast Cancer: Isolation to two breast cancer susceptibility
genes, BRCA1 and BRCAZ2, by NIEHS scientists working with non-
Institute research teams.

Prostate Cancer: Studies of a vitamin D receptor gene variant
that showed an association with increased prostate cancer risk.

Urinary Bladder Cancer: An epidemiologic study that showed a
70% increased risk for bladder cancer development in individuals
lacking the gene that codes for the carcinogen detoxification en-
zyme, glutathione transferase M1.

Senescence (“Aging”) Gene: NIEHS scientists are interested in
understanding the processes governing cellular aging, or senes-
cence. An NIEHS laboratory identified the first senescence gene, a
finding with important implication in understanding the molecular
basis of cancer.

Impaired Kidney Function and Lead Exposure: NIEHS-supported
scientists discovered a link between lead exposure and impaired
kidney function. This study showed that even low blood lead levels,
a measure of lead exposure, correlated with significant reductions
in kidney function as measured by serum creatine concentration.
Environmental sources of lead include old paints, lead solder, some
ceramic glazes, and dusts and soils that were contaminated by
automobile exhausts from leaded gasoline. These studies give fur-
ther support to the need to continue these environmental programs
and also provide clinicians with an important diagnostic tool for de-
termining causes for reduced renal functions in patients.

Hypertension and Lead Exposure: High blood pressure, or hyper-
tension, is a leading risk factor for heart disease. A new NIEHS-
supported study identified a potentially important environmental
component of this disease—long-term lead exposure. This finding is
particularly important because lead is an environmental agent
whose exposure can be controlled.

Neurodegenerative Disorders: Neurodegenerative disorders such
as Alzheimer’s and Parkinson’s might well prove to be the con-
sequence of long-term, low-level exposures to environmental com-
pounds. Understanding the environmental components of these dis-
eases is complicated by the fact that individuals probably differ in
their susceptibility to these effects and that there is probably a
long latency period between exposure and disease expression. The
NIEHS is investigating the environmental causes of these diseases,
with particular emphasis on neurotoxic compounds such as metals
and solvents.

Osteoporosis: Osteoporosis is a crippling bone disorder that wors-
ens with age and, in women, accelerates after menopause. NIEHS-
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supported scientists are investigating environmental agents that
could play a role in increasing (e.g., cadmium) or reducing (e.g.,
natural plant estrogens) disease risks. Additionally, work has led
to a reevaluation of current air quality standards to assess their
ability to protect the public’s health. Asthma, a frequently fatal
condition that can persist from childhood, is being intensely studied
by NIEHS-funded scientists who are examining the role of indoor
exposures, including cockroach and dust mite allergens, and the ef-
ficacy of allergen control strategies in reducing asthma attacks.

Environmental Justice: Those least likely to enjoy a long and
healthy life are those who inhabit the bottom rungs of the socio-
economic ladder. A critical research need is to determine if their
health problems are due solely to low income or due in part to the
environmental consequences of low income. These consequences
would include hazardous jobs, lead-contaminated homes, living in
neighborhoods near hazardous waste sites, and water sources con-
taminated by pollutants leaching from landfills. The NIEHS has
provided vigorous leadership in the area of environmental justice
and continues to reach out to disadvantaged communities to under-
stand what unique environmental risks that might face that could
affect their health.

National Institute of Mental Health

In elderly people, major depression may be chronic or recur fre-
quently, and, while their depressive episodes can be treated suc-
cessfully, elderly people are more prone to relapse during continu-
ation therapy than are younger patients. NIMH is conducting a
study of elderly outpatients susceptible to recurrent depression who
are on maintenance treatment after having been successfully treat-
ed for a depressive episode, with the objective of learning how to
identify which patients will benefit from a particular form of main-
tenance psychotherapy after discontinuation of antidepressant
medications. Researchers assessed the subjective sleep quality that
patients had achieved early in their continuation treatment phase
and found that a high percentage of patients who report good sub-
jective sleep quality at this point remained well over the next year,
provi(}iled they also received maintenance psychotherapy once a
month.

The efficiency of vascular function in the brain is increasingly
commanding the attention of researchers interested in diverse fac-
ets of health and illness in older people. Now, and NIMH-funded
investigator has reported that a particular gene product the E—4
type of apolipoprotein, which is a known risk factor for coronary ar-
tery disease, cerebral atherosclerosis, and Alzheimer’s disease also
is more commonly associated with the occurrence of depression in
advanced old age as opposed to depression with an earlier onset
among older patients. This finding sparks particular interest in
light of the fact that depressed, elderly cardiac patients have much
higher rates of mortality than do comparably aged patients who are
not depressed. Further information about apolipoprotein variants
as correlates of, and possibly risk factors for mental disorders in
late life may prove to have implications for tailoring pharmacologic
treatments with an eye toward maximizing treatment effects and
minimizing side effects, or even preventing symptom development.
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The potential import of the finding is buttressed by a separate
NIMH-funded study in which researchers have described a specific
clinical profile of elderly patients with what appears to be a
subtype of depression associated with cerebrovascular disease. This
subtype of depression describes patients whose lack of depressive
thought patterns marks a departure from an otherwise “classic”
presentation of depressive symptoms. If the syndrome of vascular
depression is validated, it may have direct treatment implications.
Animal studies suggest that some antidepressant promote neuro-
logical recovery after cerebrovascular incidents, but others inhibit
recovery.

Research has shown that the apolipoprotein E4 (ApoE4) allele is
a genetic risk factor for both familial and sporadic Alzheimer’s dis-
ease, and it is estimated that up to 65 percent of patients carry
this allele, compared to only 24-31 percent of healthy controls. In
studies with a group of Alzheimer’s disease patients, NIMH-sup-
ported researchers found that there is no correlation between the
ApoE4 “dosage” (number of these alleles in a patient’s DNA) and
the rate of cognitive decline. In a related study, these researchers
also found that this ApoE4 risk factor is associated with increased
behavioral disturbances in Alzheimer’s disease.

National Institute on Deafness and other communication disorders

PSP, Parkinson’s, and Alzheimer’s

Errors in differentiating the diagnosis of individuals with various
neurodegenerative diseases can have serious medical consequences.
For example, progressive supranuclear palsy (PSP), a rare disease,
is often misdiagnosed as the more prevalent Parkinson’s disease
because the two diseases share many motor symptoms and signs.
Because PSP does not respond to medications for Parkinson’s dis-
ease, the misdiagnosis can delay appropriate intervention. Re-
search has revealed that testing of the sense of smell may be useful
in the differential diagnosis of individuals in the early stages of
PSP. PSP patients perform well on smell identification tests,
whereas Parkinson’s disease patients perform poorly. Further, the
applications of contemporary imaging and molecular biologic tech-
niques to biopsies of olfactory sensory tissue may prove useful in
the early diagnosis of brain diseases, such as Alzheimer’s disease,
in which the olfactory neurons are the only affected neural tissue
that can be readily obtained from living patients.

Hearing aid developments

National Institute of Deafness and Communication Disorder
(NIDCD) scientists funded through the Small Business Innovation
Research program have made progress in alleviating ringing “feed-
back,” a common complaint of many hearing aid users. By phys-
ically delivering sound deeper into the ear canal via improved hear-
ing aid shell designs, hearing aid users experience less feedback
and reduced occlusion effects, a common complaint of hearing aid
users described as “hollowness” or a feeling of “talking inside a bar-
rel.”
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Voice Disorders Associated with Parkinson’s Disease

Of the 1.5 million individuals with the progressive neurogenic
disorder Parkinson’s disease, at least 89% have a breakdown in
their ability to speak. The long-term goals of one study are to
evaluate the efficacy of a model of behavioral voice treatment for
these patients and to examine the physiologic and neural mecha-
nisms underlying voice and speech changes that occur during treat-
ment or with progression of the disease. Preliminary analysis indi-
cates beneficial increases in movement of the vocal folds and im-
proved stability of the voice accompanying treatment. To further
assess the underlying changes associated with successful treat-
ment, a number of patients with Parkinson’s disease are being
evaluated for variables in speech physiology such as vocal loudness,
voice quality, and speech intelligibility. All of these measures im-
prove significantly after treatment that focused on the voice. In
most cases, these posttreatment improvements were maintained for
one to two years without additional treatment. After voice treat-
ment, patients reported that they spoke more often and had more
confidence because people could now understand