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LETTER OF TRANSMITTAL

U.S. SENATE,
SPECIAL COMMITTEE ON AGING
Washington, DC, 2004.

Hon. Dick CHENEY,
President, U.S. Senate,
Washington, DC.

DEAR MR. PRESIDENT: Under authority of Senate Resolution 66
agreed to February 26, 2003, I am submitting to you the annual
report of the U.S. Senate Special Committee on Aging, Develop-
ments in Aging: 2001 and 2002, volume 2.

Senate Resolution 4, the Committee Systems Reorganization
Amendments of 1977, 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 2001 and 2002 by the
Congress, the administration, and the U.S. Senate Special Com-
mittee on Aging, which are significant to our Nation’s older citi-
zens. It also summarizes and analyzes the Federal policies and pro-
grams 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,
LARRY CRAIG, Chairman.
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Mr. CRAIG, from the Special Committee on Aging,
submitted the following

REPORT

REPORT FROM FEDERAL DEPARTMENTS AND AGENCIES
ITEM 1—AGRICULTURE

U.S. Department of Agriculture (USDA) agencies assist older
Americans through a number of programs in areas such as hous-
ing; community facilities and services; health care; food safety edu-
cation; food assistance; diet, nutrition, and health research; and use
of information technology for lifelong learning. These agencies and
their programs are highlighted below.

RURAL HOUSING SERVICE

Programs of USDA’s Rural Housing Service (RHS) of interest to
older people and their families include those dealing with housing,
community facilities, and rural economic development.

MULTI-FAMILY HOUSING

USDA’s Rural Housing Service offers several programs that pro-
vide funding for rental properties intended for very low-, low-, and
moderate-income rural residents. More than $11.9 billion in sub-
sidized credit has been provided to developers of affordable rental
housing. Two programs serve older American communities: the Sec-
tion 515 Rural Rental Housing program and the Section 538 pro-
gram.

The Section 515 Rural Rental Housing (RRH) program was im-
plemented in 1962 by the signing of the Senior Citizen Housing Act
of 1962 (Public Law 87-723). The purpose of this program is to pro-
vide affordable rental housing for rural families and older people
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who have very low to moderate incomes. The RRH program also
provides funds to build congregate housing and group homes, recog-
nizing that the housing needs of older Americans change as they
get older. Properties built for older Americans typically contain
community rooms where the delivery of services at the property
may be accomplished. In most instances, the Section 515 RRH pro-
gram is responsible for the bulk of affordable rental housing in
small towns. The program allows older Americans the opportunity
to remain in their communities, close to family and friends.

In fiscal year (FY) 2002, RHS provided more than 176,000 rental
assistance units for older Americans, and funding for renewals of
rental assistance for older Americans exceeded $225 million. A
total of 72 new rental assistance units were available in FY 2002
to older Americans.

RHS continues to increase outreach efforts to aid rural older
Americans. An existing Memorandum of Understanding with the
Administration on Aging currently is being amended to put greater
emphasis on ensuring that the physical, mental, and emotional
needs of older Americans residing in Multi-Family Housing com-
plexes are met.

The Multi-Family Housing section also appreciates the site man-
agers of the complexes that are in the portfolio. Each year in both
the family and elderly categories, site managers are nominated for
the Site Manager of the Year award. In FY 2002, because of a tie,
two site managers of elderly complexes received this award. The se-
lection is based upon tenant satisfaction with the manager; the
curb appeal of the property; accurate and complete record keeping,
with no incidents of noncompliance; and whether the actions of the
manager are consistently above and beyond what is required.

The Section 538 program was first authorized in 1996. It pro-
vides guarantees to private and public lenders for loans made to
developers of rental housing in rural areas. The program does not
have deep tenant subsidies, and therefore the primary beneficiaries
are low- and moderate-income rural residents. A significant seg-
ment of seniors has incomes that are too high for many affordable
housing programs, yet too low to access market rate housing in ap-
preciating markets. The Section 538 program provides a solution to
this problem.

In June 2001, the Agency entered into a Memorandum of Under-
standing with Freddie Mac, allowing Freddie Mac to partner in the
development of a secondary market for the program. To date, the
program has guaranteed funds to partner in the development of
2,285 units, with another 4,261 expected to be built.

COMMUNITY FACILITIES DIRECT LOAN PROGRAM

The Community Facilities Direct Loan Program provides loans to
public bodies, Indian tribes, and nonprofit corporations to assist eli-
gible rural communities in providing essential community facilities
and services to citizens. Many of these loans provide facilities and
services to older rural Americans. Funded projects that primarily
provide assistance to older Americans are listed below.

In 2001, the Agency provided direct loan financing for:
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Ten nursing homes, totaling $23,283,600
Twenty-two assisted living facilities, totaling $13,650,600
Twenty-one hospitals, totaling $32,206,700
Eight rehabilitation centers, totaling $3,233,650
Five medical office buildings, totaling $3,972,000
Three adult day care centers, totaling $492,300

¢ Six special transportation vehicles, totaling $1,164,880
In 2002, the Agency provided direct loan financing for:

e Ten nursing homes, totaling $14,453,000
Seventeen assisted living facilities, totaling $9,786,500
Twenty-two hospitals, totaling $50,500,150
Two rehabilitation centers, totaling $3,325,000
Eight medical office buildings, totaling $8,518,700
Four adult day care centers, totaling §610,970
Two special transportation vehicles, totaling $551,000

COMMUNITY FACILITIES GRANT PROGRAM

The Community Facilities Grant Program makes grants to eligi-
ble public bodies, Indian tribes, and nonprofit applicants to assist
in providing essential community facilities and services to resi-
dents. These are made as both stand-alone grants and in coordina-
tion with direct loans. Funded projects that primarily provide as-
sistance to older Americans are listed below.

In 2001, the Agency provided grant funds for:

e Five nursing homes, totaling $295,410
e Five assisted living facilities, totaling $474,970
e Eight hospitals, totaling $741,180
e One rehabilitation center for $52,700
e Three medical office buildings, totaling $707,500
e Four adult day care centers, totaling $128,650
Thirteen special transportation vehicles, totaling $379,650
In 2002, the Agency provided grant funds for:
e Four assisted living facilities, totaling $172,900
e Eleven hospitals, totaling $692,420
e Three rehabilitation centers, totaling $209,770
e Three medical office buildings, totaling $2,761,400
[ ]
[ ]

Six adult day care centers, totaling $285,605
Five special transportation vehicles, totaling $95,470

COMMUNITY FACILITIES GUARANTEED LOAN PROGRAM

The Community Facilities Guaranteed Loan Program provides
loan guarantees on loans provided by other lenders to eligible pub-
lic entities, Indian tribes, and nonprofit applicants to finance essen-
tial community facilities and services in eligible rural areas. Guar-
anteed loan projects of substantial interest to aging Americans are
listed below.

In 2001, the Agency provided loan guarantees for the following:

e Five nursing homes, totaling $8,520,000
e Nine assisted living facilities, totaling $7,657,000
e Ten hospitals, totaling $22,850,000
e One rehabilitation center for $650,000
e Two medical office buildings, totaling $800,000
In 2002, the Agency provided loan guarantees for the following:
¢ Four nursing homes, totaling $2,475,000
e Four assisted living centers, totaling $3,945,000
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e Eight hospitals, totaling $12,821,815
e Two rehabilitation centers, totaling $400,000
e Three medical office buildings, totaling $1,791,750

ECONOMIC IMPACT INITIATIVE GRANT PROGRAM

The Economic Impact Initiative Grant Program is a special allo-
cation program that provides grants to eligible rural areas with ex-
treme economic depression. Extreme economic depression is defined
as a community having a Department of Labor “not employed” rate
of 19.5 percent or greater. Eligible applicants compete nationally
for funds. Those funded projects that primarily affect older Ameri-
cans are listed below.

In 2001, the Agency provided funds for:

Two nursing homes, totaling $263,000

e One boarding home for the elderly for $402,210

e Two assisted living facilities, totaling $417,000

e One hospital, totaling $50,000
[ ]
[ ]

One medical office building for $591,000
One food preparation distribution center for $75,000
e One planning grant for a nursing home of $16,500

In 2002, the Agency provided funds for:
Two assisted living facilities, totaling $133,900
Four hospitals, totaling $345,000
Two medical office buildings, totaling $2,661,400
Four adult day care centers, totaling $265,605
Two food preparation distribution centers, totaling $71,600

SPECIAL DISASTER COMMUNITY FACILITIES LOAN AND GRANT
PROGRAMS (LIMITED TO AREAS OF NORTH CAROLINA AFFECTED BY
HURRICANES DENNIS, FLOYD, AND IRENE)

Under a special funding allocation, the Agency provided direct
loans and grants to assist in rebuilding eligible rural communities
in North Carolina damaged by Hurricanes Dennis, Floyd, and
Irene. The funded projects that assisted aging Americans in rural
North Carolina are listed below.

In 2001, the Agency made loans and grants as follows:

e One nursing home grant for $8,000

e Four hospital loans totaling $7,609,500 and three grants
totaling $440,000

e Two adult day care loans totaling $235,000 and one grant
for $20,000

e One special transportation vehicle loan for $62,180 and
three grants totaling $80,250

In 2002, the Agency made loans and grants as follows:

e One hospital grant for $87,500

e One rehabilitation loan for $2,725,000 and one grant for
$200,000

e One medical office building loan for $886,000 and one
grant for $100,000

RURAL COMMUNITY DEVELOPMENT INITIATIVE-HOME-BASED HEALTH
CARE COOPERATIVE PROJECT

The Community Programs section is offering a new home health
care demonstration program, currently under development, to en-
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courage the establishment of home health care provider coopera-
tives. The goal of the program is to promote the creation of home
health care service models that will improve working conditions for
service providers, increase workforce stability, and establish new
ideas for home health care services.

Part One of the project is for preplanning grants to promote and
develop home health care provider cooperatives. These grants will
be awarded to eligible nonprofit organizations and public bodies.
Competition will be at the national level.

Part Two of the project is for grants to establish and fund revolv-
ing loans that will be awarded to eligible nonprofit organizations
or public bodies to provide technical assistance to preplanning
grantees and the cooperatives created from this program. The
grantees also will process and administer revolving loans to these
cooperatives for their start-up and operating costs. Competition will
occur at the national level.

SINGLE FAMILY HOUSING

RHS offers a grant program exclusively for homeowners over the
age of 62 to help them make essential repairs to their homes. The
Section 504 Home Repair grant program began serving elderly,
limited-income households in 1950. Since that time, the program
has provided more than one-half billion dollars to allow more than
130,000 older rural Americans to remain in their own-decent-
homes.

Section 504 grant funds may be used only to pay for essential re-
pairs or improvements that remove health and safety hazards or
improve access. Eligible homeowners must live in an eligible rural
area and must have a Very Low Income (less than 50 percent of
the median for the area). They must be unable to afford a loan
from RHS or other sources. Funds are most often used for replacing
roofs, updating unsafe electrical systems, installing furnaces, and
providing features such as wheelchair ramps and easily accessible
bathrooms.

The program provides assistance to rural residents with great
need who are often seeking help for the first time. The average in-
gsome of households receiving grants in FY 2002 was less than

8,900.

Women and minorities receive a substantial share of the Section
504 grants. More than two-thirds (69.3 percent in FY 2001, the lat-
est year for which data are available) of the grantees are women.
Many are widowed. A total of 38 percent of those receiving grants
in FY 2002 were minorities. This compares to a rural minority pop-
ulation of 13.2 percent. (Note: This is based on the U.S. Census Bu-
reau definition of “rural.” “Minority” includes all persons, except
those “white, not Hispanic or Latino,” as reported by Census 2000.)

FOOD SAFETY AND INSPECTION SERVICE

USDA’s Food Safety and Inspection Service (FSIS) provides food
safety education and advice that is designed to address the needs
and concerns of older Americans. A variety of educational ap-
proaches are used to reach this group.
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EDUCATIONAL PROGRAM FOR SENIORS

In 2001 and 2002, the Food Safety and Inspection Service contin-
ued distribution of a unique consumer publication and companion
video tailored to the needs of seniors. Developed jointly with the
Food and Drug Administration, “To Your Health, Food Safety for
Seniors” targets behaviors most likely to result in foodborne illness
in seniors. It also provides basic information on safe food handling,
il}llcluding refrigerator storage charts and cooking temperature
charts.

The four-color, 17-page publication is printed in large (14-point)
type and is designed to be read easily by older eyes. The format
and presentation were developed with guidance from AARP and
the National Institutes of Health.

Since its release in 2000, approximately 500,000 copies of this
publication and 50,000 copies of the video have been distributed.
The document also is accessible on the Internet (http:/
www.foodsafety.gov/fsg/sr2.html). Printed copies are available in
Spanish.

ONGOING FOOD SAFETY ADVICE FOR SENIORS

To help communicate the importance of safe food handling for
seniors, all news releases issued by FSIS include a boxed feature
with safe food handling advice for at-risk audiences. The Food Safe-
ty Education staff also develops special features and fact sheets de-
signed to help educate seniors about safe food handling. These ma-
terials can be accessed on the Internet (http:/www.fsis.usda.gov/
OA/pubs/consumerpubs.htm).

COOPERATIVE STATE RESEARCH, EDUCATION, AND
EXTENSION SERVICE

The Cooperative State Research, Education, and Extension Serv-
ice (CSREES) has provided $4.5 million to fund a project that rep-
resents the first multi-site, long term study to document- concur-
rently-the safety, effectiveness, and optimal dosage of soy
isoflavone supplementation to prevent bone loss in postmenopausal
women. The project will provide consumers and their primary care
physicians with science based information to enable them to make
an informed decision on the use of a dietary supplement to prevent
osteoporosis. Preventing osteoporosis will, in turn, help to reduce
health care costs.

With approximately 20 million American women already afflicted
with osteoporosis and approximately 76 million baby boomers
reaching 50, the total cost of U.S. health care is projected to sur-
pass $16 trillion in 2030. This phenomenal health care cost is driv-
en largely by the expense of caring for older Americans who have
lost the ability to live independently. Osteoporosis is among the
major causes of loss of independence.

Although hormone replacement therapy has been shown to be ef-
fective in reducing the risk of bone fracture, prolonged usage has
been documented to increase the risks of breast -cancer,
endometrial cancer, and ovarian cancer. Soy isoflavones, with
chemical structures similar to specific estrogen receptor modulators
such as tamoxifen, have been shown to reduce bone loss in short
term studies.
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Over the last 4 years, CSREES has supported studies of the pre-
vention of degenerative diseases typically experienced by older
Americans. A pair of projects at Kansas State University and one
at the University of Maryland focused on the eye. Two projects
tested the theory that increased antioxidant consumption reduces
the incidence of age-related macular degeneration. The other exam-
ined how the eye repairs itself with an enzyme, protein kinase C
gamma. This work has important implications for persons with dia-
betes, who are at increased risk of cataracts and blindness.

Seniors in rural communities, where health resources are grow-
ing scarcer, are doing online assessments of their personal health
situations. This Internet-based research helps seniors compare
health behaviors identified by the U.S. Department of Health and
Human Services with self-administered health profiles using the
Internet. The research project is being supported by CSREES and
the National Library of Medicine, working with State and local Co-
operative Extension educators and 4 H youth who help seniors use
the Internet-based health assessment and outreach system
CyberHealth as well as with CyberSeniors.org. Early results sug-
gest that senior and youth health behaviors are being influenced
positively by participation in CyberHealth training.

A program called CyberSeniors CyberTeens, sponsored by USDA,
has helped thousands of seniors learn to use information tech-
nology to improve family communications and to provide access to
lifelong learning through the Internet. The initial program origi-
nated with youth teaching seniors. Now 20,000 seniors and youth
make up Tech Teams that teach others in their communities to
learn to use computers and the Internet. CSREES has provided na-
tional leadership to public-, private-, and nonprofit-sector partners,
with “tech-savvy” 4 H members in 21 States and American Samoa.
National 4 H, USDA, the Department of Health and Human
Services, the Department of Veterans Affairs, AARP, and
CyberSeniors.org have partnered to build the CyberSeniors
CyberTeens Intergenerational CyberSkills partnership.

CSREES supported a “Nutrition and Health Information Survey”
that was pilot tested, administered, and analyzed by the Pennsyl-
vania State University Survey Research Center to assess (1) how
nutrition and health resources and information reach the elderly in
Appalachia and (2) attitudes of elderly persons toward nutrition/
health and nutrition/health education. The information from this
venture soon will be presented in national nutrition/health con-
ferences for consideration by similar communities. This information
also will be offered for publication in food, nutrition, and health
journals.

AGRICULTURAL MARKETING SERVICE

The Agricultural Marketing Services facilitates the accessibility
of agricultural products to older Americans by promoting and de-
veloping wholesale, collection, farmers, and direct markets. The
support provided for these markets has made fresh, nutritious
foods available in communities where older Americans previously
have not had access to such products. The number of farmers mar-
kets has increased from 1,755 in 1994 to more than 3,147 in 2003.
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ECONOMIC RESEARCH SERVICE

The Economic Research Service (ERS) identifies research and
policy issues relevant to the elderly population from the perspective
of rural development. Ongoing research looks at demographic and
socioeconomic characteristics of the older population by rural-urban
residence. Current research examines rural-urban differences in
health and access to health care for the elderly, based on data from
the Current Population Survey and National Health Interview Sur-
vey. In the past year, ERS participated in the Interagency Forum
on Aging-Related Statistics and reviewed proposals for the Office of
Rural Health Policy’s Rural Health Analytic Research Center Coop-
erative Agreement Program.

PUBLICATIONS ON THE ELDERLY IN RURAL AMERICA

ERS released the following publications on issues faced by older
Americans in rural America:

Fugitt, Glenn V., Calvin L. Beale, and Stephen J. Tordell. “Re-
cent Trends in Older Population Change and Migration for
Nonmetro Areas, 1970-2000.” Rural America, Volume 17, Issue 3,
Fall 2002, pp. 11-20.

Gale, Fred. “The Graying of the Farm Sector: The Legacy of Off-
Farm Migration.” Rural America, Volume 17, Issue 3, Fall 2002,
pp- 28-31.

Reeder, Richard J. and Samuel Calhoun. “Federal Funding in
Nonmetro Elderly Counties.” Rural America, Volume 17, Issue 3,
Fall 2002, pp. 20-27.

Rogers, Carolyn C. “Implications of Medicare Restructuring for
Rural America.” Rural America, Volume 17, Issue 2, Summer 2002,
pp. 37-43.

Rogers, Carolyn C. “Rural Health Issues for the Older Popu-
lation.” Rural America, Volume 17, Issue 2, Summer 2002, pp. 30—
36.

Rogers, Carolyn C. “The Older Population in 21st Century Rural
America.” Rural America, Volume 17, Issue 3, Fall 2002, pp. 2-10.

ERS also conducts research on policy issues relevant to the food
choices, health, and nutrition of the elderly population. Current re-
search identifies the dietary needs of older Americans, the changes
in food consumption and expenditure that will arise from an aging
population, food safety risks faced by the elderly, and ways in
which USDA’s food and nutrition assistance program can better
serve older Americans.

PUBLICATIONS ON DIET, HEALTH, AND NUTRITION ISSUES

ERS released the following publications on diet, health, and nu-
trition issues faced by older Americans:

Blisard, Noel, Biing-Hwan Lin, John Cromartie, and Nicole
Ballenger. “America’s Changing Appetite: Food Consumption and
Spending to 2020.” FoodReview, Volume 25, Issue 1, Spring 2002,
pp- 2-9.

Buzby, Jean C. “Older Adults at Risk of Complications from Mi-
crobial Foodborne Disease.” FoodReview, Volume 25, Issue 2, Sum-
mer/Fall 2002, pp. 30-35.
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Cromartie, John C. “Population Growth and Demographic
Change, 1980-2020.” FoodReview, Volume 25, Issue 1, Spring 2002,
pp. 10-12.

Guthrie, Joanne and Biing-Hwan Lin. “Overview of the Diets of
Lower and Higher Income Elderly and Their Food Assistance Op-
tions.” Journal of Nutrition Education and Behavior, Volume 34,
March-April 2002, pp. S31-S41.

Guthrie, Joanne F. and Biing-Hwan Lin. “Older Americans Need
to Make Every Calorie Count.” FoodReview, Volume 25, Issue 2,
Summer/Fall 2002, pp. 8-13.

Harris, J. Michael and Noel Blisard: “Food Spending and the El-
derly.” FoodReview, Volume 25, Issue 2, Summer/Fall 2002, pp. 14—
18.

Nord, Mark. “Food Security Rates are High for Elderly House-
holds.” FoodReview, Volume 25, Issue 2, Summer/Fall 2002, pp.
19-24.

Rogers, Carolyn C. “America’s Older Population.” FoodReview,
Volume 25, Issue 2, Summer/Fall 2002, pp. 2-7.

Wilde, Parke and Elizabeth Dagata: “Food Stamp Participation
by Eligible Older Americans Remains Low.” FoodReview, Volume
25, Issue 2, Summer/Fall 2002, pp. 25-29.

FOOD AND NUTRITION SERVICE

USDA’s Food and Nutrition Service (FNS) addresses the needs of
older Americans and their families through a number of programs,
including the Food Stamp Program, the Commodity Supplemental
Food Program, the Food Distribution Program on Indian Reserva-
tions, the Child and Adult Care Food Program, The Emergency
Food Assistance Program, the Nutrition Services Incentive Pro-
gram, and the Senior Farmers’ Market Nutrition Program. Each is
summarized briefly below.

FOOD STAMP PROGRAM

The Food Stamp Program (FSP) provides monthly benefits to
help low-income families and individuals purchase a more nutri-
tious diet. In FY 2002, $18 billion in food stamps was provided to
a monthly average of 19 million persons.

Households with elderly members accounted for approximately
19 percent of the total food stamp caseload. However, since these
households were smaller, on average, and had relatively higher net
income, they received only 7 percent of all benefits issued.

The FSP has been at the forefront of efforts to reduce hunger
and food insecurity among the elderly. Key accomplishments are
highlighted below.

Program Changes in the Farm Bill To Benefit the Elderly

During FY 2002, the Farm Bill (P.L. 107-171) reauthorized and
made several changes to the FSP that will help elderly partici-
pants. The most direct benefit to the elderly came through the res-
toration of eligibility to disabled legal immigrants and all legal im-
migrants in the country for at least 5 years. A number of important
changes, such as simplification of income deductions, will help all
participants, including the elderly. Other provisions, such as $5
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million grants for access and outreach and having applications on
the Internet, will help to improve access for elderly people.

One-Stop Application Demonstrations for Supplemental Security In-
come (SSI) and FSP Participants

FNS continues to work closely with the Social Security Adminis-
tration (SSA) to meet the legislative objectives of the Combined Ap-
plication Project (CAP) for SSI households. The CAP demonstra-
tions improve the delivery of food assistance to the elderly and dis-
abled by streamlining the food stamp application process for recipi-
ents of SSI. The initial CAP project, the South Carolina Combined
Application Project (SCCAP), was implemented in 1995 and still is
in operation. Under the demonstration, one-person SSI households
have their eligibility for food stamps and their benefit amounts de-
termined by automatic utilization of data collected by SSA during
the SSI interview. This information is transferred electronically to
the State food stamp office through SSA’s State Data Exchange
system. If the individual is determined eligible for SSI, a food
stamp case is opened automatically for that person. Individuals,
therefore, do not need to file a separate food stamp application or
have any contact with the food stamp office. A recent evaluation of
SCCAP indicates that the demonstration has been successful in in-
creasing food stamp participation among the elderly.

In 2001, FNS and SSA expanded the CAP demonstration to two
additional States, Mississippi and Washington. A year later (Sep-
tember 2002), Texas implemented a variation of CAP-a Special Nu-
trition Assistance Project focusing on outreach. SSI applications
are not automatically certified for food stamps based on their SSI
data. Rather, the State agency uses SSA data to identify individ-
uals who are receiving SSI but who are not participating in food
stamps and provides them with streamlined food stamp application
procedures (e.g., shortened application and no face-to-face inter-
view).

In December 2002, FNS and SSA began working on further ex-
panding the number of State agencies operating CAP demonstra-
tions. On December 31, 2002, plans were announced to expand the
standard CAP projects to three additional States over the next
year. In addition to these three, as many States as possible will be
allowed to operate the modified version used in Texas.

Pilots of Alternative Approaches To Improve Service to Elderly
Participants

Approximately $2 million in grants was awarded in 2001 to six
State food stamp agencies (Florida, Maine, Michigan, Arizona, Con-
necticut, and North Carolina) to conduct elderly nutrition pilot
projects. The purpose of these pilots is to test three different ap-
proaches to eliminate barriers to participation in the FSP by eligi-
ble persons age 60 years and older.

The three approaches are: (1) simplification of eligibility and ben-
efit determination rules, (2) one-on-one assistance with the applica-
tion process, and (3) an optional commodity alternative that pro-
vides a monthly food package instead of food stamps. The pilots
began operating in FY 2002 and will run until the end of FY 2004.

Mathematica Policy Research is evaluating the pilots independ-
ently under a contract with the Economic Research Service. Early
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findings suggest that participation increased in the two pilots that
began in early FY 2002. In the Florida counties testing the sim-
plified rules approach, elderly participation grew by over 5 percent,
adjusting for trends in comparison counties. In the Maine site test-
ing the application assistance approach, elderly participation in-
creased 29 percent over the comparison county.

Enhanced Efforts To Reach Elderly People as Part of Broader
Access and Outreach Initiatives

FNS has a wide range of efforts underway, including:

e Development of a guide, “Help for the Elderly and Dis-
abled: A Primer for Enhancing the Nutrition Safety Net for the
Elderly and Disabled,” which was distributed to appropriate
agencies and organizations. The purpose of this guide is to (1)
assist State policymakers and others in understanding the spe-
cial rules embedded in the Food Stamp Act of 1977 (as amend-
ed) and the FSP regulations for elderly and disabled individ-
uals, (2) assist States and others in identifying participation
barriers that elderly and disabled people face in seeking nutri-
tion assistance through the FSP, and (3) assist States and oth-
ers in identifying possible outreach activities available to in-
crease participation among elderly and disabled people.

e An educational campaign with the theme of “Food Stamps
Make America Stronger” to increase awareness of the FSP
among target audiences, including the elderly. Bilingual post-
ers and fliers, some featuring elderly persons, are available
free via an easy-to-use online ordering form. CD-ROMs also
are available for local organizations that wish to customize the
materials for their community.

e A bilingual toll-free information number (1-800-221—
5689), which is available 24 hours a day. Callers are sent a
packet of information about the program and are connected to
State toll-free numbers, if available, for more detailed informa-
tion.

e Award of $3 million in research grants in January 2001
and $5 million in September 2002 to improve FSP access
through partnerships and new technology. The purpose of the
grants is to explore various strategies to reach potentially eligi-
ble households and to educate people eligible for food stamps
who are not currently participating in the FSP about the bene-
fits of the program and how to apply for these benefits. One
of the target populations for these grants is the elderly.

COMMODITY SUPPLEMENTAL FOOD PROGRAM

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
and breastfeeding women; and elderly people (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 exceeded those needed to serve
women, infants, and children. In FY 2002, nearly $71 million was
spent on the elderly component.
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About 72 percent of total program spending provides supple-
mental food to more than 350,000 elderly participants a month.
Older Americans are served by 23 of the 23 eligible State agencies.

FOOD DISTRIBUTION PROGRAM ON INDIAN RESERVATIONS

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.

Approximately $26 million of total costs went to households with
at least one elderly person in FY 2002. (This figure was estimated
using a 1990 study that found that approximately 39 percent of
FDPIR households had at least one elderly individual.)

The program serves approximately 43,000 households with elder-
ly participants per month.

CHILD AND ADULT CARE FOOD PROGRAM

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 that provide child or adult care. The program enables child
and adult care institutions to integrate a nutritious food service
with organized care services.

The adult day care component permits adult day care centers to
receive reimbursement for 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 FY 2002, $57 million was spent on the adult
day care component.

Under the adult day care component of CACFP, nearly 45 million
meals and supplements were served to more than 82,000 partici-
pants per day in FY 2002.

In 1993, the National Study of the Adult Component of CACFP
was completed. Some of the major findings of the study include the
following:

e Overall, about 31 percent of all adult day care centers par-
ticipate in CACFP; about 43 percent of centers eligible for the
program participate.

e CACFP adult day care clients have low incomes; 84 per-
cent have incomes of less than 130 percent of the Federal pov-
erty guidelines.

e Many participants 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.

THE EMERGENCY FOOD ASSISTANCE PROGRAM

The Emergency Food Assistance Program (TEFAP) provides nu-
trition assistance in the form of commodities to emergency feeding
organizations, including food pantries, which distribute food to low-
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income households for household consumption and to soup kitch-
ens, which provide meals to low-income households.

In FY 2002, Congress appropriated $150 million for TEFAP-$100
million for commodities and $50 million for administrative support
for State and local agencies.

A follow-up study on clients of TEFAP providers estimated that
in 2001, approximately 25 percent of the 4.3 million households re-
ceiving food from food pantries contained an elderly member. Of
the 1.1 million individuals served by soup kitchens, 15 percent
were elderly.

NUTRITION SERVICES INCENTIVE PROGRAM

The Nutrition Services Incentive Program (NSIP) rewards effec-
tive performance by States and Tribal organizations in the efficient
delivery of nutritious meals to older individuals through the use of
cash or commodities. As amended by the Older Americans Act of
2000, the NSIP is the new name for USDA’s cash or commodity
program, formerly known as the Nutrition Program for the Elderly.

The NSIP is based on a new formula grant rather than the old
reimbursement model. Under the 2000 amendments, the NSIP
cash or cash and commodity allocation to a State agency on aging,
or to a Tribal organization, is based on the number of meals actu-
ally served in the previous year in relation to the total number of
meals actually served by all States or Tribes in the previous year.

The Consolidation Appropriations Act (2003) amended the Older
Americans Act of 1965 to transfer program appropriations for
NSIP, as well as the responsibility for the allocation of resources
in the program, from USDA to the U.S. Department of Health and
Human Services. However, the legislation still allows participating
NSIP local agencies to choose to receive all or part of their alloca-
tions in USDA commodities. USDA remains responsible for the or-
dering, purchase, and delivery of commodities to these agencies.

In FY 2001, USDA provided reimbursement for an average of 21
million meals a month at a cost of almost $150 million.

SENIOR FARMERS’ MARKET NUTRITION PROGRAM

The Senior Farmers’ Market Nutrition Program (SFMNP) is a
new program in which grants are provided to States, United States
territories, and Federally recognized Indian tribal governments to
provide low-income seniors with coupons that can be exchanged for
eligible foods (fresh, nutritious, unprepared, locally grown fruits,
vegetables, and herbs) at farmers’ markets and roadside stands
and through community-supported agriculture programs. The
SFMNP also is intended to increase the consumption of agricul-
tural commodities by expanding, developing, or aiding in the devel-
opment and expansion of domestic farmers’ markets, roadside
stands, and community-supported agriculture programs.

State agencies were awarded grants through the competitive
grant process when the SFMNP was begun as a pilot program in
FY 2001 and in FY 2002. The SFMNP was given permanent status
under Public Law 107-171, the Farm Security and Rural Invest-
ment Act of 2002, and the USDA Food and Nutrition Service is
now developing regulations to establish the SFMNP as one of the
agency’s permanent nutrition assistance programs. This legislation
also earmarks an annual $15 million out of Commodity Credit Cor-
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poration (CCC) funds for FY 2003—2007 and gives the Department
of Agriculture authority to develop program regulations.

In FY 2002, just over 500,000 seniors received and used SFMNP
coupons to purchase eligible foods at authorized farmers’ markets
and roadside stands and through community-supported agriculture
programs. In FY 2002, eligible foods were available from more than
10,000 farmers at 1,500 farmers’ markets and 1,000 roadside
stands as well as through more than 200 community-supported ag-
riculture programs.

Nutrition education, also an important component of the
SFMNP, is provided in a variety of forms to all program recipients.

CENTER FOR NUTRITION POLICY AND PROMOTION

During calendar years 2001 and 2002, Center for Nutrition Pol-
icy and Promotion (CNPP) staff participated in a number of re-
search activities related to the elderly. In particular, this research
focused on diet quality, hydration status, physical activity, and
health-related issues of aging.

The following is a list of publications (P) and presentations (PR)
prepared by CNPP staff to report this research:

2001

Gerrior, S.A. "Fat Intake and Anthropometric Measures of Phys-
ically Active Older Women.” American College of Sports Medicine
Annual Meeting, Baltimore, MD. May 2001. (PR)

Gerrior, S.A. “Body Composition and Nutrient Intake of Older
Male Exercisers.” SCAN (Sports, Cardiovascular and Wellness Nu-
tritionists) Annual Conference, Washington, DC. July 2001. (PR)

2002

Basiotis, P.P., Carlson, A., Gerrior, S.A. Juan, W.Y., and Lino, M.
(Authors in alphabetical order.) (2002). “The Healthy Eating Index:
1999-2000.” U.S. Department of Agriculture, Center for Nutrition
Policy and Promotion, CNPP-12. December 2002. (Section on peo-
ple over 50 years of age.) (P)

Gaston, N., and Munroe, S.G. “Directory of Nutrition and Aging
Web Sites.” Journal of Nutrition Education and Behavior 34: Sup-
plement 1; S59-S64 March/April 2002. (P)

Gerrior, S.A. “The Nutrient and Anthropometric Status of Phys-
ically Active and Inactive Older Adults.” Journal of Nutrition Edu-
cation and Behavior 34: Supplement 1; S5-13 March/April 2002.
(P)

Gerrior, S. “Dietary Intake and Physical Activity in Women:
Changes with Age.” Annual Meeting of the Society for Nutrition
Education, St. Paul, MN. July 2002. (PR)

Hiza, H.A.B, and Juan, W. “Categories of Reported Intakes and
Prevalence of Chronic Disease Risk Factors in Adult Females.”
Meeting of the Society for Nutrition Education, St. Paul, MN. July
2002. (PR)

Juan, W., and Hiza, HAB. “Vitamin Supplementation and
Health Indicators Among Elderly Women.” American Public Health
Association. Philadelphia, PA. November 2002. (PR)

Hiza, H.A.B, and Juan, W. “Categories of Reported Intakes and
Prevalence of Chronic Disease Risk Factors in Adult Males.” Amer-
ican Public Health Association. Philadelphia, PA. November 2002.
(PR)



15

Juan, W., and Basiotis, P.P. “More Than One in Three Older
Americans May Not Drink Enough Water.” Nutrition Insights, In-
sight #27. September 2002. (P)
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ITEM 2_DEPARTMENT OF COMMERCE

UPDATES TO THE DEVELOPMENTS IN AGING REPORT FOR
2001 AND 2002

This report provides short descriptions and listings of products that contain demographic and
socioeconomic information on the older population, those aged 65 and older, here and abroad. All
of the items included in this report were released by the U.S. Census Bureau during calendar years
2001 and 2002.

The items listed are available to the public in a variety of formats, including print, electronic data
bases, microdata files, CD-ROMs, and DVDs. Many of these products can be found on the
Internet at the Census Bureau’s Web site at www.census.gov.

The report is organized by the five major topics shown below.
1. Population and Housing Reports

Three of the Census Bureau’s major report series (Current Population Reports, Current Housing
Reports, and International Population Reports) are important sources of demographic information
on a wide variety of topics. Reports include information on the size of the United States’ older
population and characteristics, such as income, health insurance coverage, need for assistance
with activities of daily living, and housing situations. Additionally, data on the older population
around the world also are found in this series of reports.

Current Population Reports are derived mostly from the Current Population Survey and the
Survey of Income and Program Participation. Current Housing Reports are based on 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, agencies of the United
Nations, and the Organization for Economic Cooperation and Development.

The Census Bureau’s population projection program and Special Studies series also contain
information about the future size of the older population and other information.
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2. Decennial Products

Summary files, CD-ROMs, DVDs, and printed reports are produced after each decennial census
and include information on the number and characteristics of the older population.

3. Database on Aging/National Institute on Aging Products

The database summarized studies and other ongoing international aging products. Reports are
based on compilations 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 National Institute on Aging.

4. Federal Interagency Forum on Aging-Related Statistics Summary

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.

5. Other Products

This category includes other data products that contain demographic and socioeconomic
information on the older population.

1. POPULATION, HOUSING, AND INTERNATIONAL REPORTS
POPULATION
Series P-20 (Population Characteristics)

Reports in this series contain data from the Current Population Survey. Topics include
geographical residence and mobility; fertility; school enrollment; educational attainment; marital
status and living arrangements; households and families; the Black and Asian and Pacific Islander
and the Hispanic or Latino populations; voter registration and participation; and various other
topics for the general population and the older population. These reports can be found on the
Census Bureau’s Web site at: http://www.census.gov/prod/www/abs/popula html.
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Title Report
Number

School Enrollment in the United States-Social and Economic
Characteristics of Students: October 1999 ........ ... ... . ... .. oot 533
The Foreign-Born Population in the United States: March2000 ................. 534
The Hispanic Population in the United States: March2000..................... 535
America’s Families and Living Arrangements: 2000 .......................... 537
Geographical Mobility: March 1999 to March2000 .......................... 538

Voting and Registration in the Election of November 2000
Series P-23 (Special Studies)
This series includes occasional reports on family life, women, voter turnout, computer use, and

other topics. These reports can be found on the Census Bureau’s Web site at:
hitp://www.census.gov/prod/www/abs/popula.html.

Title Report
Number
Why People Move: Exploring the March 2000 Current Population Survey:

March 1999 to March 2000 . ... ... 204
Population Profiles of the United States . ........ .. . i iniinnan 205
Profile of the Foreign-Born Population in the United States: 2000 ............... 206
Home Computers and Internet Use in the United States: August 2000 ............ 207
The Big Payoff: Educational Attainment and Synthetic Estimates of Work-

Life Barmings . ... oot s 210
The Older Foreign-Born Population in the United States: 2000 .................. 211

Population Estimates

We publish July 1 population estimates for years after the last decennial census (2000), based on
births, deaths, and domestic and international migration. These estimates are used in federal
funding allocations, as denominators for vital rates and per capita time series, as survey controls,
and in monitoring recent demographic changes. With each new issue of July 1 estimates, we
revise estimates for years back to the last census. Previously published estimates are superseded
and archived.
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National Population Estimates—hitp://cire.census.gov/popest/data/national.php

The U.S. Census Bureau’s Population Estimates Program develops and releases monthly
national population estimates by demographic characteristics. These estimates cover four
different populations: resident population, resident population plus Armed Forces
overseas, civilian population, and civilian noninstitutional population.

National population estimates released in the spring of each year show estimates by age,
sex, race, and Hispanic origin for the preceding July 1.

State Population Estimates (Includes: United States, Regions, Divisions, and
States)—-htip://eire.census. gov/popest/data/states/stasro.php

The Census Bureau’s Population Estimates Program publishes state population estimates
as of July 1 of each year for total population with details on age, sex, race, and Hispanic
origin. The releases give numbers for single years of age, different age groupings, and
median age for each state and the District of Columbia.

County Population Estimates—nhtip.//eire.census.gov/popest/data/counties/coasro.php
The Census Bureau’s Population Estimates Program publishes county total population

estimates each year by age, sex, race, and Hispanic origin. The reference date for county
estimates is July 1.

Housing Unit Estimates—http:/eire.census.gov/popest/datahousehold.php

The Census Bureau’s Population Estimates Program publishes estimates of housing units
for the United States, states, and counties. The reference date for these estimates is July 1.

Population Projections

National Population Projections—
http://www .census.gov/population/www/projections/natproj.htmi

The Population Projections Program projects the United States resident population by age,
sex, race, Hispanic origin, and nativity. The projections are based on assumptions about
future births, deaths, and international migration. Alternative series are produced and
updated periodically.

Series P-60 (Consumer Income)
Information concerning families, individuals, and households at various income levels is

presented in this group of reports. Data also are presented on noncash benefits and the
relationship of income to age, sex, race, family size, education, occupation, work experience, and
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other characteristics. These reports can be found on the Census Bureau’s Web site at
hitp//www.census. gov/prod/www/abs/popula. html#income.

Title Report

Number
Money Income in the United States: 2000 ..... ... ... .o oot 213
Poverty in the United States: 2000 ....... ... . ittt 214
Health Insurance Coverage: 2000 ........ ... .. ..o nean.. 215
Experimental Poverty Measures: 1999 ... .. .. . i 216
Money Income in the United States: 2001 ........ ... ... i, 218
Poverty in the United States: 2001 ........... .. o 219
Health Insurance Coverage: 2001 . ... ... i 220

Series P-70 (Household Economic Studies)

These data are from the Survey of Income and Program Participation (SIPP), a national survey
conducted by the Census Bureau. Its principal purpose is to provide estimates of money and
in-kind income and participation in government programs. Recurrent questions focus on
employment, types of income, and noncash benefits. These reports include data on the older
population and can be found on the Census Bureau’s Web site at

http://www census. gov/prod/www/abs/popula.htmi#iincome.

Title Report

Number
Household Net Worth and Asset Ownership ... oo, 71
What’s It Worth? Field of Training and Economic Status: 1996 ................. 72
Americans with Disabilities: 1997 ... . . i i 73
Did You Know? Homes Account for 44 Percent of All Wealth:

Findings from SIPP . ... i i e 75
Reasons People DoNot Work ...... ... . i 76
Dynamics of Economic Well-Being: Program Participation,

1993 to 1995—Who Gets Assistance? . ...........veiiiniiiiiriiinnrens 77
Home-Based Workers in the United States: 1997 ........ .. .. .ot 78
Number, Timing, and Duration of Marriages and Divorces: 1996 ................. 80
Employment-Based Health Insurance: 1997 ......... ... . . oo oot 81
Financing the Future: Postsecondary Students, Costs, and

Financial Aid: 1996-1997 .. . e 83
WHO’S HELPING OUT? Financial Support Networks Among

American Households: 1997 ... ... e 84

Net Worth and Asset Ownership of Households: 1998and 2000 ................. 88
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Series PPL (Population Paper Listings)

These reports contain estimates and projections of the population by age, sex, origin, and other
topics, some of which address issues related to aging. These reports can be found on the
Census Bureau’s Web site at hitp://www.census.gov/population/www/ppl-list. html.

Title Report

Number
Men and Women in the United States: 2000 ........ ... ... .. cooiiiininin, 121
School Enrollment—Social and Economic Characteristics of Students:

October 1999 ... o 134
The Foreign-Born Population in the United States: 2000 ....................... 135
The Hispanic Population in the United States: 2000 .......................... 136
Why People Move: Exploring the March 1998 Current Population Survey ........ 139
What’s It Worth? Field of Training and Economic Status: 1996 ................ 141
The Black Population in the United States: March 2000 (Update) . ............... 142
America’s Families and Living Arrangements: March 2000 .................... 143
Geographical Mobility: March 1999 to March2000 .............. ... ... ... 144
Profile of the Foreign-Born Population in the United States: 2000 ............... 145
Asian and Pacific Islander in the United States: March2000.................... 146
The Older Population in the United States: March 2000 ....................... 147
School Enrollment—Social and Economic Characteristics of Students:

October 2000 ... ..ot e 148
Voting and Registration in the Election of November2002 .................. ... 152
Educational Attainment in the United States: March 2001 ..................... 157
Financing the Future: Postsecondary Students, Costs, and Financial Aid:

19961907 L i 159
Foreign-Born Population in the United States Current Population Survey

March 2000-—Revised Detailed Tables—Weighted to Census 2000 ............ 160
Foreign-Born Population in the United States Current Population Survey

March 2001 Detailed Tables ...... ... ..o i i 161
Foreign-Born Population in the United States Current Population Survey

March 2002 Detailed Tables ........ i 162
The Asian and Pacific Islander Population in the United States:

March 2002 (Updated) . .. ...oiiit i i e 163

Technical Working Paper Series

This series contains technical papers written by staff of the Population Division of the Census
Bureau. Evaluations of population projections, estimates, and census results are included along
with other studies of immigration, race and ethnicity, and fertility.

Title Report
Number

Seasonality of Moves and the Duration and Tenure of Residence: 1996,
by Jason P. Schachter and Jeffrey J. Kuenzi, Issued December 2002 ............. 69
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Series SB/CENBR (Statistical Briefs)

These succinct reports are issued occasionally and provide timely data on specific issues.
Presented in narrative style with charts, the reports summarize data from economic and
demographic censuses and surveys. In December 1996, the Statistical Brief series format was
revised and became known as Census Briefs. These reports can be found on the Census Bureau’s
Web site at http://www.census.gov/prod/www/abs/briefs html

Title Report
Number
The Older Foreign-Born Population in the United States: 2000 .................. 02-2

International Population Reports

The International Population Reports include demographic and socioeconomic data reported by
various national statistical offices, such as the National Institute on Aging, agencies of the

United Nations, and the Organization for Economic Cooperation and Development. These reports
can be found on the Census Bureau’s Web site at http:// www.census.gov/ipc/www/publist. htm!

Title Report

Number

AnAging World: 2001 ... .. e P95/01-1
HOUSING

Series H-150 (Housing Characteristics for the United States)

These data are from the American Housing Survey (AHS). The AHS presents data on the
Nations’s housing, including apartments; single-family homes; mobile homes; vacant housing
units; age, sex, and race of householders; housing and neighborhood quality; housing costs;
equipment and fuels; and size of housing units. Reports also present data on homeowners’ repairs
and mortgages, rent control, rent subsidies, previous units of recent movers, and reasons for
moving. These reports can be found on the Census Bureau’s Web site at
hitp://www.census.gov/hhes/www/ahs hitml

Title Report

Number
American Housing Survey for the United States: 2001 ................ ... ... 150/01
American Housing Survey for the United States: 2001 (Wallchart)....... H150/01Wall

Our Homes, Our Neighbors, ...... ..o i i i AHB/01-2
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Series H-170 (Housing Characteristics for Selected Metropolitan Areas)

A separate report that presents data for individual metropolitan areas for the same characteristics
ars shown in Series H-150. Eleven to 13 metropolitan areas are interviewed each year. They are
surveyed on a rotating basis, with a total of 48 metropolitan areas being surveyed within a

6-year period.

Housing Vacancy Survey
Each quarter a press release presents data on homeownership by age of householder.

Press releases can be found on the Census Bureau’s Web site at
http://www.census.gov/hhes/www/ahs htil.

II. DECENNIAL PRODUCTS
Census 2000

Data on the older population from Census 2000 are contained in a series of products that include
summary files, printed reports, geographic comparison tables, special briefs and reports, and
microdata. Most of the information can be accessed through the Internet and on CD-ROM or
DVD. These files and data products are described below.

Census 2000 Summary Files

Summary File 1 (SF 1) contains 286 detailed tables focusing on age, sex, households, families,
and housing units. These tables provide in-depth figures by race and Hispanic origin; some tables
are repeated for each of nine race/Latino groups. Counts also are provided for over 40 American
Indian and Alaska Native tribes and for groups within race categories. The race categories include
18 Asian groups and 12 Native Hawaiian and Other Pacific Islander groups. Counts of persons of
Hispanic origin by country of origin (28 groups) are also shown. SF1 can be found on the

Census Bureau’s Web site at:

http://www.census.gov/Press-Release/www/2001 /sumfilel html.

The 16 tables in SF 1 that present data on the older population are listed below:

Number Table Title

P12 Sex by Age

P13 Median Age by Sex

P20 Households by Age of Householder by Household Type (Including Living
Alone) by Presence of Own Children

P21 Household Type by Age of Householder

P22 Households by Presence of People 60 Years and Over, Household Size,

and Household Type



P23

P24

P30

P37
P38
PCT12
PCT13
PCT16
PCT17
Hi6
H17

24

Households by Presence of People 65 Years and Over, Household Size,
and Household Type

Households by Presence of People 75 Years and Over, Household Size,
and Household Type

Relationship by Household Type (Including Living Alone) for the
Population 65 Years and Over

Group Quarters Population by Group Quarters Type

Group Quarters Population by Sex by Age by Group Quarters Type
Sex by Age

Sex by Age

Group Quarters Population by Group Quarters Type

Group Quarters Population by Sex by Age by Group Quarters Type
Tenure by Age Householder

Tenure by Household Type (Including Living Alone) by Age of
Householder

Summary File 2 (SF 2)—Similar to SF 1, SF 2 contains 100-percent population and housing
characteristics, but the tables are iterated for a selected list of detailed race and Hispanic or
Latino origin groups, as well as American Indian and Alaska Native tribes. The lowest level of
geography is the census tract, and there is a population-size threshold before information is
shown for a particular group. SF 2 can be found on the Census Bureau’s Web site at
htp://www.census.gov/Press-Release/www/2001/sumfile2 htinl.

The 11 tables in SF 2 that present data on the older population are listed below:

Number

Table Title

PCT3
PCT4
PCTS
PCT11

PCTI12
PCT13

PCTi4

PCT15

PCT21

HCTS
HCT9

Sex by Age

Median Age by Sex

Sex by Age

Households by Age of Householder by Household Type (Including Living
Alone) by Presence of Own Children

Household Type by Age of Householder

Households by Presence of People 60 Years and Over, Household Size,
and Household Type

Houscholds by Presence of People 65 Years and Over, Household Size,
and Household Type

Households by Presence of People 75 Years and Over, Household Size,
and Household Type

Relationship by Household Type (Including Living Alone) for the
Population 65 Years and Over

Tenure by Age of Householder

Tenure by Household Type (Including Living Alone) by Age of
Householder
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Summary File 3 (SF 3) contains tables with social, economic, and housing characteristics
compiled from a sample of approximately 19 million housing units (about 1-in-6 households)
that received the Census 2000 long-form questionnaire. Many tables are given for nine major
race and Hispanic or Latino groups. Ancestry group population counts are included. Data are
provided down to the block group for many tabulations, but only down to the census tract for
others. SF 3 also includes data by ZIP Code Tabulation Area and Congressional District. SF 3
can be found on the Census Bureau’s Web site at
http://www.census.gov/Press-Release/www/2002/suinfile3 html.

The 62 tables in SF 3 that present data on the older population are listed below:

Number

P8
P11

P12

P13
P19

P39
P41
P42

P55
PS6
P57
P87
P89
P92

Pl45A
P146A
P159A
PCT2

PCT3
PCT7

Table Title

Sex by Age

Household Type (Including Living Alone) by Relationship for the
Population 65 Years and Over

Households by Age of Householder by Household Type (Including Living
Alone) by Presence of Own Children Under 18 Years

Households Type by Age of Householder

Age by Language Spoken at Home by Ability to Speak English for the
Population S Years and Over

Sex by Age by Armed Forces Status by Veteran Status for the Population
18 Years and Over

Age by Types of Disability for the Civilian Noninstitutionalized
Population 5 Years and Over with Disabilities

Sex by Age by Disability Status by Employment Status for the Civilian
Noninstitutionalized Population 5 Years and Over

Age of Householder by Household Income in 1999

Median Household Income in 1999 (Dollars) by Age of Householder
Aggregate Household Income in 1999 (Dollars) by Age of Householder
Poverty Status in 1999 by Age

Poverty Status in 1999 by Age by Household Type

Poverty Status in 1999 of Households by Households Type by Age of
Householder

Sex by Age (White Alone)

Households by Age of Householder by Household Type (Including Living
Alone) by Presence of Own Children Under 18 Years (White Alone
Householder)

Poverty Status in 1999 by Age (White Alone)

Nonfamily Households by Sex of Householder by Living Alone by Age of
Householder

Family Type by Age of Householder

Sex by Marital Status by Age for the Population 15 Years and Over



PCTS8

PCT9

PCT13

PCT14

PCT25

PCT26

PCT27

PCT28

PCT29

PCT30

PCT31

PCT34

PCT35
PCT37

PCT42
PCT43
PCT49
PCT50
PCTS3
PCTsS
PCT62A
PCT66A

PCT67A
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Grandparents Living with Own Grandchildren Under 18 Years by
Responsibility for Own Grandchildren by Length of Time Responsible
for Grandchildren for the Population 30 Years and Over in Households
Household Relationship by Grandparents Living with Own Grandchildren
Under 18 Years by Responsibility for Own Grandchildren for the
Population 30 Years and Over in Households

Age by Language Spoken at Home for the Population 5 Years and Over in
Linguistically Isolated Households

Language Deusity by Linguistic Isolation by Age for the Population

5 Years and Over in Households

Sex by Age by Educational Attainment for the Population 18 Years and
Over

Sex by Age by Types of Disability for the Civilian Noninstitutionalized
Population 5 Years and Over

Sex by Age by Sensory Disability by Employment Status for the Civilian
Noninstitutionalized Population 5 Years and Over

Sex by Age by Physical Disability by Employment Status for the Civilian
Noninstitutionalized Population 5 Years and Over

Sex by Age by Mental Disability by Employment Status for the Civilian
Noninstitutionalized Population 5 Years and Over

Sex by Age by Self-Care Disability by Employment Status for the Civilian
Noninstitutionalized Population 5 Years and Over

Sex by Age Go-Outside-Home Disability by Employment Status for the
Civilian Noninstitutionalized Population 16 and Over

Sex by Age by Disability Status by Poverty Status for the Civilian
Noninstitutionalized Population 5 Years and Over

Sex by Age by Employment Status for the Population 16 Years and Over
Aggregate Family Income in 1999 (Dollars) by Family Type by Age of
Householder

Median Nonfamily Household Income in 1999 (Dollars) by Sex of
Householder by Living Alone by Age of Householder

Aggregate Nonfamily Household Income in 1999 (Dollars) by Sex of
Householder by Living Alone by Age of Householder

Poverty Status in 1999 by Sex by Age

Age by Ratio of Income in 1999 to Poverty Level

Poverty Status in 1999 of Unrelated Individuals 15 Years and Over by Sex
by Age

Poverty Status in 1999 of Unrelated Individuals by Sex by Age by
Householder Status (Including Living Alone)

Age by Language Spoken at Home by Ability to Speak English for the
Population 5 Years and Over (White Alone)

Sex by Age by Armed Forces Status by Veteran Status for the Population
18 Years and Over (White Alone)

Age by Types of Disability for the Civilian Noninstitutionalized
Population 5 Years and Over with Disabilities (White Alone)



PCT68A

PCT72A

PCT 75A
Hi4
H19

H21
H43
HA45
H53
H71

H78
H%6
HCT2
HCT4
HCTS
HCT7
HCT14
HCT15
HCT16

HCT24
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Sex by Age by Disability Status by Employment Status for the Civilian
Noninstitutionalized Population 5 Years and Over (White Alone)

Age of Householder by Household Income in 1999 (White Alone
Householder)

Poverty Status in 1999 by Sex by Age (White Alone)

Tenure by Age of Householder

Tenure by Household Type (Including Living Alone) by Age of
Householder

Tenure by Age of Householder by Occupant per Room

Tenure by Telephone Service Available by Age of Householder

Tenure by Vehicles Available by Age of Householder

Age of Householder by Meals Included in Rent

Age of Householder by Gross Rent as a Percentage of Household Income
in 1999

Aggregate Value (Dollars) for Specified Owner-Occupied Housing Units
by Age of Householder

Age of Householder by Selected Monthly Owner Costs as a Percentage of
Household Income in 1999

Tenure by Household Size by Age of Householder

Tenure by Age of Householder by Units in Structure

Tenure by Age of Householder by Year Structure Built

Tenure by Age of Householder by Year Householder Moved Into Unit
Aggregate Household Income in 1999 (Dollars) by Tenure by Age of
Householder by Units in Structure

Aggregate Household Income in 1999 (Dollars) by Tenure by Age of
Householder by Year Structure Built

Aggregate Household Income in 1999 (Dollars) by Tenure by Age of
Householder by Year Householder Moved Into Unit

Tenure by Poverty Status in 1999 by Age of Householder

Geographic Comparison Tables

The Census 2000 Geographic Comparison Tables enable users to compare key data items across
geographic areas. The five geographic comparison tables that present data on the older
population are listed below:

Number

GCT-H6
GCT-P5
GCT-P7
GCT-P15
GCT-P14

Table Title

Occupied Housing Characteristics: 2000
Age and Sex: 2000

Households and Families: 2000
Selected Age Groups: 2000

Income and Poverty in 1999: 2000



Quick Tables
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The Census 2000 Quick Tables allow users to choose tables shells, then specify the geographic
area and the universe or population subgroup. The 19 quick tables that present data on the older
population are listed below:

Number

Table Title

DP-1
QT-Hi
QT-H2
QT-H3
QT-P1
QT-P2
QT-P11
QT-P12

DP-2
DP-3
QT-HI10

QT-P17
QT-PI18

QT-P20
QT-P21
QT-P24
QT-P33

QT-P34
QT-P35

Printed Reports

Profile of General Demographic Characteristics: 2000

General Housing Characteristics: 2000

Tenure, Household Size, and Age of Householder: 2000

Household Population and Household Type by Tenure: 2000

Age Groups and Sex: 2000

Single Years of Age Under 30 Years and Sex: 2000

Household Relationship and Group Quarters Population: 2000
Group Quarters Population by Sex, Age, and Type of Group
Quarters: 2000

Profile of Selected Social Characteristics: 2000

Profile of Selected Economic Characteristics: 2000

Units in Structure, Householder 65 Years and Over, and Householder
Below Poverty Level: 2000

Ability to Speak English: 2000

Marital Status by Sex, Unmarried Partner Household, and Grandparents as
Caregivers: 2000

Educational Attainment by Sex: 2000

Disability Status by Sex: 2000

Employment Status by Sex: 2000

Income in 1999 by Selected Households, Family, and Individual
Characteristics: 2000

Poverty Status in 1999 of Individuals: 2000

Poverty Status in 1999 of Families and Nonfamily Householders: 2000

The PHC-1, Summary Population and Housing Characteristics, report series provides data based
on the 100-percent questions. The subjects are age, Hispanic or Latino origin, household
relationship, race, sex, tenure (owner- or renter-occupied), and vacancy characteristics. Land
area measurements and population density also are provided. This series is similar to the

1990 census CPH-1 series. The PHC-1 can be found on the Census Bureau’s Web site at
hitp://www.census.gov/census2000/pubs/phe-1.html.
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The 8 PHC-1 tables that present data on the older population are listed below:

Number
Table 1
Table 2
Table 7
Table 8
Table 17
Table 20
Table 25

Table 28

Table Title

Age and Sex: 2000

Age and Sex: 2000

Households and Families: 2000

Households and Families: 2000

Age and Sex for the American Indian and Alaska Native
Population (One Race): 2000

Households and Families with American Indian and Alaska Native
Householder (One Race): 2000

Age and Sex for the Native Hawaiian and Other Pacific Islander
Population (One Race): 2000

Households and Families with Native Hawaiian and Other Pacific
Islander Householder (One Race): 2000

The PHC-2, Summary Social, Economic, and Housing Characteristics, report series provides
data from both the 100-percent and the sample questions. Subjects include place of birth;
residence in 1995; language; educational attainment and school enrollment; veterans status;
disability status; employment status; journey to work; work status, earnings, income, and poverty
status in1999; physical housing characteristics; units in structure; fuel and equipment
characteristics; owner and renter household characteristics, such as year owner moved into unit;
home value; contract and gross rent; and mortgage and rental cost characteristics. This series is
similar to the 1990 census CPH-5 series. The PHC-2 can be found on the Census Bureau

Web site at http://www.census.gov/census2000/pubs/phe-2.html.

The 12 tables in PHC-2 that present data on the older population are listed below:

Number

Table Title

Table 3
Table 4
Table 5
Table 6
Table 15
Table 16
Table 34

Table 35

Table 40

Table 50

Education and Veteran Status: 2000

Education and Veteran Status: 2000

Disability Status: 2000

Disability Status: 2000

Poverty Status in 1999: 2000

Poverty Status in 1999: 2000

Education and Veterans Status for the American Indian and Alaska Native
Population (One Race): 2000

Disability Status for the American Indian and Alaska Native Population
(One Race): 2000

Poverty Status in 1999 for the American Indian and Alaska Native
Population (One Race): 2000

Education and Veterans Status for the Native Hawaiian and Other Pacific
Islander Population (One Race): 2000



30

Table 51 Disability Status for the Native Hawaiian and Other Pacific Islander
Population (One Race): 2000
Table 56 Poverty Status in 1999 for the Native Hawaiian and Other Pacific Islander

Population (One Race): 2000
Other Census 2000 Products

Demographic Profiles—A profile includes four tables that provide various demographic, social,
economic, and housing characteristics. It includes 100-percent and sample data from

Census 2000. The lowest level of geography is the census tract.

http://www.census. gov/Press-Release/www/2002/demoprofiles.himl

Congressional Districts Demographic Profile—Same as profile described above, except for
Congressional Districts. The lowest level of geography is Congressional Districts of the
106th Congress,

Guide to Data on the Older Population in Census 2000 Summary Files 1-3~
http://www.census.cov/population/www/socdemo/age/c2kguide.pdf

Microdata

Microdata allow users to prepare their own customized tabulation and cross-tabulations of most
population and housing subjects. Two Public Use Microdata Sample (PUMS) files are
available—a 1-percent file and a 5-percent file. PUMS are extracts of raw data from samples of
long-form census records that are screened to protect confidentiality. One-percent files include
data for the Nation and states, as well as substate areas where appropriate. Five-percent sample
files have data for state and substate areas. On the 1-percent file, the lowest level of geography is
Super Public Use Microdata Areas (Super-PUMAS) of 400,000 or more population. On the
S-percent file, the lowest level of geography is PUMAS of 100,000 or more population. PUMS
files can be found on the Census Bureau’s Web site at

hitp://www.census. gov/main/www/cen2000 himl.

Census 2000 American FactFinder

Census 2000 is the first census for which the Internet site is the primary means of disseminating
the data. The American FactFinder (AFF) is the Census Bureau’s primary online data retrieval
tool and allows users to format tables, maps, and data sets for downloading, printing, viewing,
and manipulating. The AFF also includes data from the 1990 census, the American Community
Survey, Census 2000 Supplementary Survey, and the 1997 Economic Census. The AFF can be
found on the Census Bureau’s Web site at http://factfinder.census. gov/serviet/BasicFactsServiet.

The Census Bureau has created a “Census 2000 Gateway” page to pull together background
information, questionnaires, links to the data sets, PDF files, tutorials, and other user aids. The
page is http://www.census.gov/main/www/cen2000 html.
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Census 2000 Briefs, Series C2KBR

The C2KBR series provides analysis of Census 2000 population and housing topics. The briefs
focus on the most important aspects of each question on the census and explore the geographic
distribution of the subject matter. The C2KBR series is designed to introduce the public to
Census 2000 population and housing data. These reports can be found on the Census Bureau’s
Web site at http://www.census.gov/population/www/cen2000/briefs. html.

Listed below are Census 2000 Briefs and Special Reports that present data on the older
population:

Title Report
Number
Households and Families: 2000 . ... ... it 01-8
Gender: 2000 . ... e e 019
The 65 and Over Population: 2000 .......... ... iiiiineiiiinnnnnnn. 01-10
The United States in International Context: 2000 .............. ... .. ... ..... 01-11
Age: 2000 ... e e 01-12
Housing Characteristics: 2000 . ... ... .. i, 01-13

Population and Housing Tables (PHC-T Series)

The Census 2000 PHC-T tables cover a wide variety of topics, such as race, Hispanic or Latino
origin, group quarters, and ancestry. These tables summarize data available through the Census
Bureau’s AFF database or present the results of other tabulations. A specific table(s) also may be
released as an associated product of a Census 2000 Brief or a Census 2000 Special Report,
providing more detail or cross-classification than provided in the published report. The number
of tables in this series will grow as additional data from Census 2000 become available. These
tables can be found on the Census Bureau’s Web site at

Lttp://www.census.gov/population/www/cen2000/tablist. html.

Listed below are PHC-T tables that present data on the older population:
Table Number Title

PHC-T-7 Group Quarters Population by Race and Hispanic Origin: 2000

PHC-T-8 Race and Hispanic or Latino Origin by Age and Sex for the United
States: 2000

PHC-T-9 Population by Age, Sex, Race, and Hispanic or Latino Origin for the
United States: 2000

PHC-T-13  Population and Ranking Tables of the Older Population for the
United States, States, Puerto Rico, Places of 100,000 or More
Population, and Counties: 2000
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PHC-T-15  General Demographic Characteristics for the United States: 2000
PHC-T-23 Migration by Sex and Age for the Population 5 Years and Over for the
United States, Regions, States, and Puerto Rico: 2000

Census 2000 Special Reports, Series CENSR

The CENSR series provides in-depth analyses of Census 2000 population and housing topics,
particularly in the areas of geographic distribution, race and ethnicity, immigration, and other
areas of demographic research. These reports can be found on the Census Bureau’s Web site at
http://www_ census.gov/population/www/cen2000/briefs html#sr.

Title Report
Number
Racial and Ethnic Residential Segregation in the United States: 1980-2000........ 0-03
Demographic Trendsinthe 20th Century . . ... ... ...t 0-04
International Migration of the Older Population: 1995t02000................. 0-10

Decennial Supplementary Surveys

The American Community Survey (ACS) is a critical element in reengineering the 2010 census.
The goals of the ACS are to provide federal, state, and local governments an information base for
the administration and evaluation of government programs; improve the 2010 census; and
provide data users with timely demographic, housing, social, and economic data updated every
year for states, communities, and population groups. Information about the ACS can be found on
the Census Bureau’s Web site at http://www.census.gov/acs/www/.

Data Profiles

Data profiles contain a tabular profile that consists of four data tables: general demographics,
selected social characteristics, economic characteristics, and housing characteristics. Also, a
text-based narrative of the data found in the tables is provided for easy analysis. The Profiles
can be found on the Census Bureau’s Web site at hittp://www.census. gov/acs/www/.

2000 Data Profiles
2001 Data Profiles

Change Profiles
“Change profiles” compare estimates of demographic, social, economic, and housing
characteristics for previous years. These “change profile” tables were created for the United

States, all states, and areas of 1,000,000 population or more.

2000-2001 Change Profile Tables
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2000 Summary Tables and 2001 Summary Tables

The 2000 Summary Tables and the 2001 Summary Tables include estimates of demographic and
economic characteristics of people, households, and housing units for areas with a population of
65,000 or more in the 31 comparison sites. The tables include housing units, both occupied and
vacant. The 42 tables in the 2000 Summary Tables and 2001 Tables present data on the older
population as described below:

Number
P4

PS A-K
P16

P17

P18 A-K
P19

P20

P56 A-K
P59

P60

P72

P73

P74

P94

Pog8
P114
P115 A-K
P118
P150

PCT9

Table Title

Sex by Age

Sex by Age

Household by Age of Householder by Household Type (Including Living
Alone) by Presence of Own Children Under 18 Years

Household Type by Age of Householder

Age of Householder

Households by Presence of People 60 Years and Over by Household Size
by Type

Households by Presence of People 65 Years and Over by Household Size
by Household Type

Sex by Age by Armed Forces Status by Veteran Status for the Population
18 Years and Over

Sex by Age by Disability Status by Employment Status for the Civilian
Noninstitutional Population 5 and Over

Sex by Age by Disability Status by Poverty Status for the Civilian
Noninstitutionalized Population 5 Years and Over

Age of Householder by Household Income in the Past 12 Months (In 2000
Inflation-Adjusted Dollars)

Median Household Income in the Past 12 Months (In 2000 Inflation-
Adjusted Dollars) by Age of Householder

Aggregate Household Income in the Past 12 Months (In 2000 Inflation-
Adjusted Dollars) by Age of Householder

Receipt of Food Stamps in the Past 12 Months by Presence of People

60 Years and Over for Households

Participation in Federal Home Heating and Cooling Assistance Program in
the Past 12 Months by Presence of People 60 Years and Over for
Households

Poverty Status in the Past 12 Months by Sex by Age

Poverty Status in the Past 12 Months by Age

Poverty Status in the Past 12 Months by Household Type by Age of
Householder

Imputation of Employment Disability for the Civilian Noninstitutionalized
Population 16 to 72 Years

Nonfamily Households by Sex of Householder by Living Alone by Age of



PCT10
PCT 13
PCT33
PCT37
PCT38 AK
PCT39 AK
PCT40
PCT41
PCT42
PCT43
PCT44
PCT45
PCT47
PCT48 A-K
PCTS1 A-K
PCTS3

PCTS55

PCT56

PCT61 A-K
PCT64

HI10
Hi6

Hi8
H40
H42
H52
H76
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Householder

Family Type by Age of Housecholder

Sex by Marital Status by Age for the Population 15 Years and Over

Sex by Age by Educational Attainment for the Population 18 Years and
Over

Sex by Age by Types of Disability for the Civilian Noninstitutionalized
Population 5 Years and Over

Age by Types of Disability for the Civilian Noninstitutionalized
Population 5 Years and Over with Disabilities

Sex by Age by Disability Status by Employment Status for the Civilian
Noninstitutionalized Population 5§ Years and Over

Sex by Age by Sensory Disability by Employment Status for the Civilian
Noninstitutionalized Population 5 Years and Over

Sex by Age by Physical Disability by Employment Status for the Civilian
Noninstitutionalized Population 5 Years and Over

Sex by Age by Mental Disability by Employment Status for the Civilian
Noninstitutionalized Population 5 Years and Over

Sex by Age by Self-Care Disability by Employment Status for the Civilian
Noninstitutionalized Population 5 Years and Over

Sex by Age by Go-Outside-Home Disability by Employment Status for the
Civilian Noninstitutionalized Population 16 Years and Over

Sex by Age by Employment Disability by Employment Status for the
Civilian Noninstitutionalized Population 16 to 72 Years

Sex by Age by Employment Status for the Population 16 Years and Over
Sex by Age by Employment Status for the Population 16 Years and Over
Age of Householder by Household Income in the Past 12 Months (In 2000
Inflation-Adjusted Dollars)

Aggregate Family Income in the Past 12 Months (In 2000 Inflation-
Adjusted Dollars) by Family Type and Age of Householder

Median Nonfamily Household Income in the Past 12 Months (In 2000
Inflation-Adjusted Dollars) by Sex of Householder by Living Alone by
Age of Householder

Aggregate Nonfamily Household Income in the Past 12 Months in 2000
Inflation-Adjusted Dollars by Sex of Householder by Living Alone by
Age of Householder

Poverty Status in the Past 12 Months by Sex by Age

Poverty Status in the Past 12 Months of Unrelated Individuals 15 Years
and Over by Sex by Age

Tenure by Age of Householder

Tenure by Household Type (Including Living Alone) and Age of
Householder

Tenure by Age of Householder by Occupants Per Room

Tenure by Telephone Service Availability by Age of Householder
Tenure by Vehicles Available by Age of Householder

Age of Householder by Meals Included in Rent

Aggregate Value (Dollars) by Age of Householder
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H%0 Age of Householder by Selected Monthly Owner Costs as a Percentage of
Household Income in the Past 12 Months

HCT2 Tenure by Household Size by Age of Householder

HCT11 Tenure by Poverty Status in the Past 12 Months by Age of Householder

Summary Tables can be found on the Census Burean’s Web site at
http://factfinder.census.gov/serviet/BasicFactsServlet.

Microdata

Public Use Microdata (PUMS) files contain records for a sample of all housing units, with
information on the characteristics of each unit and the people in it. All identifying information is
removed to ensure confidentiality. The records selected are a sample of those households that
received the ACS questionnaire. The questionnaire included questions on age, sex, tenure,
income, education, language spoken at home, journey to work, occupation, condominium status,
shelter costs, vehicles available, and other subjects. PUMS data can be found on the

Census Bureau’s Web site at http://www.census. gov/acs/www/Products/PUMS/index htim.

PUMS for Census 2000 Supplementary Survey
PUMS for 2001 Supplementary Survey

Ranking Tables
Ranking tables were created to give a visual, quick review of comparative data on key issues
across states, counties, and places. One ranking table on the older population was released in

2001: EQ0S5, Percent of 65 Years and Over Below Poverty Level.

Ranking tables can be found on the Census Bureau’s Web site at
hitp://www.census. sov/acs/www/Products/Ranking/Ranking2 . htm.

I1I. DATABASE ON AGING/NATIONAL INSTITUTE ON
AGING PRODUCTS

The following reports, articles, and book chapters are based on information in the International
Data Base on Aging and other related holdings of the International Programs Center, Population
Division, Census Bureau. This work is carried out with the support of the National Institute on
Aging and is intended to highlight the trends in global aging and give a better understanding of
the effects of population aging within and across national borders.



36

International Data Base/National Institute on Aging Products

An Aging World: 2001 ... ... P95/01-1
“Sex Ratios and Marital Status” in Aging Clinical and

Experimental Research ........................ Vol. 14, No.6, December, 2002
“Living Arrangements” in Aging Clinical and Experimental

Research ... ... . . . i Vol. 14, No. 6, December, 2002
“Life Expectancy and Changing Mortality” in Aging Clinical and

Experimental Research ....................ccovns Vol. 14, No. 5, October, 2002
“Health and Disability” in Aging Clinical and Experimental

Research ........ .. Vol. 14, No. 5, October, 2002
“The Demographic Dimensions of Aging” in Aging Clinical and

Experimental Research .................c.ccoov... Vol. 14, No. 3, June, 2002

IV. THE FEDERAL INTERAGENCY FORUM ON
AGING-RELATED STATISTICS

The Census Bureau is one of the convening agencies in the Federal Interagency Forum on Aging-
Related Statistics. The Forum, begun in the mid-1980s, was the first-of-its-kind effort to
coordinate data and efforts of different government agencies. The Forum is currently being
managed by staff of the National Center for Health Statistics, with the support of the National
Institute on Aging.

The Forum encourages cooperation among federal agencies in the development, collection,
analysis, and dissemination of data pertaining to the older population. Through coordinated
approaches, the Forum extends the use of limited resources among agencies through joint
problem solving, identification of data gaps, and improverment of statistical information bases on
the older population that are used to set project priorities of individual agencies.

The Forum goals include widening access to information on the older population, promoting
communication between data producers and public policymakers, coordinating the development
and use of statistical databases among relevant federal agencies, identifying information
gaps/data inconsistencies, and evaluating data quality. The work of the Forum facilitates the
exchange of information 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.



37

V. OTHER PRODUCTS
American Housing Survey

Computer tapes and CD-ROMs are available for the 2001 survey. The survey is designed to
provide information on the housing situation in the United States. Information is available by
age.

Current Population Survey and Survey of Income and Program Participation
Data for both surveys are available in electronic media.
Statistical Abstract of the United States

As the National Data Book, this annual publication contains an enormous collection of statistics
on social and economic conditions in the United States. Selected international data also are
included. The Abstract appears in print and CD-ROM versions. It also is available on the
Census Bureau’s Web site at hitp://www.census.gov/statab/www/.

Statistical Abstract of the United States: 2001
Statistical Abstract of the United States: 2002

International Data Base

The International Data Base (IDB) is a computerized data bank containing statistical tables of
demographic and socioeconomic data for all countries of the world. Most demographic
information comes from country-specific estimates and projections made by the Census Bureau’s
International Programs Center. Country-specific data on social and economic characteristics are
obtained from censuses and surveys or from administrative records. Country files are regularly
updated as new information becomes available. Selected information from the IDB is
highlighted in the Census Bureau’s various international reports and publications mentioned
previously.



ITEM 3—DEPARTMENT OF DEFENSE

HEALTHCARE

During this reporting period, the Floyd D. Spence National De-
fense Authorization Act (NDAA) for Fiscal Year (FY) 2001 signifi-
cantly changed the healthcare coverage offered by the Department
of Defense to its Medicare-eligible beneficiaries. The NDAA for
FY2001 directed the implementation of TRICARE For Life and the
TRICARE Senior Pharmacy Program, which are the most dramatic
modifications to military health care coverage since the establish-
ment of the Civilian Health and Medical Program of the Uniformed
Services in 1965.

TRICARE is the health plan for uniformed services beneficiaries.
It is a regionally organized managed care program that integrates
the military health facilities of the Army, Navy and Air Force and
supplements the care that these facilities offer with civilian net-
works of providers.

Prior to the NDAA for FY2001, the Department of Defense
sought ways to enhance its services to its age 65 and over bene-
ficiaries through four demonstration programs: TRICARE Senior
Prime, the Federal Employees Health Benefits Demonstration Pro-
gram, the TRICARE Senior Supplement Demonstration and
MacDill 65. These programs tested alternatives to expand
healthcare coverage to Medicare-eligible beneficiaries through
Medicare reimbursement of military treatment facilities, opening
access to the Federal Employees Health Benefits Program, expand-
ing pharmacy options, and offering supplemental coverage to Medi-
care. More than 44,000 beneficiaries participated in these pro-
grams. Many of the demonstration programs’ benefits were incor-
porated into the implementation of TRICARE For Life and the
TRICARE Senior Pharmacy Program.

On April 1, 2001, the Department of Defense began offering sen-
ior beneficiaries age 65 and over a prescription drug benefit
through the TRICARE Senior Pharmacy Program. Through this
program, eligible beneficiaries may use the mail order pharmacy
program, network retail and non-network retail pharmacies. Bene-
ficiaries who turned 65 before April 1, 2001, do not have to be en-
rolled in Medicare Part B to receive benefits under the TRICARE
Senior Pharmacy Program. Those who turn 65 on or after April 1,
2001, must be enrolled in Medicare Part B in order to use the mail
order and retail pharmacy benefits under this program. Medica-
tions through the mail order and retail pharmacies require a nomi-
nal copayment of $3 for generic and $9 for branded medications; by
mail order, patients may receive up to a 90-day supply for this
amount, and in the network retail pharmacies they may receive up
to a 30-day supply for this amount. The non-network retail phar-

(38)
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macies cost a bit more. In addition to the TRICARE Senior Phar-
macy Program, senior beneficiaries age 65 and over may continue
to use the military pharmacies at no cost to them, as they did be-
fore the new pharmacy program was implemented. Between April
1, 2001, and July 31, 2003, more than 39 million prescriptions have
been filled for our Medicare-eligible beneficiaries at a value of ap-
proximately $2.1 billion.

Beginning October 1, 2001, TRICARE For Life was implemented
as a secondary payer program to Medicare. In most cases,
TRICARE For Life beneficiaries have no additional payments or
claims to process. To participate, these beneficiaries must be eligi-
ble for Medicare Part A and enrolled in Medicare Part B. They may
continue to seek care from their Medicare providers and have
TRICARE pick up the cost of their deductible, co-payments and
other costs not paid by Medicare. TRICARE also covers any
TRICARE benefit that Medicare does not offer. Out-of-pocket ex-
penses for these beneficiaries include a nominal co-payment for
medications and Medicare Part B fees. TRICARE For Life brings
to the senior military retirees and their eligible dependents a
health benefit that is unparalleled. It provides low-cost access to an
extraordinary range of healthcare benefits, and offers choice in se-
lection of providers. Since October 1, 2001, TRICARE For Life has
received more than 63.1 million claims from more than 1.7 million
individual beneficiaries. To date (September 8, 2003) during fiscal
year 2003, 33.1 million claims have been field. As of August 2003,
claims this fiscal year total approximately $1.1 billion for Medical/
Surgery (not including all adjustments).

The National Defense Authorization Act for Fiscal Year 2002 pro-
vided direction to the Department for a skilled nursing facility ben-
efit and prospective payment system that would align with the
Medicare benefit and payment system. We anticipate implementa-
tion of the Defense program in the 2003.

For beneficiaries under age 65, TRICARE offers three choices for
health care delivery: TRICARE Prime, TRICARE Extra, and
TRICARE Standard.

TRICARE Prime, a voluntary enrollment option, offers patients
the advantage of primary care management, assistance in making
speciality appointments, and additional preventive and primary
care services. For eligible beneficiaries, TRICARE Prime is gen-
erally the least expensive option.

TRICARE Extra allows eligible beneficiaries to receive an out-of-
pocket discount when using preferred network providers. Eligible
beneficiaries who do not enroll in TRICARE Prime may participate
in Extra on a case-by-case basis just by using network providers.
Beneficiaries selecting TRICARE Extra do incur deductibles and
co-payments.

TRICARE Standard offers comprehensive healthcare coverage
from any authorized provider. Beneficiaries selecting this option
incur deductibles and co-payments at a slightly higher rate than
those selecting TRICARE Extra.

All active duty members enroll in TRICARE Prime without cost
to the member. Family members, survivors and retirees under the
age of 65 may enroll in TRICARE Prime. Retirees and their family
members pay a small enrollment fee and incur nominal co-pay-
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ments for care received from network providers. Care received in
military treatment facilities is without cost to beneficiaries; for
those not enrolled in TRICARE Prime, care in military treatment
facilities is received on a space-available basis.

FEDERAL CIVILIAN PROGRAMS

There are a number of Federal government-wide programs and
flexibilities in place that are designed to support aging employees
in the workplace and in preparation for retirement as well as to as-
sist employees in concurrently managing their elder care and work
responsibilities. In addition, many Department of Defense (DoD)
Agencies provide tailored local programs. Below is a description of
some of the Federal and DoD unique programs and flexibilities.

Government-wide Programs

Elder Care.—The average of a Department of Defense (DoD) ci-
vilian employee is 46.5 years and the average of the Federal full-
time civilian employee is 45.6 years. Moreover, an increasing num-
ber of these employees face the challenges and responsibilities of
caring for an aging family member or friend. To assist employees
in carrying out this task, the Office of Personnel Management de-
veloped a Handbook of Elder Care Resources for the Federal Work-
place. This handbook was developed to introduce employees and
their agencies to the various services and resources that are avail-
able to help individuals make informed elder care decisions. From
choosing an assisted living arrangement to dealing with the com-
plexities of social security income, this Handbook provides practical
tips and solutions to these complicated aging issues.

The Handbook describes a variety of community resources that
are offered around the country to help older adults function inde-
pendently and discusses housing options, financial and medical
considerations, nursing homes, and home health care agencies. It
also provides a listing of:

e Federal and National Elder Care Organizations;
e Area Agencies on Aging; and
e State Long-Term Care Ombudsman Offices.

The handbook is available at http:/www.opm.gov/wrkfam/
elder02.asp.

Alternate Work Schedule.—Alternate Work Schedule (AWS) pro-
grams enable managers and supervisors to meet their program
goals while, at the same time, allowing employees more flexibility
in scheduling their personal activities. AWS programs encompass
both flexible work schedules and compressed work schedules. AWS
programs allow employees to compress their work hours into eight
or nine days of a 10-day work period. This permits employees to
have one or two off-days during a pay period. Flexible work sched-
ules permit employees to report to work at any time within a spe-
cific time period. Both compressed and flexible work schedules
allow employees to gain greater control over their time. Employees
can use that time to balance work and family responsibilities more
easily, become involved in volunteer activities, and take advantage
of educational opportunities.

Telework.—Telework is an alternative work arrangement for em-
ployees to conduct all or some of their work away from the primary
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workplace. The work location might be a residence, a telecenter, an
office closer to the employee’s residence, or another acceptable loca-
tion. The telework schedule may be fixed or episodic. Telework pro-
grams allow eligible employees to participate in telecommuting to
the maximum extent possible without diminished employee per-
formance. Telework allows employees greater flexibility to balance
their personal and professional duties. It also allows both manage-
ment and employees to cope with the uncertainties of potential dis-
ruptions in the workplace.

Long Term Care.—The Federal Long Term Care Insurance
(FLTCI) Program was implemented in 2002. This program allows
employees, retirees and their eligible family members to include
spouses, parents, parents-in-law and stepparents to purchase in-
surance at group rates to cover the costs of care needed for individ-
uals with ongoing illnesses or disabilities. It also provides coverage
for care needed by those with severe cognitive problems like Alz-
heimer’s disease. FLTCI provides reimbursement for care provided
by home health care aids, as well as care provided in a nursing
home or assisted living facility. Employees who apply for and are
approved for coverage can use the program to help them coordinate
care for elderly relatives, receive discounts on certain long term
care services or supplies, and provide advice and support to the em-
ployee as caregiver.

Retirement.—Federal employees are covered under either the
Civil Service Retirement System (CSRS) or the Federal Employees
Retirement System (FERS) depending on when they entered Fed-
eral service.

e CSRS is a defined benefit system that provides full retire-
ment benefits at age 55 with 30 years’ of service, at age 60
with 20 years’ service, or at age 62 with at leave five years’
service. Involuntary retirement can occur with reduced benefits
at any age after 25 years’ service, or at age 50 with 20 years’
service. In such cases, an employee’s annuity is normally re-
duced by 2 percent for each year under age 55. An employee
contributes 7.0 percent of pay to the CSRS. Annuity benefits
are based on an average of the highest three years of salary.
The annuity formula provides for 1.5 percent of average salary
for the first five years of service, 1.75 percent of average salary
for the next five years, and 2 percent per year for any remain-
ing service up to a maximum 80 percent of average salary.

e FERS is a three-tiered plan consisting of a defined benefit
element, social security, and thrift savings plan (TSP). The de-
fined benefit element under FERS is calculated using 1 percent
of the employee’s highest average pay over a three-year con-
secutive period multiplied by the number of years’ of service.
If the employee retires at age 62, or later, with at least 20
years of service, a factor of 1.1 percent is used rather than 1
percent. Employees who retire before age 62 qualify for a Spe-
cial Retirement Supplement that equals the Social Security
benefit they will receive upon reaching age 62. This benefit is
eliminated once Social Security is received. FERS employees
contribute 7.65 percent toward their defined benefit element
and Social Security with option to contribute more towards
TSP. Agency contributions to an employee’s TSP account
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amount to 1 percent of basic pay for each pay period. Employ-
ees can contribute up to 13 percent of their salary into TSP
with agency matching funds up to 4 percent. Employees are el-
igible to retire with 30 years of service.

Thrift Savings Plan.—The Thrift Savings Plan is a retirement
and savings plan for Federal employees and military members. The
program is similar to the 401(k) programs offered by many private
corporations. The program allows individuals to contribute a per-
centage of their salary tax-deferred to a savings plan that is man-
aged by a proficient and well-managed government organization.
The earnings on the TSP contributions are allowed to grow tax de-
ferred.

e Employees covered by the Federal Employees Retirement
System (FERS) receive, each pay period, an automatic con-
tribution to their thrift savings account equal to one percent of
their basic pay. In addition, the agency provides matching con-
tributions, dollar-for-dollar for the first three percent of salary
that employees invest, and 50 cents on the dollar for the next
two percent of salary invested.

e The government match for FERS employee contributions is
considered quite generous and has resulted in enhanced re-
cruiting and retention within the Department of Defense.
Many experienced mid-career individuals, who might otherwise
not consider a Federal career, have accepted Federal positions
because of the government contribution and matching TSP
payments. Participants in the program are able to amass sig-
nificant retirement savings that they might not otherwise ac-
crue. At retirement individuals have several options for receiv-
ing their account balances or they may leave their TSP funds
in the program until age 70V%2, at which point they must begin
making withdrawals under Internal Revenue Service rules for
tax-deferred retirement savings plans.

DoD Programs

Some DoD agencies such as the Air Force, Navy, Army and Air
Force Exchange Service, Defense Threat Reduction Agency, De-
fense Logistics Agency, Defense Security Service, Uniformed Serv-
ices University of the Health Sciences supplement the Federal Pro-
grams mentioned above with local programs and activities such as
Eldercare fairs/seminars; monthly support groups with guest
speakers who talk about adult care, medicare/medicaid, retirement
and estate planning; Employee Assistance/Referral programs dedi-
cated to assisting employees with elder care problems; flexible work
schedules to better accommodate individual elder care needs; and,
retiree councils and transition services.

Air Force developed a comprehensive Eldercare section on the
Air Force Crossroads website. (See http://www.afcrossroads.com/
html/eldercare/index.cfm.) The site was developed for older adults,
concerned family members, or for those interested in the issues of
eldercare and the elderly. The website includes information on top-
ics ranging from Alzheimer’s to Social Security. The website in-
cludes hyperlinks to National Hotlines, Eldercare organizations, re-
sources available to the elderly, State contacts, and other selected
sources related to aging.
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Defense Logistics Agency’s (DLA) Quality of Life, Family Support
Program offers a robust eldercare program to meet the needs of
DLA military and civilian employees. DLA Life Connections, pro-
vided through Federal Occupational Health and the company Life
Care.com, helps employees to more effectively manage their life
events, to include a wide range of eldercare issues. Convenient for
DLA employees, DLA Life Connections services are available 24
hours a day, seven days a week by either a 1-800 number an-
swered by a professional-staffed call center or through internet web
access. In addition to online tools, there are educational resources
including printed material and kits to help manage eldercare
issues. DLA Life Connections services include:

e Searches for elder care resources nationwide including
home health care agencies, long-term care facilities, assisted
living centers, and hospice care;

e Information on retirement communities;

¢ Information for caregivers including assessing the needs of
a loved one, evaluating care options, home safety for seniors,
respite care and more;

e Checklists to help individuals evaluate eldercare facilities
and providers;

e A disease and conditions index that enables users to access
information on diseases that affect seniors;

e Information on financing care including government-spon-
sored programs such as Medicare, Medicaid, Social Security, as
well as private-pay options. Referrals are provided for Elder
Law Attorneys, Hospice Facilities, Hospice Home Care and Fu-
neral Services;

e Educational materials on Retirement and Estate Planning,
Helping Others Cope with Grief, Helping Children Cope with
Gr(iief, Grief and Bereavement, Funerals: A Consumer’s Guide;
an

e Information on organizing personal affairs, powers of at-
torney, healthcare treatment directives, living wills, estate
planning, and wills and trusts.

Upon request, DLA Life Connections provides a popular adult
care kit, which helps people manage eldercare issues. The kit con-
tains helpful information and products designed specifically to help
seniors or their family members manage their daily living.

In addition to the services available through DLA Life Connec-
tions, the Quality of Life Family Advocacy Program (FAP) offers
workshops and sessions that vary widely to fit the needs of DLA’s
diverse population. These sessions include information on recog-
nizing and preventing elder care abuse, protecting the elderly, com-
municating with the elderly and adult development. Subjects of
other workshops include Alzheimers, dementia, elder care law, and
Grandparents Raising Grandchildren that explores and addresses
the challenges and needs faced by grandparents raising grand-
children. The Family Advocacy Program also sponsors a caregivers
support group that meets quarterly at which numerous eldercare
topics are discussed.

The Defense Distribution Depot Susquehanna, Pennsylvania
(DDDSP) FAP offers monthly one-hour sessions for the military
and DoD civilian community on eldercare issues. A FAP-contracted
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eldercare expert who is on the Social Work faculty of a nearby col-
lege conducts these sessions, which vary from open-ended to topic-
driven. Occasionally, guest speakers like elder law attorneys, finan-
cial planners, or funeral directors supplement these sessions. In ad-
dition to marketing these offering, the DDDSP FAP maintains a re-
sources library of eldercare materials to assist personnel with their
care giving challenges.

Uniformed Services University of the Health Sciences (USUHS)
has some unique benefits available to employees covered under its
Administratively Determined (AD) pay system. The following are
some of the benefits that are of particular interest to the aging:

e Faculty Retirement System. Specifically, USUHS has a
403(b) retirement system similar to TSP, except that the Uni-
versity contributes 10 percent of the employee’s salary. The re-
tirement age and provisions mirror those of an IRA. One provi-
sion of this retirement system is a Salary Reduction Agree-
ment (SRA), which allows an AD employee covered under
TIAA-CREF or Fidelity to make additional voluntary tax-de-
ferred contributions to his/her retirement or investment ac-
counts through the SRA. Employees covered under FERS or
CSRS are not eligible.

e Long Term Disability: An AD employee covered under
TIAA-CREF or Fidelity is covered under the Long Term Dis-
ability Insurance plan. The employer and the employee share
the cost (Agency pays 50 percent & the employee pays 50 per-
cent of the premium). Employees covered under FERS or CSRS
are not eligible.

e Continued Academic Affiliation after Retirement: The Uni-
versity allows employees who have retired to continue to par-
ticipate and contribute to the University as emeritus faculty.
USUHS provides office and laboratory space for these individ-
uals and other administrative support. Many retired faculty
have chosen to volunteer time at the University to remain pro-
ductive by providing research, mentoring, and lecturing.

e USUHS, as a Health Sciences University conducts
research and makes this research available to the public. In
addition, USUHS periodically holds public seminars and lec-
tures on a wide variety of health-related topics such as diabe-
tes, hypertension and weight management.
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ITEM 4 DEPARTMENT OF EDUCATION

ENFORCEMENT OF THE AGE DISCRIMINATION ACT OF 1975
CALENDAR YEARS 2001-2002

Status of the Department of Education’'s Implementing Requlation

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 applies to all elementary and
secondary schools, colleges and universities, public libraries, and vocational rehabilitation
services. It covers age discrimination at these institutions except age discrimination in
employment.

The regulation describes the standards for determining age discrimination; the responsibilities
of recipients; and procedures for enforcing the statute and regulation.

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 circumstances, 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 practices, except in federally
funded public service employment programs under the Workforce Investment Act of 1998
(formerly the Job Training Partnership Act). The Equal Employment 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 not have jurisdiction over cases alleging age
discrimination against persons under 40 years of age. Ratherthan referring such a case to
the EEOC, OCR closes the complaint and informs the complainant that neither OCR nor the
EEOC has jurisdiction.
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The Department of Health and Human Services (HHS) published a general government-
wide regulation on age discrimination. Each agency that provides Federal financial
assistance must publish a final agency-specific regulation. On July 27, 1993, ED published in
the Federal Redister its final regulation implementing the Age Act.

Under ED's final regulation, OCR forwards complaints alleging age discrimination to the
Federal Mediation and Conciliation Service (FMCS) for atterrpted 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 complaints. 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. I
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 extensions of up
to 10 days beyond the 60 day mediation period on a case-by-case basis when mediated
agreements appear to be forthcoming.

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 Amendments of 1972, which prohibits discrimination on the basis of sex; and
Section 504 of the Rehabilitation Act of 1973 and Title Il of the Americans with Disabilities
Act of 1990, which prohibit discrimination on the basis of disability.

In addition, as of January 8, 2002, OCR enforces the Boy Scouts of America Equal Access
Act. Under the Act, no public elementary school, public secondary school, or state or local
education agency that provides an opportunity for one or more outside youth or community
groups to meet on school premises or in schoo! facilities before or after school hours shall
deny equal access or a fair opportunity to meet, or discriminate against, any group officially
affiliated with the Boy Scouts of America or any other youth group listed in Title 36 of the
United States Code as a patriotic society.

Complaints
(a) Receipts

OCR received 418 age complaints in Calendar Years 2001-2002. Of these, 122 were
age-only complaints and 296 were multiple bases complaints. As shown on Table 1,
229 of the 418 receipts were processed in OCR and 189 were referred to other
Federal agencies for processing. The most frequently cited issues in complaint
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receipts involving students were "student rights-retaliation/harassment," "academic
evaluation/grading,” “discipline,” "selection for enrollment," "treatment,” and
“financial assistance/scholarships.” The most frequently cited issues in complaint
receipts involving employees were “hiring” and "demotior/dismissal/disciplinary
action.”

TABLE 1: CALENDAR YEARS 2001- 2002
AGE-BASED COMPLAINT RECEIPTS

Processed by OCR 229
Referred to FMCS 127
Referred to EEOC 55
Referred to Other Federal Agencies 7

Total Receipts 418

Resolutions

During Calendar Years 2001-2002, OCR resolved 419 age-based complaints,
including 126 age-only complaints and 293 multiple-based age complaints. The
resolution of the complaints are shown in Table 2.
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TABLE 2: CALENDAR YEARS 2001-2002
AGE-BASED COMPLAINT RESOLUTIONS

Inappropriate for OCR Action 312
OCR Facilitated Change 15
No Change Required _92

Total Resolutions 419

Inappropriate for QCR Action

Of the 419 complaint resolutions, 312 were resolved because they were
"Inappropriate for OCR Action." These would include a resolution 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 proceed;

(5) complaint contained similar allegations repeatedly determined by OCR to be
factually or legally insubstantial or were addressed 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 Revewing
Authority, or OCR; (7) there was pending litigation raising the same allegations
contained in a complaint; (8) allegations were being investigated by another federal
or state agency or through a recipient's internal grievance procedures; (9) OCR
treated the 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 cooperate; and (12) corrplaint
was investigated by another agency and the resolution met OCR standards.

OCR Facilitated Change

There were 15 complaints resolved because "OCR Facilitated Change.” These would
include a resolution achieved by (1) a recipient resolving the allegations contdned in

the complaint; {2) OCR facilitating resolution between the recipient and corrplainant
through Resolution between the Parties; (3} OCR negotiating a corrective agreement

resolving a complainant's allegations; and {4) settlement achieved after OCR issued a
letter of findings.

No Change Required
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In 92 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 determining insufficient factual basis in support
of complainant's allegations; (3} OCR determining insufficient evidence to support a
finding of a violation; and (4) OCR issuing a no violation letter of findings.
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Literacy Education for Senior Adult Learners

Background

Based on 2000 data, the U.S. Census Bureau estimates that more than 35 million people age 60 or older
live in the United States, accounting for approximately 15 percent of the total population. Racial diversity
will increase during the next 50 years. In 1998, 67 percent of older Americans bad high school diplomas,
and 15 percent had obtained at least a bachelor’s degree. In 1950, only 18 percent had diplomas and 4
percent had at least a four-year degree. In 2000, the fastest growing segment of the working population
was workers 55-64, and the number of workers ages 16-24 is dropping. The older population is growing
and will become an increasing percentage of the total learners we serve, so attention should be given to
their needs. Moreover, with people living longer, and maintaining healthier lives, it makes more sense
than ever to help older persons learn life-enhancing basic skills, according to Commiitee for Economic
Development, January 2000,

Overview

The federally funded, State-administered adult education program authorized under the Adult Education
and Family Literacy Act, Title II of the Workforce Act of 1998 (Public Law 105-220) (AEFLA) provides
funds to the 50 States, the District of Columbia, Puerto Rico and outlying areas. The Workforce
Investment Act (WIA) focuses on streamlining services, increasing program quality, enhancing
accountability, and allowing more flexibility for local and State programs. The Adult Education and
Family Literacy Act was created to provide a partnership among the Federal government, States and
localities to assist adults in 1) becoming literate and obtaining the knowledge and skills necessary for
employment and self-sufficiency; 2) obtaining the educational skills to become full partners in the
educational development of their children; and 3) completing a secondary school education. AEFLA is
the Department’s major legislated program that supports and promotes services to educationally
disadvantaged aduits.

Formula grants are made to designated eligible State agencies. States distribute grant funds to local
providers through a competitive, direct and equitable process. Eligible providers include: local
educational agencies; community-based organizations; volunteer literacy organizations; institutions of
higher education; public or private nonprofit agencies; libraries; public housing authorities; nonprofit
institutions; and consortia of any of the above providers.

In program year 2001-2002, more than 2.7 million adult learners were served through the Adult
Education and Family Literacy Act programs nationwide. Of these learners, approximately 99,072 or 3.6
percent were 60 years of age or older. Programs are offered to older adults through local education
agencies, community colleges, nursing homes, senior centers, private homes, community-based
organizations, churches, and libraries and include adult basic education, adult secondary education, and
English literacy classes. According to the Adult Education Annual Performance Reports for program year
2001-2002, the states with the highest enrollment for adults age 60 years or more were California
(26,069), Florida (9,288), South Carolina (8,669), New York (6,267), and Puerto Rico (5,223). States that
have concerted efforts to expand services and investment to this population include the District of
Columbia, Louisiana, and Wyoming,

State Efforts in Working with Older Learners

The Adult Education Annual Performance Reports for program year 2001-2002 indicated that the District
of Columbia, Louisiana, and Wyorning are providing some activities to enhance quality program
instruction and services to their older adult population. The state activities are listed below:

Division of Adult Education and Literacy, Office of Vocational and Adult Ed
U.8. Department of Education
September 2003
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Literacy Education for Senior Adult Learners

The District of Columbia State Education Agency funded an English Literacy/Civics Education
(EL/Civics) collaborative, Language, ETC and Elders Collaborative, designed to provide EL/Civic
instruction to Hispanic mothers who would not otherwise attend English as a second language classes. It
was developed to bridge the intergenerational gap between Hispanic seniors and young children between
the ages of three and eight. Also, the University of the District of Columbia Elders Program provided
computer literacy to 39 older adults. The computer literacy class used a pre-post computer literacy
assessment to measure initial computer knowledge and learning gains.

In Louisiana, the number of middle-age adults, age 45-59, represents the largest increase of students
served in any age group. That age segment increased 26.6 percent over enrollments in 2000-2001. There
was a 19.5 percent increase in the age 60 plus group. The majority of the adult instruction totaled 36
weeks, with a principal focus on basic academic skills and General Educational Development Test
preparation. Many sites offered year-round access to adult instruction.

Wyoming integrates the Senior Community Service Employment Program into their One-Stop system.
Local Adult Basic Education centers are collaborating with One-Stop centers with a referral process:
When a learner comes in to the one-stop center and needs basic education instruction, that individual is
referred to the most convenient Adult Basic Education center.

In addition, increased public awareness and the implementation of State Resource Centers and One-Stop
Centers are expanding the delivery system for senior adult learners. Where needed, supportive services
such as transportation are provided as are outreach activities adapting programs to the life situations and
experiences of older persons. Individual learning preferences are recognized 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 citizen centers, nutrition programs,
nursing homes, and retirement and day care centers.

Trends and Outlook

A report, The Older Population in the United States: March 2002, produced by the Census Bureau, stated
that more than one in eight people age 65 and over (4.5 million) were either working or looking for work
in 2002. Among those ages 60 to 64, the proportions were 57 percent for men and 44 percent for women,
The profile of the older population shows that in 2002, among people 55 and over, 25 percent have not
completed high school.

There has been a change in the way that older workers are perceived. The notion of assisting an older
worker to retire and enjoy leisure time has shifted to attempting to retain and also to recruit older workers.
There has been a movement that adheres to the thinking that with training to maintain, enhance, or update
skills, older workers may contribute to organizational productivity and may even surpass younger workers
in reliability and consistency. Older adults are now viewed as assets particularly in terms of work ethic,
reliability, accuracy, and stability according to The Older Worker: Myths and Realities No. 18, by David
Stein and Tonette S. Rocco, 2001,

The workplace is ever- changing for the older workers. In earlier years, an employee expected to stay
with the same employer starting at a young age and continuing until retirement that usually began from
the mid- fifties to 62-65 years of age. Today, the aging population is living longer and healthier lives. So
the work life for the new older worker evolves from active employment, temporary disengagement from
the workplace and reentry into the same-—or a new career.

Division of Adult Education and Literacy, Office of Vocational and Aduit Education
U.S. Department of Education
September 2003
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Literacy Education for Senior Adult Learners

Currently, the fastest growing segment of the older adult population is in the over age 85 group. This
population is expected to continue to grow because technological advances in medical care, an emphasis
on prevention and wellness, are allowing people to reach advanced ages.

According to the National Adult Literacy Survey (NALS) report, Literacy of Older Adulits in America,
older adults are projected to outnumber those under age 18 by the year 2030. A challenge of our society is
to find new and better ways to enhance the opportunities of older adults to live full, independent, and
productive lives through their later years.

Educational attainment influences socioeconomic status, and thus can play a role in well-being at older
ages. Higher levels of education are usually associated with higher incomes, higher standards of living,
and above-average health status among older Americans.

In conclusion, cooperation and collaboration among organizations, institutions and community groups are
strongly encouraged at the national, State and local levels to meet the demanding needs of older learners.
In addition, States are working on promising practices and accountability measures to strengthen and
expand instruction and services for this population.

Division of Adult Education and Literacy, Office of Vi ional and Aduit Ed
U.S. Department of Education
September 2003




ITEM 5—DEPARTMENT OF ENERGY

INTRODUCTION

The Department of Energy contributes to a better quality of life
for all Americans by ensuring energy security, maintaining the
safety, security and reliability of the nuclear weapons stockpile,
cleaning up the environment from the legacy of the Cold War, and
developing innovations in science and technology. After 25 years in
existence, the Department now operates 24 preeminent research
laboratories and facilities and four power marketing administra-
tions, and manages the environmental cleanup from 50 years of nu-
clear defense activities that impacted two million acres in commu-
nities across the country. The Department has an annual budget
of about $23 billion and employs approximately 14,500 federal and
100,000 contractor employees.

The Department of Energy is principally a national security
agency and all of its missions flow from this core mission to sup-
port national security. The Department has four strategic goals to-
ward achieving its mission:

e Defense Strategic Goal: To protect our national security by
applying advanced science and nuclear technology to the Na-
tion’s defense.

e Energy Strategic Goal: To protect our national and eco-
nomic security by promoting a diverse supply and delivery of
reliable, affordable, and environmentally sound energy.

e Science Strategic Goal: To protect our national and eco-
nomic security by providing world-class scientific research ca-
pacity and advancing scientific knowledge.

e Environment Strategic Goal: To protect the environment
by providing a responsible resolution to the environmental leg-
acy of the Cold War and by providing for the permanent dis-
posal of the Nation’s high-level radioactive waste.

Science and technology are the Department’s principal tools in
the pursuit of its national security mission. The Department has
amassed tremendous scientific and technical capabilities, serving
America in ways never anticipated 25 years ago. These capabilities
are applied to the overarching mission of ensuring the national se-
curity.

ENERGY EFFICIENCY PROGRAMS

Weatherization Assistance Program.—The program’s mission is to
make energy more affordable and to 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-

(53)
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holds served by this program. As of September 30, 2002 about 5.4
million homes had been weatherized with federal, state, and utility
funds; of these, an estimated 2.2 million were occupied by elderly
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 would otherwise be inaccessible to them. Reducing the high
energy cost burden faced by low-income Americans helps them in-
crease their financial independence and provides them flexibility to
spend household income on other needs.

The Weatherization Assistance Program has become increasingly
effective due to improvements in air-leakage control, insulation,
water heater systems, windows and doors, and space heating sys-
tems. At current prices, a weatherized low-income household now
saves approximately $218 per year, about one-third of its space
heating costs. Program benefits are further described in the
Progress Report of the National Weatherization Assistance Program,
available through the National Technical Information Service, 703/
487-4650, 5285 Port Royal Road, Springfield, VA 22161.

States implement the program through community-based organi-
zations. DOE and its state and community partners weatherize ap-
proximately 70,000 single- and multi-family dwellings each year.
The program awarded %153 million in Fiscal Year 2001 and $230
million in Fiscal Year 2002 for grants to the 50 states, the District
of Columbia, and six Native American tribal organizations. In addi-
tion to DOE appropriations, state and local programs receive fund-
ing from the Department of Health and Human Services’ Low In-
come Home Energy Assistance Program, from utilities, and from
states.

State Energy Program.—The program provides grants to state
Energy Offices to encourage energy efficiency and the use of renew-
able energy technologies and practices in states and communities
through technical and financial assistance. In Fiscal Year 2001,
$37.5 million was appropriated for the program and in Fiscal Year
2002, $45 million. States have broad discretion in designing their
projects. Typical project activities include: public education to pro-
mote energy efficiency; transportation efficiency and accelerated
use of alternative transportation fuels for vehicles; financial incen-
tives for energy conservation/renewable projects including loans, re-
bates, and grants; energy audits of buildings and industrial proc-
esses; development and adoption of integrated energy plans; pro-
motion of energy efficient residences; and deployment of newly de-
veloped energy efficiency and renewable energy technologies.

Some projects target the elderly specifically, such as Louisiana’s
low-income/handicapped/ elderly/Native American outreach pro-
gram which provides energy related assistance through a joint ven-
ture with utilities. The elderly also benefit from broader programs
that provide energy audits, hands-on energy conservation work-
shops, and low-interest loans for homeowners. These can result in
significant personal energy savings. Energy efficiency improve-
ments in local and state buildings and services also indirectly ben-
efit the elderly by freeing up state and local government tax reve-
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nues for non-energy needs, as do energy efficient schools which
place less of a burden on property taxes.

INFORMATION COLLECTION AND DISTRIBUTION

The Energy Information Administration collects and publishes
comprehensive data on energy consumption and expenditures
through the Residential Energy Consumption Survey (RECS). The
RECS is conducted in households quadrennially and collects data
from individual households throughout the country, including those
headed by elderly individuals. Along with household and housing
unit characteristics data, the RECS also collects the actual billing
data from the households’ fuel suppliers for a 12-month period.

The results of the RECS are analyzed and published by the
Energy Information Administration. The most recent survey data
are from the 2001 RECS and are published on the Internet at
http://www.eia.doe.gov/emeu/recs. The 2001 RECS public use data
files will become available at this site in November 2003. These
files will include demographic characteristics of the elderly such as
age, marital status, and household income, as well as estimates of
consumption and expenditures for electricity, natural gas, fuel oil,
kerosene, and liquefied petroleum gas used in elderly households.

In the 2001 RECS, 33.1 million, or 31 percent of all U.S. house-
holds, were headed by a person 60 years of age or older. Of these
elderly households, 44 percent were one-member households (14.5
million people living alone) and 43 percent contained two people.
In 23 percent of the two-member elderly households both members
were under the age of 65; in 24 percent of these households, only
one member was younger than 65; and in 53 percent, both mem-
bers were over the age of 65. Comparisons of elderly versus non-
elderly households reveal:

e The 2001 household income of elderly households was gen-
erally lower than that of non-elderly households. About one-
seventh, 15 percent, of elderly households had income of less
than $10,000, compared to 9 percent of the non-elderly house-
holds. Nearly a quarter, 23 percent, of the elderly households
had income of $50,000 or more, compared to 42 percent of the
non-elderly households. Of the 15 million U.S. households
whose income was below the poverty line, 37 percent were
headed by a person 60 years or older.

e Despite having lower household incomes, the aforemen-
tioned elderly households were more likely to own their hous-
ing unit, 78 percent, than were non-elderly households, 64 per-
cent. The elderly were also more likely to live in a single-fam-
ily house, 72 percent, than were non-elderly households, 68
percent.

e Elderly households were less likely to have a personal
computer or access to the Internet than were households head-
ed by persons less than 60 years of age. Among elderly house-
holds, 34 percent had a personal computer compared to 66 per-
cent of the non-elderly households. Only 27 percent of elderly
households had access to the Internet compared to 56 percent
of the non-elderly households.
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e Elderly households were only marginally less likely to
have a microwave oven, 84 percent, than are non-elderly
households, 87 percent.

Analysis of the 2001 RECS data shows that consumption pat-
terns differed between the elderly and non-elderly for some uses of
energy. The elderly used more energy to heat their homes but used
less energy for air conditioning, water heating, and lighting and ap-
pliances. Expenditures followed the same pattern. Specifically,

e The average expenditures per household member in elder-
ly households in 2001 was $873. This amount was higher than
the comparable amount for all other households, due to the
fact that households headed by persons 60 years or more are
smaller than those headed by persons under 60 years of age.
The average size of a household headed by persons 60 years or
more was 1.8 persons compared to an average household size
of 2.9 persons for those headed by persons under 60 years.

About 53 percent of total energy consumption and about 37 per-
cent of total energy expenditures in elderly households were for
space heating. On the other hand, lighting and appliances ac-
counted to 27 percent of consumption and 43 percent of total ex-
penditures in elderly households. Energy costs for lighting and ap-
pliances are much higher relative to consumption than are energy
costs for space heating because virtually all lights and appliances
are powered by electricity, the most expensive energy source,
whereas space heating is largely provided by other, less expensive,
energy sources.

RESEARCH RELATED TO AGING

During fiscal years (FY) 2001 and 2002, the Office of Environ-
ment, Safety and Health (EH) sponsored research to further under-
stand the human health effects of radiation and beryllium expo-
sure. The Department of Energy (DOE) sponsored epidemiologic
studies concerned with understanding health changes over time as
part of this research program. Lifetime studies of humans con-
stitute a significant part of EH’s research; and 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 physical agents,
as well as some basic research on 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 health effects associated with the nor-
mal aging processes. To distinguish between induced and sponta-
neous changes, information is collected from both exposed and un-
exposed groups on changes that occur throughout their (**the sen-
tence is vague—if “their” is not the appropriate word—sentence
needs to be changed**) life span. These data help characterize nor-
mal aging processes and distinguish them from the toxicity of en-
ergy-related agents. Summarized below are specific research
projects that the Department sponsored during FY 2001 and 2002.

Long-Term Studies of Human Populations.—Through EH, DOE
continued to support epidemiologic studies of health effects in hu-
mans who may have been exposed to chemicals and radiation asso-
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ciated with energy production or national defense activities. Infor-
mation on life span in human populations is obtained as part of
these studies. Because long-term studies of human populations are
difficult and expensive, 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
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 contract
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. A recent study indicated that workers
who were occupationally exposed to radiation for the first time at
age 45 or older might be more sensitive to health effects than
workers who were exposed at younger ages. However, very few
workers at DOE fit this profile. This finding is very preliminary
and further research and analyses are being conducted to see if
these results can be duplicated. Several other studies, currently
under way, will look closely at workers who were first exposed at
age 45 or older, assessing further the potential impact of late expo-
sures 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 Transuranium/Uranium 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. The projects pro-
vide medical screening and monitoring for former workers to iden-
tify those at high risk for occupationally related diseases and to
identify workers with diseases that may be reduced in severity by
timely interventions. Over 30,000 workers have been notified of the
availability of these free medical examinations since 1998. Approxi-
mately 4,500 workers have participated in the program. Medical
screening of former workers at DOE’s Paducah, Kentucky and
Portsmouth, Ohio gaseous diffusion plants is now under way. Fur-
ther expansion of medical screening is anticipated at the Oak
Ridge, Tennessee Y-12 Plant, Oak Ridge National Laboratory, and
among former workers at the Pantex Plant in Amarillo, Texas.
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In addition to its epidemiologic research and health monitoring
programs, EH maintains the Comprehensive Epidemiologic Data
Resource, a growing archive of data sets from the many epidemio-
logic studies sponsored by DOE. This public archive provides the
research community with data that continues to be used to gain ad-
ditional insights into the relationships between occupational expo-
sures and a variety of health outcomes, including diseases of aging
like 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
Sciences Division within the Office of Biological and Environmental
Research, Office of Science, carries out a Congressional mandate to
develop beneficial applications of nuclear and other energy related
technologies, including research on aging.

The Aging Research involves study of a brain chemical,
dopamine (DA), and its function in humans as they age. It has long
been recognized that age brings a significant decline in the function
of the brain DA system, 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 age-related losses in brain DA activity in cerebral
function and to investigate mechanisms involved with the loss of
DA function in normal aging. The results of these studies to date
have shown that healthy volunteers with no evidence of
neurological dysfunction do experience a decline in parameters of
DA function, which are associated with a 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 bene-
ficial in promoting the health of the dopamine system in the
elderly.
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ITEM 6_DEPARTMENT OF HEALTH AND HUMAN SERVICES

DEVELOPMENTS IN AGING: CALENDAR YEARS 2001 and 2002

ADMINISTRATION ON AGING
Introduction

The Administration on Aging (AoA) serves as the Federal focal point and advocate
agency for older persons and their concerns. Its mission is to help elderly individuals
maintain their independence in the community, even in the face of disability and chronic
disease, which can severely affect the well being of the elderly. In its role, AoA works to
heighten awareness among other Federal agencies, organizations, groups, and the public
about the valuable contributions that older Americans make to the Nation and alerts them
to the needs of vulnerable older people. AoA also administers the Older Americans Act
(OAA), which through various grant programs supports an array of community-based
supportive services, as well as state and local efforts to develop comprehensive and
coordinated systems of care for older people and their family caregivers.

AoA oversees the OAA at the Federal level, working especially to coordinate and
integrate Federal programs that benefit the elderly. AoA carries out its advocacy and
service-delivery programs in collaboration with a national service network that includes
56 State Units on Aging, 655 Area Agencies on Aging, 243 Tribal organizations, over
29,000 local community service organizations, 500,000 volunteers, and a wide variety of
national organizations.

Working together, the community-based network provides services in support of the
Ao0A’s mission to help elderly individuals maintain their independence in the community,
and the results of these efforts are positive. AoA and the network are focused on
producing and measuring results that foster the AoA mission, and program data from
administrative records and AoA national surveys of OAA clients record the impact of the
efforts of AoA and the network.

. OAA programs reach a significant number of elderly individuals. Approximately
fifteen percent of elders 60 and over (over 45 million) receive OAA information,
meals and support services,

. Services are targeted to those who are vulnerable and need help: the poor, low-
income minorities, rural residents, and the disabled. In each fiscal year,
approximately 30% of clients are poor; over 50% of minority clients are poor; and
about 30% of clients live in rural areas. Over 70% of new home-delivered meals
clients are at high nutritional risk.

. States and communities contribute significantly to OAA programs; AoA is the
minority funder in this enterprise. States and communities leverage $2 for every
$1 in AoA funding. For selected in-home services targeted to disabled elders,
they leverage about $3 for every $1 in AoA funding.

. The aging services network can help to keep elderly individuals in the
community. Thirty-percent of the network’s home-delivered meals and
homemaker service clients are nursing-home eligible, but are cared for in the
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community.

. Family and friends who care for elders are the nation’s most powerful resource in
helping the elderly stay at home, and they value OAA services. Over 85% of
caregivers of elderly clients surveyed by AoA reported that OAA services help
them care longer for their loved ones.

. The network provides services that are useful and necessary for vulnerable elders
to remain in the community. The OAA program is the sole source of
transportation services for over thirty-percent of all clients who receive the
service.

. Elderly clients are overwhelmingly satisfied with the services provided under the
OAA. For all services subjected to consumer surveys, including meals,
homemaker services, transportation and information services, client satisfaction
reported by the elderly was in the range of 90% or higher.

AoA Strategic Action Plan

To continue to focus on and improve the results that the network is producing for older
Americans, the Administration on Aging launched a strategic planning process in 2001
that culminated in the adoption of a five year Strategic Action Plan in 2002. The
planning process involved broad public input from eight national listening sessions AcA
conducted throughout the country in 2001. The AoA Strategic Action Plan established
five priorities to promote the dignity and independence of older people and support the
leadership role of the Aging Services Network in shaping our evolving health and long
term care system. The document is used to inform policy and budget decisions to ensure
that the agency’s activities are centered around our core value of promoting
independence and supporting older people and their family caregivers. This report is
organized around the priorities outlined in the Plan.

SECTION I - Making it Easier for Older People to Access an Integrated
Array of Health and Social Supports

New Freedom Initiative

One of the most significant keys to producing successful results for elderly individuals is
for AoA and other HHS organizations to ensure a coordinated, integrated approach to
help elderly individuals remain in the community. Beginning in February 2001, the
primary vehicle that HHS has used to advance policy initiatives related to long-term care
for older adults and people with disabilities has been the President’s New Freedom
Initiative. The New Freedom Initiative is a comprehensive plan to remove barriers to
community living for people with disabilities by working to ensure that all Americans
have the opportunity to learn and develop skills, engage in work, make choices about
their daily lives, and participate fully in community life. The Administration on Aging
has played a leadership role within the department in supporting the President’s New
Freedom Initiative.

President Bush issued Executive Order 13217 in June 2001 as one of his first actions to
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implement the New Freedom Initiative. The Order committed the federal government to
help states eliminate barriers to community living; it directed HHS to coordinate a
government-wide effort to identify statutory and regulatory barriers to community living
and report on ways to eliminate those barriers. AoA coordinated the public input process
called for in the Executive Order. The initiative involved nine federal departments. The
process resulted in over 1000 public comments being received, analyzed and reflected in
the April 2002 report to the President entitled, Delivering on the Promise: HHS Self-
Evaluation to Promote Community Living for People with Disabilities.

The Administration on Aging established and chaired an intradepartmental workgroup on
informal caregiver support in April 2002. The workgroup focused its efforts on
implementing the solutions related to caregiver support outlined in the report to the
President. The workgroup was comprised of representatives from nine HHS agencies,
including the Administration for Children and Families, the Agency for Healthcare
Research and Quality, the Centers for Medicare & Medicaid Services, the National
Institute on Aging, and the Substance Abuse and Mental Health Services Administration.
The first product of the workgroup, completed in December 2002, was the first ever
compilation of HHS activities to support caregivers, titled “HHS Compendium of
Caregiver Support Activities.”

In May 2001, Secretary Thompson announced the first round of “Real Choice Systems
Change Grants.” A total of $50 million in grant funds was made available, by the Centers
for Medicare and Medicaid Services, to the states to support innovative ways to expand
and enhance the delivery of home and community-based services. AoA helped to shape
the design of this program to ensure these grants could be used to support changes that
would benefit the elderly and involved the Aging Services Network. More than three
quarters of the first round of Real Choice Grants included the elderlyas a target
population. State Units on Aging were directly involved in the planning and
implementation activities in a majority of the states, and in 5 states, the State Unit on
Aging took the lead in implementing a Real Choice Grant.

In May 2002, Secretary Thompson directed AoA to work with the Centers for

Medicare & Medicaid Services, the Assistant Secretary for Planning and Evaluation, and
the Agency for Health Care Quality and Research on a study that would highlight the role
the Aging Services Network has played in helping states and communities to develop
more balanced systems of long term care. A0A subsequently commissioned case studies
of 14 state models in the areas of integrated access and services, consumer directed care,
information technology and consumer involvement in policy and program decision-
making and redirecting public long term care resources to create a more balanced system
of care. This work is now being finalized; a full report will be issued in 2004.

AoA partnered with the Centers for Medicare & Medicaid Services during 2002 to
develop a joint initiative to help states create “one stop shop” access programs that will
make it easier for people to learn about and access long term care services. This initiative
is known as the Aging and Disability Resource Center Program. The goal of this
program is to help people make informed decisions about their service and support
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options, and provide consumers with a single entry point to publicly supported long term
care programs at the community level. Under the program, States will be able to better
coordinate and/or redesign their existing systems of information, assistance and access,
which currently involve multiple federal, state and local programs. The initiative builds
on the experience of “one-stop shop” programs in Wisconsin and other states. Funding
for the Aging and Disability Resource Center Program was included in the President’s
FY2003 Budget.

Listening Sessions

AoA is committed to producing and measuring results that are directly focused on
improving conditions for its primary consumers, the elderly. To foster success in this
enterprise, AoA and the network recognize the importance of listening to consumers. In
order to solicit the input of those most affected by Older Americans Act, AoA has
conducted a series of listening sessions. Eight of these sessions were held in 2001 and
2002. The sessions were held all over the country and were designed to allow
participation from consumers, caregivers, service providers, State and Area Agencies on
Aging, Native American Tribal Organizations, advisory councils, and representatives of
national, state, and local aging organizations.

Tribal Listening Session

The needs of elderly native Americans are unique, and require direct and focused
attention. AoA hosted a Tribal Listening Session on August 15, 2001 in Washington, DC
with Native American Tribal leaders throughout the country. The Session focused on
issues affecting the lives of Indian elders. There were over 100 participants representing
Tribes nationally. The Listening Session allowed for an open dialogue addressing four
priority areas: 1) policy directions; 2) capacity building; 3) health care; and 4) long-term
care. Recommendations were made by the participants in these four areas and are
currently being reviewed and addressed.

Interagency Task Force on Older Indians

The OAA directs the Assistant Secretary for Aging to establish a permanent Interagency
Task Force on Older Indians. The Task Force meets quarterly and is comprised of
representatives of Federal departments and agencies with “an interest in older Indians
and their welfare”. The Task Force is legislatively mandated to improve services to older
Indians. The Director of the Office of American Indian, Alaskan Native and Native
Hawaiian Programs chairs this Task Force. The current focus of the Task Force is on
health, transportation, and data. Three subcommittees gather and analyze information,
make recommendations for action to the Task Force that would further interagency
collaboration and enhance services to older Indians, and identify problems that prevent or
diminish collaboration.
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Intradepartmental Council on Native American Affairs

The Intradepartmental Council on Native American Affairs, authorized by the Native
American Programs Act of 1974, as Amended, and reestablished by Secretary Thompson
in 2002 serves as the focal point within the Department for coordination and consultation
on health and human service issues affecting the American Indian, Alaska Native and
Native American population. The membership consists of the heads of HHS Operating
Divisions, Staff Division heads, the Director, Office of Intergovernmental Affairs, the
Director, Center for Faith-Based and Community Initiatives, the Executive Secretary to
the department, and two HHS regional representatives.

Medicare Empowerment and Collaboration Initiative

A0A partnered with the Centers for Medicare and Medicaid Services (CMS) on an
initiative aimed at developing and testing approaches for effectively utilizing CMS
resources to provide information about Medicare and Medicare+Choice to beneficiaries
and their caregivers. The selected 26 projects reached a wide variety of underserved
beneficiaries, including Native Americans, African Americans, Latinos, Vietnamese and
other Asian populations, and Russians and other Eastern Europeans. For those with
mobility and other limitations, a number of projects brought Medicare information
directly to the beneficiary’s home. Additionally, a wide array of professionals,
volunteers and family caregivers received training to enhance their understanding of
Medicare programs and CMS resources and many consumer audiences were reached
through several projects that involved radio and television public awareness campaigns.

Improving the AoA Website

AoA recognizes the increasing need for government to use the latest technologies to
increase the efficiency and effectiveness of its business operations. With this in mind, in
November 2002 AoA launched a redesign of its website www.aoa.gov. The goal of the
redesign is to create a more professional, coordinated, and streamlined state-of-the-art
website that will enhance the public’s ability to access aging information. Site now
includes an Aging News section that highlights research, funding opportunities, and
information that is up-to-date and relevant to older Americans, their caregivers, and
professionals. Resource Rooms on key topics such as Alzheimer’s Disease and
caregiving have been added to make it easier for consumers and professionals to access
topic specific information and resources.

The ability to access information in multiple languages is a major enhancement to the
website. The site can be translated into eight different languages broadening access to
those with limited English proficiency.

Eldercare Locator On-Line

In November 2001, AoA developed a new tool to assist older persons and their
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caregivers, especially long-distance caregivers to identify reliable home and community-
based services. The Eldercare Locator on-line, www.eldercare.gov, provides users 24-
hour access to community assistance resources for seniors. By entering a zip code
individuals can access their State and Area Agency on Aging. In addition, the site
provides useful information, resources and links. In 2002, the Eldercare Locator
averaged over 25,000 users a month.

Alzheimer’s Disease Demonstration Grants to States

The Alzheimer’s Disease Demonstration Grants to States Program (ADDGS) was
established under Section 398 of the Public Health Service Act (P.L. 78-410) as amended
by Public Law 101-157 and by Public Law 105-379, the Health Professions Education
Partnerships Act of 1998. The ADDGS program’s mission is to expand the availability of
diagnostic and community-based support services for persons with Alzheimer’s disease,
their families, and their caregivers. The Administration on Aging provides an added
focus of reaching hard-to-serve and underserved people with Alzheimer’s disease or
related disorders (ADRDs).

The ADDGS projects demonstrate how existing public and private resources within
States may be more effectively identified, utilized, and coordinated to enhance the
educational and service delivery systems for persons with Alzheimer’s disease, their
families and caregivers. Under the Program, state grantces develop models of care for
persons with Alzheimer’s disease, and improve the responsiveness of the home and
community based care system for persons with dementia. Specifically, grantees:

. Link public and non-profit agencies that develop and operate respite care, and
other support, educational, and diagnostic services within the State to people who
need services;

. Deliver services such as primary health care physician education and support
services including respite care, home health care, personal care, day care,
companion services, short-term respite care, and other forms of respite and
supportive services to persons with ADRDs (at least 50% of the total grant must
be spent on these activities);

. Improve access to home and community based long term care services for persons
with Alzheimer’s Disease & their families;

. Provide individualized and public information, education, and referrals about 1)
diagnostic, treatment and related services that are available; 2) sources of
assistance to obtain such services, including entitlement programs; 3) legal rights
of individuals and families affected by ADRD.
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Each year, AoA holds a competitive grant award process, resulting in the issuance of
grants to states. In 2001, AoA had 25 state grantees, while as of July 2002, there were 33
state grantees under the ADDGS program. Each grant has a 3-year project period and
requires local match in the amounts of 25% (year 1), 35% (year 2), and 45% (year 3).
Grants range from $225,000 to $350,000, with the average federal award averaging
approximately $310,000. Projects are targeted to hard-to-reach populations including
ethnic minorities, low income and rural families with Alzheimer’s disease. In 2002, the
33 states with ADDGS grants included Alabama, Alaska, Arizona, Arkansas, California,
Colorado, Florida, Illinois, Indiana, lowa, Kansas, Maine, Maryland, Massachusetts,
Michigan, Minnesota, Mississippi, Missouri, Nebraska, Nevada, New Hampshire, New
Mexico, New York, North Carolina, Oklahoma, Pennsylvania, Rhode Island, Tennessee,
Texas, Vermont, Virginia, West Virginia, and Wisconsin.

As of July 2002, 42 states plus Puerto Rico and the District of Columbia had been funded
under the Alzheimer’s Demonstration program. The program is formally evaluated
through an university-based contractor, and a report was issued in 2003.

Managed Care Initiative

In addition to these 33 projects, 5 states participated in the ADDGS Managed Care
Initiative. The Managed Care Initiative is designed to test the impact of community-
based service interventions on primary care physician utilization rates by persons with
Alzheimer’s disease, and their satisfaction with health care plans in a managed care
environment. Final results from the Managed Care Initiative will be available by June
2004.

Organizations participating in the ADDGS Managed Care Initiative are:

« DC Office on Aging

+ Florida Department of Elder Affairs

*  Michigan Department of Community Health

+ Ohio Department on Aging

* Oregon Senior and Disabled Services Division

ADDGS Outcomes

Evaluation Results & Program Achievements

Throughout the program, a university-based evaluation team has independently evaluated
ADDGS grantee projects. This analysis of states’ experience in developing and
delivering health and social support home and community based care services to persons
with Alzheimer’s disease and their families has generated many findings — findings
which have program and policy implications far beyond the ADDGS program. As data
on the accompanying chart highlights, the program has been extremely successful in
reaching traditionally underserved and hard-to-reach populations including cultural and
ethnic minorities, low income and rural families, and person with developmental
disabilities who also have Alzheimer’s disease.
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ADDGS evaluation findings include;

Almost one-third of the demonstration clients used respite services for only one
or two months and the average length of use was ten months.

Elders with male caregivers used more respite services than those with female
caregivers.

Different ethnic groups had distinct patterns of day care use over time.
Hispanics/Latinos and Blacks/African Americans used, on average, the same
number of hours of day care. However, African Americans used small
quantities of service over an extended period of time, while Hispanic elders
used high quantities of service for short periods of time,

When elders in managed care health plans receive the type of home and
community based services provided by AoA, they are more satisfied with their
health care plans and appear to use less hospital and emergency room care than
when they do not receive AoA services.

There are 6 overarching keys to successful development of services and systems
of care for persons with Alzheimer’s disease in diverse communities:

. Establish trust and credibility within local community.

. Build community awareness of Alzheimer’s disease & available
services.

. Build or expand local service capacity.

. Create and provide new services.

. Develop local resources and ownership in program.

. Stabilize projects and services before starting new ventures.
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Profile of Individuals and Caregivers Receiving Support in 2001-2002

thru the

AoA Alzheimer’s Disease Demenstration Grants to States Program

Intensive home & community based supports 4,373

Information & education
Communities involved in program

Age
54 or less 2.1%
55-64 3.8%
65-74 15.5%
75-84 43.5%
85 or more 30.4%
not reported 4.7%
Average age of ADDGS clients
Gender
Women = 63.7%
Race/Ethnicity
African American
‘White
Hispanic/Latino

Asian/Pacific Islander
Native American

Living Arrangement

Live Alone
Elder + 1 other
Elder + 2 others
Not reported

Geographic Location

Rural or small town
Urban/Large City/Suburb
American Indian Reservation

Household Income

$0 - 814,999
$14,999 +

Functional Impairments
Average of 4.2 Activities of Daily Living (equal to NF level of care in most states)

150,000+
400

79.7 years

Men = 363%

14.8%
48.3%
22.2%
9.9%

5%

16.7%
48.7%
26.0%
8.7%

47.8%
51.7%
5%

66.7%
33.3%
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SECTION 1I - Helping Older People to Stay Active and Healthy

Steps to Healthy Aging Initiative

AoA launched the Steps to Healthy Aging Initiative in June 2002 in conjunction with the
announcement of the President’s HealthierUS Initiative to ensure that older Americans
know about the very simple things they can do to prevent illness such as increasing
physical activity and eating healthfully. AoA partnered with the National Policy and
Resource Center on Nutrition and Aging at Florida International University to support
Steps to Healthy Aging initiative.

Steps to Healthy Aging Initative is a two-part project, Eating Better and Moving More,
designed to increase physical activity and improve nutrition in older adults. The Eating
Better component of the program is designed to help older Americans make healthful
eating choices. The Moving More component encourages simple and fun moderated
physical activity by the use of electronic step counters to monitor and increase physical
activity in older adults. A Guidebook for Community Programs that shows how to plan,
design, implement, and evaluate a community-based walking program for individuals
and groups has been developed.

Evidence-Based Prevention Program

The Administration on Aging collaborated with the Centers for Disease Control, National
Institute on Aging, Agency for Healthcare Research and Quality, Robert Wood Johnson
Foundation, and the John A. Hartford Foundation in 2002 to develop an initiative to
support the delivery of interventions through the aging services providers that have
proven to be effective in reducing the risk of disease and disability among older people.
The initiative will demonstrate the Administration on Aging’s role in translating findings
from research generated by other HHS agencies into practice in the community. Funding
for a grant program to implement this initiative was included in the President’s FY 2003
budget.

Aging States Project

AoA is partnering with the CDC on The Aging States Project: Promoting Opportunities
for Collaboration between the Public Health and Aging Services Networks. Initiated in
2001, its goal is to bring together the strengths and expertise of state public health and
aging networks to better meet their shared responsibitity for ensuring optimal health for
our nation’s older residents. The Aging States Project has compiled information on health
needs, activities, and partnerships related to older adults through a needs assessment
questionnaire sent to all state and territorial State Units on Aging (SUAs) and State
Health Departments (SHDs). The information collected provides an overview of their
current health promotion and disease prevention efforts for older adults. k identifies
barriers, program support needs, and the status of collaborations between SUAs and
SHDs across the United States. It identifies opportunities to strengthen these
collaborations and improve resource use that will better address the health needs of older
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adults.

The Aging States Project also seeks to address significant health problems affecting older
Americans, such as diabetes, cardiovascular disease, and the need for immunization
through four demonstration grants to community coalitions. In addition, AoA in
conjunction with CDC issued mini-grants to states to support community collaborative
efforts between health departments and aging service network providers around fall
prevention, nutrition, physical activity and to encourage caregivers to use preventive
heath benefits under Medicare. States who received mini-grants are: Arkansas,
California, lowa, Maine, Maryland, Massachusetts, Michigan, North Carolina,
Oklahoma, and Wyoming.

Elderly Nutrition Program

Adequate nutrition is essential for healthy aging, the prevention or delay of chronic
disease and disease-related disabilities, and for improved quality of life. The Elderly
Nutrition Program, authorized by Titles III and VI of the Older Americans Act, is the
largest and most visible federally funded community-based nutrition program for older
adults. The purposes of these programs are to improve health, improve dietary intakes,
offer participants opportunities to form new friendships, create informal support systems,
and link participants to other health and supportive services. The OAA Nutrition
Program provides for congregate and home-delivered meals, also known as Meals-On-
Wheels. Other services include nutrition screening, assessment, education, and
counseling. Linkages to health promotion and disease prevention programs as well as
physical activity programs are also critical. These meals and other nutrition services are
provided in a variety of settings, such as senior centers, schools, and in individual homes.

To ensure that AoA and the network remained focused on results, AcA gathers service
data from the states each year, and has initiated consumer assessment surveys that allow
elderly individuals to provide their input on the quality of OAA meals programs. The
data show that vulnerable older adults rely heavily on AoA’s nutrition programs, and are
pleased with the meals.

. The network serves over 250 million meals a year through the nutrition programs.

. Over 90% of the elders who receive congregate meals and/or home-delivered
meals, like the meals that are served.

. Almost 80% of home-delivered meals clients are at high nutritional risk.

. States and communities serve over 1.7 million older individuals in congregate

meals sites each year.

30" Anniversary of the Older Americans Act Nutrition Program

In 2002, AoA and the nation celebrated its 30" anniversary of the nutrition program, the
largest community-based nutrition services program for older adults in the country. The
AoA highlighted 30 years of progress in nutrition programs across the country
emphasizing the community nature of the program. The President of the United States,
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George W. Bush sent greetings to all who were celebrating the anniversary and expressed
continued support for the program. In Denver, Colorado, HHS Secretary Tommy
Thompson renewed his commitment to older adults at a kick-off celebration with the
Assistant Secretary for Aging. The AoA published a history of the OAA Nutrition
Program, highlighting significant legislative and implementation events. The Assistant
Secretary for Aging and AoA personnel highlighted the anniversary at events held
throughout the country by State Agencies on Aging, Area Agencies on Aging, and local
nutrition service providers.

Nutrition Services Incentive Program (NSIP)

In 2002, the Bush Administration proposed and Congress passed the Consolidated
Appropriations Resolution of 2003, Public Law 108-7, which amended the OAA to
transfer the Nutrition Services Incentive Program (NSIP) as authorized in Section 311 of
the OAA from the United States Department Of Agriculture (USDA) to AoA.

The AoA is now administering the NSIP including finalizing meal numbers, allocating
funding, coordinating with USDA for commodity usage by some states and tribes, and
finalizing payments to State Agencies on Aging and Tribal Organizations. The AoA
provides cash assistance to State Agencies on Aging and Tribal Organizations under the
NSIP, and is responsible for participation procedures, meal and financial reports, and
compliance with the requirements of the OAA. The AoA contracts with USDA to
administer the election, and ordering of commodities and the purchase and delivery of
commodities to State Agencies on Aging and Tribal Organizations that use them. During
the transition year, the AoA coordinated with the USDA, signed agreements with State
Agencies on Aging and Tribal Organizations, provided guidance, and distributed
funding.

Title VI Nutrition Services

Nutrition services are a major component of Tribal Title VIprograms. Native elders
receive nearly three million congregate and home-delivered meals annually. Most
program sites provide hot congregate meals four to five times a week. Home-delivered
meals are delivered five times a week for elders who generally are in poorer health, are
more functionally impaired, get out of their homes less often, and need in-home
supportive services. Most programs provide modified diets for diabetics, or others who
might be on low-fat, low-cholesterol, and low-sodium diets. Several programs provide
special nutrition services such as meals for homeless older persons an evening meal
option for home-delivered meal participants, and weekend home-delivered meals.

Reach 2010 for the Elderly

In FY 2000, AoA entered into a Memorandum of Understanding with the Centers for
Disease Control and Prevention (CDC) on an initiative to eliminate health disparities
among racial and ethnic minority populations by mounting REACH 2010 for the Elderly.
This major collaborative effort has the goal of improving the health status of older racial
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and/or ethnic minority persons. Under this two phase, five year effort four projects were
funded. Each project focuses on one major racial and ethnic minority group by
establishing community coalitions and developing community action plans for reducing
health care disparities in the areas of heart disease, diabetes, and immunization.

The Reach 2010 grantees are as follows:

. The Latino Education Project, Inc.
. Special Services for Groups, Inc.
. The Boston Public Health Commission

. The National Indian Council on Aging

Osteoporeosis Initiative

In September 2002, AoA awarded $300,000 in grants to support the development of an
osteoporosis awareness campaign aimed at post-menopausal women. Three
organizations with extensive experience in the area of osteoporosis research and
education received grants. These projects are assisting AoA in formulating an action
plan to educate and raise awareness about osteoporosis among post-menopausal women.
The projects will build on the experience of previous osteoporosis awareness efforts to
develop an action plan that is innovative and offers effective outreach strateges.

Organizations receiving these grants include the following:

. The Foundation for Osteoporosis Research and Education
. The Osteoporosis Foundation
. The University of Maine

Medication Management

Medication management among older adults is a growing issue due to the increasing
availability of improved and stronger medicines and because of the physiological
changes that occur with aging. Congress authorized under the OAA appropriations
process for the last two years an emphasis on medication management, screening, and
education to prevent incorrect medication and adverse drugreactions. The Aging
Network (in the aggregate) is ensuring that a minimum of $5 million is expended on
medication management activities. One popular activity at senior centers is the brown
bag program where seniors come into the senior center, bring all their medicines
including over the counter medicines and have a pharmacist review the contents of their
brown bag. This is a very popular program with the seniors,

Mental Health Initiatives

Companion Report to Surgeon General’s Report on Mental Health

In January 2001, AoA released the Companion Report to Surgeon General s Report on
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Mental Health, which expands on the discussion of older adults and mental health
contained in the 1999 Surgeon General’s report. The AoA report focuses on challenges in
the delivery of mental health services to older Americans, and highlights a number of
supportive services that can provide vital assistance to older adults with mental health
problems and their families. The report sets forth the challenges that must be addressed in
order to provide effective community-based care to older persons with mental illnesses.
Identified needs include: expanding prevention and early intervention services; increasing
the number of professionals and paraprofessionals trained in geriatric mental health;
providing adequate financing for mental health services; enhancing collaboration among
delivery systems; improving access to mental health care; educating the public about
mental illness and mental health treatment; expanding research on mental health issues in
older adults; addressing the mental health needs of special populations; and encouraging
consumer involvement.

Mental Health and Aging Toolkit for the Aging Network

AoA collaborated with the Substance Abuse and Mental Health Services Administration
and their contractor, the National Council on the Aging, to develop Ger Connected!
Linking Older Aduits with Medication, Alcohol and Mental Health Resource Toolkit.
These new materials will help providers in the Aging Services Network better understand
and cope with issues related to medications, alcohol, and emotional problems among
older people, and learn how best to provide the knowledge and support necessary to deal
effectively with these issues. The kit includes fact sheets, a video, consumer brochures,
training guides and curricula, promising practices manual, and a services resource guide.
The toolkit was released in 2003.

SECTION III - Supporting Families in Their Efforts to Care for Their
Loved Ones at Home and in the Community

Implementing the NFCSP

The National Family Caregiver Support Program (NFCSP), including the Native
American Caregiver Support Program, was enacted as part of the Older Americans Act
Amendments of 2000 (P.L. 106-501) signed into law on November 13, 2000 to provide
supportive services for family caregivers. Since the enactment of the NFCSP, AoA and
the national aging services network have demonstrated creativity in putting in place the
five program components:

* Individualized information on available resources to support caregivers;

* Assistance to families in locating services from a variety of private and voluntary
agencies;

* Caregiver counseling, training, and peer support to help them better cope with the

emotional and physical stress of dealing with the disabling effects of a family
member's chronic condition;

* Respite care provided in the home, at an adult day care center, or over a weekend
in a nursing home or residential setting such as an assisted living facility; and
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Limited supplemental services to fill a service gap that cannot be filled in any
other manner.

During calendar years 2001 and 2002, AoA initiated a number of activities to assist the
national aging services network implement the NFCSP:

Issued program instructions to help states and tribal organizations document how
they are utilizing Title III-E and Title VI-C funds and ensure the effective use of
these funds.

Conducted a series of video and teleconference training sessions with every state
agency on aging to provide guidance and technical assistance.

Convened a conference in September 2001, NFCSP: From Enactment to Action,
to highlight the new federal program. More than 700 representatives of the aging
services network generated new ideas on family caregiving and systems
development.

Created a website devoted to the NFCSP. The website provides information to
the national aging services network, researchers, policymakers and advocates on
the characteristics and needs of family caregivers, future trends in family
caregiving, offers program guidance in implementing the NFCSP,

Commissioned a series of issue briefs from prominent researchers and leading
national aging services network professionals on topics and issues related to
family caregiving.

Commissioned a Resource Guide to the NFCSP to provide implementation
strategies and approaches that the aging network may consider in carrying out the
new program.

Created a NFCSP brochure that provides background information on the program,
highlighting examples of innovative state caregiving programs. The brochure is
available in Spanish, Russian and Mandarin Chinese languages.

Developed Caregiver Survival Tips, a simple, ten-step approach to identifying
areas where caregivers may need support. Information is provided on how to
locate and access an array of supportive services. The tips have been made
available in English, Spanish, Russian, and Chinese.

Supporting Promising Practices in Caregiving

In 2001 and 2002, AoA received funds to support research and demonstration projects
under the NFCSP. The Older Americans Act provided authorization for three years of
funding to support and foster the development and testing of new approaches to
sustaining the efforts of families and other informal caregivers of older individuals. AoA
funded 11 Projects of National Significance, 28 National Innovations Programs, and 9
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Native American Caregiver Support Program grants. These competitive grants focus on
systems development, service components, linkages to special populations and
communities, field-initiated demonstrations to develop and test new approaches to
support caregivers, and national projects that enhance the development of caregiver
programs.

Caregivers Served by the NFCSP in 2002

The NFCSP, for a minimal cost, provides a variety of supports to the caregiver in order to
help them care for their loved ones at home for as long as possible. By avoiding or
delaying the need for more costly institutional care, caregiver services significantly
reduce costs to other Federal and state programs. Consistent with AoA’s commitment to
focus on and measure results, the agency has begun to collect both administrative and
sample survey data that speaks to program productivity. The following table, which
includes updated data from states for FY 2002, illustrates how caregivers are being
served through the NFCSP. The data indicate that states and communities are effectively
reaching out to individuals who may benefit from this program, and are already
providing a well-rounded mix of services to support caregivers.

NFCSP Component Number of Caregivers Service
Information on available resources 3.8 million
Access 10 services 436,000
Counseling and training 180,000
Respite services 70,000
Supplemental Services 50,000

Administration on Aging convened an interdepartmental workgroup, the New Freedom
Initiative Caregiver Support Workgroup, to identify opportunities for collaboration and
coordination in the area of family caregiver support. The Caregiver Support Workgroup
developed a Compendium of HHS Caregiver Support Activities. The Compendium, a first
at HHS, catalogues existing efforts by HHS agencies to support family and informal
caregivers.

Section IV - Ensuring the Rights of Older People and Prevent Their
Abuse Neglect and Exploitation

Long-Term Care Ombudsman Program

Long-Term Care Ombudsmen are advocates for residents of long-term care facilities.
They work to help resolve the problems confronting individuals in these facilities and to
bring about changes at the local, state and national levels to improve care for all
residents. As it is with other program activities, AoA focuses on the results produced
through the Ombudsman Program through the analysis of program data provided by the
states. The central message provided from the data provided by the states for FY 2001 is
the significant increase in program productivity over a short period of time (since FY
1998). The data reflect that residents of long-term care facilities and their relatives and
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those who work in those facilities rely far more significantly on the Ombudsman
Program to help address and resolve issues and complaints than they did just three years
earlier. The following items illustrate this observation.

. Ombudsmen provided 35% more consultations to individuals in FY 2001
than they provided in FY 1998.

. Ombudsmen provided 58% more consultations to facility staff in FY 2001
than they provided in FY 1998.

. Ombudsmen responded to 35% more complaints in FY 2001 than in FY
1998.

. Ombudsmen resolved 77% of the complaints they handled in FY 2001,
compared to 71% in FY 1998.

Additional national data and other information provided by the states are included in the
report Long-Term Care Ombudsman Report FY 2001, located in the appendix.

National Long Term Care Ombudsman Resource Center (NLTCORC)

AoA also funds a National Long Term Care Ombudsman Resource Center (NLTCORC)
to provide support, technical assistance and training to ombudsmen programs around the
country. The Center's objectives are to enhance the skills, knowledge and management
capacity of the State programs to enable them to handle residents' complaints and
represent resident interests (individual and systemic advocacy).

Nursing Home Quality Initiative

Department of Health and Human Services’ Secretary Tommy Thompson, Centers for
Medicare and Medicaid Services (CMS) Director Tom Scully and Assistant Secretary for
Aging Josefina Carbonell and members of their staffs joined state and local ombudsmen
in celebrating the 30* anniversary of the Ombudsman Program in the spring of 2002.
The event served as the occasion to announce a partnership between CMS and AcA
involving ombudsman participation in the CMS Nursing Home Quality Improvement
Initiative to improve nursing homes by providing nursing home quality measure
information to consumers using other strategies to improve care in selected homes, CMS
funded ombudsman activities to support partnerships between the ombudsman programs
and Quality Improvement Organizations (QIO) in the six pilot states (Colorado,
Maryland, Ohio, Rhode Island, Florida, and Washington) and a training program and
curriculum, which were made available to ombudsman programs and QIOs in all states.

National Center on Elder Abuse (NCEA)

AoA funds the NCEA, a national resource for elder rights, law enforcement and legal
professionals, public policy leaders, researchers, and public. AoA worked to refocus the
efforts of the Center to make sure that it promotes understanding, knowledge sharing, and
action on elder abuse, neglect, and exploitation. The Center makes available news and
resources, collaborates on research, provides consultation, education and training
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identifies and provides information about promising practices and interventions, answers
inquiries and requests for information, operates a listserve forum for professionals, and
advises on program and policy development.

National Summit on Elder Abuse 2001 - A Call for Action

in December 2001, AoA supported the National Summit on Elder Abuse to explore ways
to more effectively protect America's most vulnerable elders and to work toward a
national consensus to action. The Summit brought together state and local public
officials, national advocates, and experts from across the United States representing law
enforcement, aging services networks, public health, adult protection, healthcare, mental
health, criminal justice, and the research community.

Health Care Fraud and Abuse Control Program Activities

The AoA supports 54 Senior Medicare Patrol (SMP) Projects, community-based
programs that utilize the skills and expertise of retired professionals in identifying and
reporting waste, fraud and abuse in the Medicare and Medicaid programs. Approximately
$77 million in documented savings have been recouped due to the efforts of the SMP
Projects. This is an increase of 24.6% from calendar year 2000. It is not possible to
document the sentinel effect of savings due to the heightened awareness of over one
million beneficiaries SMPs have trained to track health care events, review their
Medicare Summary Notices and Explanation of Medicare Benefit statements and report
unresolved issues through the proper channels. Additional 2002 outcomes include:

> 9,000 new SMP volunteers were trained

» 400,000 beneficiaries were directly educated by the SMP volunteers

AoA also receives funding under the Health Insurance Portability and Accountability Act
of 1996 to work in partnership with the Centers for Medicare & Medicaid Services, the
Office of Inspector General, the Department of Justice, and others in a coordinated effort
to combat and prevent waste, fraud, and abuse in Medicare and Medicaid. The AoA’s
efforts under this initiative have been to: 1) train professionals who provide services to
older Americans about how to recognize and report potential instances of waste, fraud,
and abuse; 2) support the work of four technical assistance resource centers which
provide outreach activities to rural, isolated, or limited English-speaking individuals; 3)
develop consumer education materials in English, Spanish, and Chinese; and 4) convene
annual national and regional conferences which bring together government officials,
health care professionals, aging service providers, and older Americans to share common
strategies and practices.

National Legal Assistance Support Projects

AoA funds national level projects designed to build and strengthen a national system of
legal assistance and to improve the quality and accessibility of the legal assistance
provided to older people. AoA worked extensively with the five funded projects to
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ensure that their efforts provided state and area agencies on aging and legal assistance
providers with: (1) case consultations; (2) training; (3) provision of substantive legal
advice and assistance; and (4) assistance in the design, implementation, and
administration of legal assistance delivery and elder rights advocacy systems.

Legal Assistance Support Projects and areas of focus include:
» The American Bar Association Commission on Law and Aging provides

elder law attorneys and aging network personnel with technical assistance on
substantive legal issues.

> The Center for Social Gerontology helps states to improve their legal services
delivery systems.
. The AARP Foundation’s National Training Project provides in depth training

and technical assistance in areas such as Medicare, nursinghome law, advance
directives, and strategic planning.

> The National Consumer Law Center improves legal assistance to older
Americans whose finances and economic independence are threatened byscams
and abuses in the marketplace.

> The National Senior Citizens Law Center provides in depth case consultations
to senior legal services providers, and it conducts substantive training sessions at
state and national conferences.

Enhancing Access to State Level Senior Legal Services

AoA funds senior legal services projects to strengthen and improve the delivery of
critical legal services to hard-to-reach, frail, socially and economically disadvantaged,
and otherwise at-risk older individuals. These projects offer legal staff and specially
trained volunteers to provide advice on legal questions or problems, distribute self-help
materials, and refer older individuals to legal aid offices, pro-bono, or reduced-fee private
attorneys who specialize in elder rights protection.

The senior legal services program allows AoA to test innovative approaches to expanding
access to legal services such as establishing self-help offices staffed by non-legal
volunteers and interactive website assistance at community service agencies and libraries.
Current projects are focusing on a myriad of innovations including: providing extensive
outreach to Hispanic, African American, and rural elderly clients; utilizing staff-
supervised non-attorney volunteers to provide legal services; building community
coalitions; establishing senior legal help lines; and utilizing law students to provide brief
services for bankruptcy and debt protections.

Pension Information and Counseling Program

AoA funds nine pension counseling demonstration projects which serve sixteen states:

19
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Alabama, Arizona, California, Connecticut, Illinois, Maine, Massachusetts, Michigan,
Minnesota, Missouri, New Hampshire, New York, Ohio, Rhode Island, Vermont, and
Wisconsin. The pension counseling demonstration projects supported by AoA since
1993 have assisted over 10,000 older Americans individually with pension problems and
have recouped over $40 million in pension claims. Each of the pension counseling
projects brings its own unique model to the program. Some projects operate with full-
time lawyers, others rely on highly trained volunteers to provide assistance. The projects
provide a range of services, from answering pension questions to providing legal
assistance to obtain promised pension benefits.

Pension Counseling and Information Projects serve their clients with four basic levels of
service.

Provides basic information that includes quick answers to telephone inquiries and
requests for fact sheets.

Assists retirement plan participants in collecting benefit and work history
information in order to understand the rules of their specific plan, or to aid in
proving service.

Provides detailed document review and advice, to ensure that individuals
understand their rights and benefits under their particular plan and advising
clients on how to enforce those rights and receive their benefits.

Assistance through any administrative claim and review procedure upon
determining that a client has been wrongfully or mistakenly denied a particular
benefit.

Technical Assistance Provided to Pension Projects

Because of the complexity of the law and the many different retirement systems, there is
a need for ongoing training and technical assistance. This is provided by the Program’s
Technical Assistance Project (TAP). The training takes the form of an annual national
training seminar in Washington, DC each year for all project directors and key staff, and
regular on-site training at each project location. Each event is tailored to the specific
needs of project staff involved. Technical assistance takes the form of day-to-day
telephone and e-mail legal backup and advice on difficult issues. TAP also works with
the projects on issues related to project administration, such as data collection and
reporting, client education and outreach, as well as grant writing and fundraising
strategies. TAP identifies and shares best practices information across the projects,
increasing overall quality and efficiency of services provided, and getting newly funded
projects quickly and effectively trained. The Pension Rights Center in Washington, DC
operates the TAP project.

Issues Address by the Program

The issues faced by the clients of the counseling projects run the full gamut of pension
law issues. The complexity of these issues is increased dramatically by the fact that the
Program covers all pension and retirement savings plans across the country, whether they
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are sponsored by a private company governed by the private pension law, ERISA; a
federal plan such as FERS, CSRS, Railroad Retirement or the Military retirement system;
or a state, county or city retirement plan.

Regardless of the type of employer sponsoring the plan, the most frequent pension issues
brought to the attention of the projects are those faced by widows and divorced spouses
in being denied survivor's benefits or failure to obtain an appropriate court order in
divorce proceedings. Other problems faced by project clients include:

. failures to properly credit service under the plan, resulting in questions
concerning vesting and accrual of benefits;

. improper application of pension formulas, resulting in incorrect pension
calculations;

. questions relating to all varieties of distributions such as lump sums versus

annuities, mandatory cash outs, and delayed payouts from 401(k) plans; and

. the inability of individuals to locate pensions from companies that have relocated
or gone out of business, otherwise knows as "lost pensions."

Regardless of the type of issue involved, the experience of the counseling projects has
made it clear that workers, retirees and their family members facing these difficult issues
need the assistance of a trusted and competent service provider.

Section V- International Activities

As the federal focal point for older Americans and their caregivers, the AoA plays a vital
role in information exchange on aging issues with other countries, and in collaborating
with international organizations to enhance aging programs and policies worldwide. The
AoA responds to requests for information from international organizations such as the
United Nations, foreign governments, and agencies. It hosts international scholars,
officials and practitioners who come to the U. S. to learn firsthand about America’s
response to population aging. In 2001 and 2002, AoA staff briefed numerous foreign
visitors from governmental ministries, universities, local municipalities and aging
organizations.

Among them was a two day visit by the Director of the Mexican National Institute on
Older Persons (Instituto Nacional de Adult en Plenitude or INACEN) in the Ministry of
Social Development. Visits were arranged with Centers for Medicare and Medicaid,
AARP, and with AoA staff to discuss a number of matters of joint interest, e.g. adult
immunization, national health card, micro enterprise activities, our “On The Move
campaign.” AoA sent five boxes of deaccessioned books to the INACEN library.

The AoA participates in a number of collaborative efforts with other countries and with
international organizations, such as the World Health Organization, to enhance aging
programs and policies worldwide.
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The Aging Core Group of the Health Working Group, U.S.- Mexico
Binational Commission. The Commission promotes exchanges at the Cabinet
level on a wide range of issues critical to U.S.-Mexico relations. The Aging Core
Group is one of six areas of collaboration between the U.S. Department of Health
and Human Services and the Mexican Ministry of Health. The Assistant
Secretary for Aging leads the U.S. side of the Core Group. In 2001 and 2002 we
continued to share our models and experiences in these areas:

. Home and community - based care services for the elderlyand
their caregivers;
. Breast, colorectal and prostate cancer, including information from

AEn Accién@, the National Hispanic Leadership Initiative on
Cancer, and the National Hispanic Colorectal Cancer Outreach and
Education Program;

. Community-based programs supporting Alzheimer Disease
patients and their caregivers; and

. Health promotion and protection for the elderly, focusing on
diabetes, high blood pressure, and nutrition and exercise programs.

The 2™ World Assembly on Ageing 2002. The Assistant Secretary for Aging,
Josefina G. Carbonell led the U.S. delegation to the Second World Assembly on
Ageing in Madrid, Spain, April 8-12, 2002 (remarks at
http://www.aoa.gov/prof/international/aoa_related/aoa_related remarks.asp. The
delegation consisted of officials from the U.S. Department of Health and Human
Services, Ambassador Sichan Siv and other State Department officials, and the
following private sector delegates:

. Richard Browdie, Secretary of Aging,Pennsylvania
Department of Aging

. Esther Canja, President, AARP
. Monsignor Charles Fahey, Program Officer,

Milbank Memorial Fund

. Clayton S. Fong, President, National Asian Pacific
Center on Aging

. Merl C. Hokenstad, Jr., Professor, Case Western
Reserve University

. James L. Martin, President, 60 Plus Association

. Louise Myers, Executive Director, IONA Senior
Services

. Lupe Wissell, U.S. Senate, Special Committee on
Aging

. William De La Pefia, MD, Medical Director, De La
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Pefia Eye Clinic

During the Assembly, UN member states discussed and finalized the International
Plan of Action on Ageing (the “Plan”) 2002, a revision of the 1982 International Plan
of Action developed by the First World Assembly on Ageing
http://www.un.org/esa/socdev/ageing/waa/. AoA helped to develop the Plan by
coordinating the Federal government’s input to the Plan and by serving on the U.S.
delegation to the UN in its deliberations on the Plan. The final text contains language
that is fully consistent with U.S. policy. The Plan will serve as a blueprint for
governments worldwide in addressing critical issues facing rapid global population
aging, including health, development, migration, environment and intergenerational
concerns.

Berlin Ministerial Conference on Ageing, 11-13 September 2002

As a follow up to the World Assembly on Ageing, the UN Economic Commission for
Europe (UNECE), in cooperation with the Germany Federal Ministry for Family
Affairs, Senior Citizens, Women and Youth, http://www.mica2002.de/, held a
Regional Ministerial Conference on Ageing in Berlin, Germany. UNECE member
states adopted a Regional Implementation Strategy and a Ministerial Declaration.

AoA coordinated Federal government input and helped to develop the Strategy and
Declaration, AoA staff also served on the U.S. delegation to the conference and have
coordinated follow up activities.

Teleconferences with Bombay and Calcutta, India.

AoA was invited to participate in two teleconferences organized by the State
Department. Senior AoA staff discussed Older American Act programs with
gerontologists in Bombay and Calcutta,

Pan American Health Organization (PAHO).

AoA continued to collaborate with PAHO on aging-related issues. In addition to
preparing significant input/review of aging documents for the annual PAHO
meeting, AoA served on a PAHO advisory committee to develop and publish the
publication “ProMotion: A Way of Life for Older Adults: A Regional Guide for
Promoting Physical Activity.” This publication, available in both Spanish and
English, was distributed not only to Latin American and Caribbean countries but
also to the U.S. Aging Network.

Section VI — Promoting Effective and Responsive Management

Performance Measurement

AoA and the aging services network continue to increase their capacity to measure
performance results and to improve those results. AoA now utilizes two major sources of
data to measure program performance for its state-administered service programs: 1) the
state program report submitted by state agencies under the National Aging Program
Information System, and 2) A0A’s national performance outcome measures surveys.
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Detailed information from both of these sources are presented in the following
appendices: 1) The 2002-2003 National Survey of Older Americans Act Participants
(summary report), and 2) 2001 State Program Report. Data from the state program
report demonstrate that:

+ state and area agencies on aging effectively target services to the most vulnerable
elderly populations, including the poor, disabled, minorities, and elders in rural
areas;

» states and communities leverage funding from non-AoA sources at a level that is
twice the funding that AoA provides; and

« efficiency, as measured by individuals served per million dollars of AcA funding,
has improved in each of the last three years.

Data from AoA’s national outcomes surveys demonstrate not only that elder individuals
and their caregivers are satisfied with the services they receive, but also that they find
the services useful and effective in helping elder individuals remain in the community.

The Assistant Secretary on Aging is committed to demonstrating the accountability and
worth of Older Americans Act programs through performance measurement. As a result,
AOoA initiatives and efforts to improve performance measures and to improve
performance results will continue to be a high priority of the agency.

The following summarizes significant outcome characteristics of Older Americans Act
programs, as reflected by the data that AoA uses to measure program performance:

. AoA’s Home and Community-Based Service Programs have shown
steady improvement in service efficiency over the last three years. The
number of clients served per million dollars of AoA funding for 1999,
2000 and 2001 are: 6,293; 6,373; and 6,425.

. 86% of family caregivers reported in 2002 that Older Americans Act
Services help them care for elders longer than they could have without the

services.

. 38% of elderly individuals who receive Older Americans Act
transportation services rely on those services for virtually all of their
transportation needs.

. 30% of elderly individuals who receive home-delivered meals are nursing-

home eligible (3 or more ADLs), but are successfully residing at home.

. Eight State Units on Aging improved targeting to poor individuals by
more than 10 percent between FY 2000 and 2001.

. 61% of elderly individuals receiving OAA homemaker services reported
they had annual income of $10,000 or less.
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. 79% of elderly individuals receiving OAA home-delivered meals are at
high nutritional risk.

Workforce Planning Initiative

A mid-term assessment of AoA’s workforce planning initiative (2001-2005) has shown
that AoA has made significant progress. AoA has made great improvements in its
workforce, meeting the goals of the agency, the department and the current
administration.

AoA identified the four most critical workforce issues facing the agency in 2001:

. Improve the supervisory ratio,

. Balance the grade structure,

. Implement continuity/succession planning, and
. Expand training opportunities.

The goals of the agency Workforce Plan 2001 — 2005 directly address these issues.

In FY 2002, the Assistant Secretary completely restructured the organization by reducing
the number of layers to a maximum of three, decreasing the number of organizational
units from seven to four and consolidating all administrative management functions at
the Agency level, thereby accomplishing its restructuring and administrative
consolidation goals, and achieving average grade and employee/supervisory ratio goals
outlined in the workforce plan and the Government Performance and Results Act
(GPRA) plan objectives.

AoA has expanded its training opportunities reflecting a shift in its role from an emphasis
on mandated programs to the development of integrated strategies to meet the demands
of our aging society. Staff have been retrained to assume new responsibilities. Staff
have also increased their knowledge of information technology resources that can assist
them to provide better customer service.

The Workforce Plan calls for AoA to now direct its energies toward continuity and
succession planning. For the final two years (2004-2005) AoA will expand its team
leader positions, and build on the identification of unique skills sets critical to the
agency’s mission. AoA will develop a rotational assignment program to provide staff
with exposure to a variety of AoA functions.

AoA is pleased with its progress in meeting the Workforce Plan goals and objectives.
We have reorganized the agency to be more efficient and more responsive to staff and to
our constituencies and stakeholders. We have increased the use of current technologies
to reach more people concerned and involved in the aging issues that face the nation
today. By streamlining and refocusing the Agency on its strategic mission, AcA is better
able to serve the Aging Network and older Americans.
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FY 2000 FY 2001 FY 2002
Supportive Services & Centers $310,020,000 $325,027,000 $356,981,000
National Family Caregiver Support - 124,981,000 141,492,000
| Congregate Meals 374,336,000 378,356,000 390,000,000
Home-Delivered Meals 146,970,000 151,978,000 176,500,000
Preventive Health Services 16,120,000 21,120,000 21,123,000
State and Local Innovations/ 31,156,000 37,664,000 40,636,000
Projects of National Significance
Grants to Native Americans 18,457,000 23,457,000 25,722,000
Vulnerable Older Americans 13,179,000 14,181,000 17,681,000
Alzheimer’s Disease 5,968,000 8,962,000 11,483,000
Program Administration 16.458.000 17.216.000 18,053,000
TOTAL, Budget Authority $932,664,000 $1,102,942,000 $1,199,671,000

APPENDICES

APPENDIX I:  The 2002-2003 National Survey of Older Americans Act Participants

(summary report)

APPENDIX II: Long-Term Care Ombudsman Annual Report

APPENDIX III: Report on Native American Programs

APPENDIX IV: 2001 State Program Report
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Highlights from the Pilot Study: First National Survey of Older
Americans Act Title III Service Recipients — Paper No. 1

This paper highlights early findings of the Pilot Study: First National Survey of Older Americans
Act Title IlI Service Recipients. This study, which demounstrates the Administration on Aging’s
(AoA) commitment to performance measurement, shows that services provided by the National
Aging Services Network 1) are highly rated by recipients; 2) are effectively targeted to vulnerable
populations and individuals who need the service; and 3) provide assistance to individuals and
caregivers which is instrumental in allowing older persons to maintain their independence and
avoid premature nursing home placement.

Background

The Agency: AcA’s mission is to promote the dignity and independence of older people, and to
help society prepare for an aging population. Created in 1965 with the enactment of the Older
Americans Act (OAA), AoA is part of a federal, state, tribal and local partnership called the
National Aging Services Network. This network consists of 56 State Units on Aging (SUAs);
655 Area Agencies on Aging (AAAs); 244 Tribal and Native organizations; two organizations
that serve Native Hawaiians; 29,000 local service providers; and over 500,000 volunteers. The
network serves about 7.5 million older persons under Title ITl of the OAA; in addition over
400,000 caregivers each year receive services under the National Family Caregiver Support
Program.

In support of this mission, AoA has established five strategic goals for the agency:

1. Increase the number of older people who have access to an integrated array of health and
home and community-based services.

2. Increase the number of older people who stay active and healthy.

3. Increase the number of families who receive help in their efforts to care for their loved
ones at home and in the community.

4. Increase the number of older people who benefit from programs that protect their rights
and prevent elder abuse, neglect and exploitation.

5. Strengthen the effectiveness and responsiveness of AoA’s management practices.

The AoA program activities support these strategic goals.

The Program: The legislative intent of the Community-Based Services program (Title IIT of the
Older Americans Act) is to make community-based services available to elders who are at risk of
losing their independence. It is intended further that States and communities participate actively
in funding community-based services and develop the capacity in communities across the States
to support the home and community-based service needs of elderly individuals, particularly the
poor, minorities and those who live in rural areas where access to services may be limited. Under
Title I11, SUAs are allocated funds for state and community programs based on formulas that
reflect the number of older residents in their state. The AoA, other Federal, state, local and
private source funds are used by SUAs, AAAs and service providers to coordinate and to provide
services for elderly individuals.

The Community-Based Services program covers the majority of the resources, services and
activities of the AoA and the National Aging Services Network. The program provides “access”
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services, such as information and assistance, outreach, and transportation; “comrmunity”
services, which include nutrition services, including meals, senior-center activities, adult day
care, pension counseling, and health promotion and physical activity programs; “in-home”
services, including home-delivered meals, chore, home maintenance assistance, home-health, and
personal care; and “caregiver” support, such as respite services and information and assistance to
caregivers for the coordination of health and social services.

Performance Measurement: In response to the ever increasing emphasis on effective
performance measurement as required by the Government Performance and Results Act (GPRA)
and the Office of Management and Budget’s Program Assessment Rating Tool (PART), and
Section 202(f) of the Older Americans Act, AoA is engaged in an on-going demonstration
project, the Performance Outcomes Measures Project (POMP), with representatives of SUAs and
AAAs. The purpose of POMP is to develop tools that SUAs and AAAs can use to measure
performance for representative services funded under Title 1L

The OAA establishes service programs for the elderly and assures that state and local agencies
are given wide latitude to design services tailored to the needs of their regions and communities.
One challenge for the Federal government is to devise a means to improve the performance of the
program nationally while preserving and promoting the diversity of program design and
administration. With POMP, AoA is providing states and area agencies with the tools to identify
elements of service quality, so that they can make service systems more efficient and effective at
the local level.

Through a collaborative process initiated in 1999, AoA and representatives from SUAs and
AAAs across the country have crafted survey instruments to measure elements of service quality
and consumer service assessment. POMP is demonstrating the ability of state and area agencies
on aging to apply statistically sound sampling techniques to obtain numeric measures of program
performance.

The survey instruments — along with various tools necessary for implementation — are available at
www gpra.net for use by states and area agencies. Some agencies have raised the level of
awareness about their programs, and the level of funding by presenting the results of their
performance measurement surveys to elected officials, philanthropic organizations and other
sources of financial support. Others have made program improvements, using the survey results
to identify areas in need of attention.

The National Pilot Survey: After the POMP instruments had demonstrated utility at the state
and local levels, the national pilot survey was undertaken to determine the feasibility of
employing the POMP performance measurement methodology at the national level. Secondary
purposes, assuming the feasibility, were to 1) develop annual performance targets and begin to
measure progress toward long-term performance targets; 2) develop preliminary national
benchmarks for use by states and AAAs; 3) develop plans for a full-scale national performance
measurement study in FY 2005 with sample sizes large enough to allow for analysis by subgroup
and geographical region; 4) explore the feasibility of substituting survey reporting for some of the
program reporting requirements; 5) plan the next phase of POMP; and 6) assess, at the Federal
level, the practical utility of the various performance measurement instruments and, within the
instruments, of the various data elements. Ultimately, performance measurement information is
incorporated into AoA planning and budgeting.
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National Pilot Survey Methodology

The national pilot survey was conducted from November 2002 to February 2003 by Westat, Inc.,
AoA’s survey contractor. The national pilot survey questionnaires, which evolved from POMP,
include several representative Title Il service domains, including:

[ Nutrition Programs (including congregate and home-delivered)

= Transportation Services

] Information and Referral/Assistance Services

] Homemaker Services (community-based long term care)

] Caregivers

In addition, survey instruments were designed to document client characteristics, including

] Physical Functioning
] Demographics
[ ] Emotional Well-Being

- Social Functioning

For the first national pilot survey, Westat, Inc. developed a two-stage sample design. For the first
stage, a sampling frame of the universe of AAAs was utilized and a random sample of 150 area
agencies was selected (132 agreed to participate). For the second stage, a random sample of four
recipients per area agency per service domain was selected.

Survey Results

Results from the national pilot survey demonstrated that the performance measurement protocols
developed under the POMP demonstration project could be replicated at the national level. The
results of the pilot enabled AoA to incorporate new performance outcome measures into its
planning and budget processes. In addition, preliminary national benchmarks are now available
so states and AAAs can compare their performance to national norms.

Overall, consumer assessment of Title III service quality was very high. A brief summary of key
findings for each service domain is provided below.

Transportation Services: 1t is national policy to help older Americans remain independent and
participate fully in community life. Affordable mobility providing access to community services
is key to supporting this national policy. Affordable mobility is necessary for many older adults
to access health care and other personal services, retail, business, recreation and social
engagements. Unfortunately, older adults are at high risk of losing their mobility as a result of
functional impairments and the lack of access to transportation services.
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Through its Supportive Services and Senior Centers Program under Title IIl of the OAA, the AcA
provides formula funding to the SUAs for a wide array of supportive services. Approximately
$360 million is appropriated annually for this program. SUAs award funds to AAAs, most use a
portion of these funds to help meet the transportation needs of older persons. In FY 2001, more
than 42 million one-way trips were provided to older persons by 2,900 local transportation
providers at a Federal cost of approximately $72.5 million. In addition, approximately $129
million was leveraged by SUAs and AAAs to further meet the transportation needs of older
persons.

A total of 397 recipients of OAA transportation services responded to the pilot survey. A brief
summary of key findings follows:

1. Transportation services are highly rated.
> 99% of respondents rated services good to excellent.
» 91% of respondents reported that the drivers were always polite.
»  97% of respondents would recommend the service to a friend.

2. Transportation services are targeted to vulnerable individuals.
» 80% of respondents reporting income had annual income under $20,000; 52%
had annual income under $10,000.
» 61% of respondents live alone.
» 65% of respondents are 75 or older.

3. Transportation services are provided to individuals needing services.

» 38% of respondents rely on OAA transportation services for all or nearly all their
local transportation. An additional 25% rely on these services for at least half of
their local transportation.

> 80% of respondents are either unable to drive or have no vehicle available.

4. Transportation services are both reliable and accessible.
»  92% of respondents reported they usually or always arrived at their destination
on time.
»  96% of respondents reported the vehicle comes to their home; of these 50%
reported that the driver comes to the door.
»  96% of respondents reported the drivers always or usually pick them up when
they are supposed to.

5. Transportation services help individuals get to important destinations, assisting
them in maintaining their independence.
» 82% of respondents reported they always got the rides they needed; an additional
12% said they usually got the needed rides.
» 70% of respondents reported using the service to get to a doctor or health care
provider; 43% of respondents report using the service to go shopping.
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Information and Referral/ Assistance Services: The Older Americans Act (OAA) requires that
all older persons and their caregivers have reasonably convenient, direct access to information
and referral services which are available to help them identify, understand and effectively use
home and community-based programs and services. The Information and Referral/Assistance
(I&R/A) network serves as the gateway to OAA programs and services at the state and local
levels. There are approximately 2,100 1&R/A service providers for the aging across the country.
These I&R/A providers assisted over 13 million people in 2001 at a Federal cost of $40.7 million,
with an additional 2 million served through proactive outreach according to State Program Report
(SPR) data. In addition, approximately $48.1 million was leveraged by SUAs and AAAs for
I&R/A services.

A total of 337 recipients of OAA I&R/A services responded to the pilot survey. A brief summary
of key findings follows:

1. I&RVA services are highly rated.
»  93% of respondents were satisfied with the way the call was handled (58% very
satisfied; 25% satisfied; 9% somewhat satisfied)
> 89% of respondents would recommend the service to a friend.

2. I&R/A services serve as a gateway to OAA programs for valnerable individuals and
their caretakers.

»  58% of respondents reported the purpose of their call was to obtain help or services
for thernselves; an additional 42% reported they were calling seeking help or
assistance for a relative or friend.

» 70% of the respondents wanted to obtain services.

» 76% of the callers surveyed reported that this was the first time they used the service.

» 65% of survey respondents reported family income under $15,000.

3. I&R/A services are accessible.
» 98% of callers surveyed reported they got through to the service after three or fewer
attempts.
» 95% of respondents said their call was answered within five rings.
»  85% of respondents reported their call was answered by a person rather than voice
mail.

4. Persons providing I&R/A services are communicating effectively.
» 97% of the survey respondents reported that the person they spoke to understood
what they were saying.
»  94% of respondents reported that the person they talked to explained things so that
the caller could understand them.

5. Information provided through I&R/A services is useful to the caller.
»  88% of respondents reported that information received was helpful in resolving their
issues (63% said the information was definitely helpful and 25% thought the
information was helpful).
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Homemaker Services: Older Americans Act services, especially those provided to vulnerable
older individuals in their homes, are intended to help the elderly maintain their independence and
remain in the community. Homemaker services, which assist elderly individuals in a variety of
ways in the home, are central to this fundamental objective of the Act. With these services,
disabled elderly individuals receive help with tasks such as preparing meals, shopping for
personal items, doing light housework, and managing money. Homemaker services are another
service component under the Supportive Services and Senior Centers Program under Title IH of
the Older Americans Act. In FY 2001, more than 10 million hours of homemaker support were
provided to older persons at a cost to AoA of approximately $22 million. Reflecting the
recognition of the aging network of the importance of homemaker services to the elderly, another
$80 million, almost four times the amount provided by AoA, was leveraged by States and AAAs
to provide homemaker services to older persons.

A total of 407 recipients of OAA homemaker services responded to the pilot survey. A brief
summary of key findings follows:

1. Homemaker services are effectively targeted to vulnerable populations.
»  69% of respondents reported they are living alone.
» 85% of respondents reported annual incomes under $15,000.
»  72% of respondents were age 75 and over.

2. Homemaker services are successfully targeted to the socially isolated.
»  47% of the respondents to this survey reported they would like to be doing more
with respect to their social activities. In contrast, results from the National
Health Interview Survey's Second Supplement on Aging for the total elderly
population, defined as age 70 or over, reported that 24% of respondents would
like to be doing more.

3. Homemaker services provided are high quality in the perception of the service
recipient.
» 87% of respondents reported that their service provider is thorough.
»  88Y% of respondents reported that their service provider does things the way they
should be done.
> 92% of respondents reported that their service provider listens to instructions.

4. Homemaker services provide assistance needed by individuals to maintain their
independence.
» 84% of respondents reported difficulty in doing housework; 99% of these people
reported they needed assistance.

5. Recipients of homemaker service are more impaired and frail than the entire 60+
population, suggesting that these OAA services contribute to maintaining
individuals in their homes.

»  43% of respondents reported 3 or more ADL limitations, which is an indicator of
high risk for loss of independence and institutionalization.

»  65% of respondents reported needing assistance with one or more ADLs. In
contrast, the Census Bureau’s Survey of Income and Program Participation
shows that the need for assistance with one or more ADLSs in the total age 60+
population is 6%. Personal assistance needs for recipients of OAA homemaker
services are ten times higher than in the elderly population overall.
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»  90% of respondents reported needing assistance with one or more IADLs. In
contrast, the Survey of Income and Program Participation shows that only 14%
of the total age 60+ population needed such assistance,

Home Delivered Nutrition Program: Adequate nutrition is essential for healthy aging, the
prevention or delay of chronic diseases and disease-related disabilities, the treatment and
management of chronic diseases, and quality of life. The reduction of risk for chronic disease
such as heart disease, certain types of cancer, diabetes, stroke, and osteoporosis, the leading
causes of death and disability among Americans, is related to good diets and improved nutritional
habits. Good diets can also reduce major risk factors for chronic disease such as obesity, high
blood pressure, and high blood cholesterol. Millions of older Americans lack access to the
quantity and quality of food necessary to maintain health and decrease the risk of disability. The
Older Americans Act requires that Nutrition Programs provide meals and related nutrition
services that promote health and help manage chronic disease. Older Americans participating in
the Home Delivered Nutrition Program are a vulnerable population that are older, more frail, have
higher nutritional risk, have more functional impairments that result from nutrition related
diseases and conditions, are lower income and may have more limited access to food. For these
individuals, the meal provided by the OAA Nutrition Program may be their primary source of
food. This essential service within home and community based services provides an important
social link with the community and helps delay institutionalization. In FY 2001, approximately
930,000 older persons received home delivered meals. Over 143 million meals were provided at
a cost to AoA of approximately $173 million. Reflecting the recognition of the aging network of
the importance of home delivered meals to the elderly, another $423 million was leveraged by
SUAs and AAAs to provide home delivered meals to older persons.

A total of 736 recipients of OAA home delivered meals responded to the pilot survey. A brief
summary of key findings follows:

1. Home Delivered Nutrition services are effectively targeted to vulnerable
populations.
> 59% of respondents reported they are living alone.
» 84% of respondents reported annual family incomes under $15,000.
> 69% of respondents were age 75 and over; the mean age is 78.5.
» 79% of respondents reported difficulty with at least one Activity of Daily Living
(ADL) - such activities as eating, dressing or walking.

2. Home Delivered Nutrition services are successfully targeted to the socially isolated.
» 47% of the respondents to this survey reported they would like to be doing more
with respect to their social activities. Results from the National Health Interview
Survey’s Second Supplement on Aging for the total elderly population, defined as
age 70 or over, reported that 24% of respondents would like to be doing more.

3. Home Delivered Nutrition services provided are high quality and reliable in the
perception of the service recipient.
» 94% of respondents reported that they liked the meal.
»  91% of respondents reported that meals always or almost always arrive when
expected.

4., Home Delivered meals are provided to individuals who need them.
»  73% of respondents were at high nutritional risk; 25% were at moderate risk.
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¥ 62% of respondents reported that home delivered meals provided one half or
more of their daily food intake.

» 25% of respondents reported they did not always have enough money or food
stamps to buy food.

5. Home Delivered meal recipients exhibit much greater levels of impairment or frailty
than the entire 60+ population, suggesting that these OAA services contribute to
maintaining individuals in their homes.

» 30% of respondents reported 3 or more ADL limitations, which is an indicator of
high risk for loss of independence and institutionalization.

» 52% of respondents reported needing assistance with one or more ADLs, the
Census Bureau’s Survey of Income and Program Participation shows that the
need for assistance with one or more ADLs in the total 60+ population is 6%.
Personal assistance needs for recipients of OAA home delivered meals are more
than 8 times higher than in the elderly population overall.

> 74% of respondents reported needing assistance with one or more IADLSs, the
Survey of Income and Program Participation shows that 14% of the total 60+
population needed such assistance.

Congregate Nutrition Program: Millions of older Americans lack access to the quantity and
quality of food necessary to maintain health and decrease the risk of disability. The Older
Americans Act requires that Nutrition Programs provide meals and related nutrition services that
promote health and help manage chronic disease. Older Americans participating in the
Congregate Nutrition Program have the opportunity to improve their heaith status and reduce
their risk of disability through lifestyle behaviors emphasized within the Congregate Nutrition
Program, through healthy meals, and culturally appropriate nutrition education and physical
activity programs. In addition, participation in the program provides active social engagement
and linkages to volunteer activities that are essential for maintaining mental and physical health
and well-being. Older Americans participating in the Congregate Nutrition Program are a
vulnerable population that are older, have a higher nutritional risk, are lower income, and may
have more limited access to food. For these individuals, the meal provided by the OAA Nutrition
Program may be their primary source of food for the day. This essential health promotion/disease
prevention program helps delay the onset of more serious diseases and conditions that lead to the
need for more in-home services. In FY 2001, nearly 1.75 million older Americans received
congregate meals. Over 112 million meals were provided at a cost to AoA of approximately
$259 million. Reflecting the recognition of the aging network of the importance of congregate
meals for the elderly, another $330 million was leveraged by SUAs and AAAs to provide
congregate meals to older persons

A total of 473 recipients of OAA congregate meals responded to the pilot survey. A brief
summary of key findings follows:

1. Congregate nutrition services are effectively targeted to vulnerable populations.
» 64% of respondents are age 75 or older.
»  65% of respondents reported annual family incomes under $15,000.
» 56% of respondents are living alone.

2. The Congregate Nutrition Program is highly rated by respondents.
»  92% of respondents reported they were satisfied with the taste of the food.
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> 97% of respondents reported they were satisfied with the food temperature.
»  99% of respondents believe the meal site is a safe place.

3. The Congregate Nutrition Program provides opportunities for socialization.
> 96% of respondents reported they like to visit with friends at the site.
»  73% of respondents like to participate in activities at the meal site.
»  60% of respondents report their social opportunities have increased since they
started receiving congregate nutrition services.

4, Congregate meals are provided to people who need them.
»  43% of respondents are at high nutritional risk; 48% are at moderate nutritional
risk.
%  58% of respondents reported that congregate meals provided one half or more of
their daily food intake.
» 11% of respondents reported they do not always have enough money or food
stamps to buy food.

Caregivers: The role of caregivers in helping elderly individuals to maintain their independence
in the community is well documented. Estimates indicate that nearly one out of every four U.S.
households (23 percent or 22.4 million) contain at least one caregiver for a relative or friend at
least 50 years old.' Recognizing the value and needs of family caregivers, the U.S. Congress
added the National Family Caregiver Support Program (NFCSP) to the OAA in 2000, and states
and communities across the nation have begun to establish programs on their behalf over the last
two years. Data from SUAs indicate that they have reached out to some 3.8 million individuals to
inform them about the new caregiver program, and that at least 436,000 caregivers received some
form of direct support under this program in 2002.

Recognizing that the program initiation was too recent to expect to identify and interview
caregivers about the effects of the new program, AoA nevertheless wanted to obtain the views of
caregivers about the OAA services provided to elderly family and friends, and to identify their
service needs. A total of 417 caregivers of elderly OAA clients responded to the pilot caregiver
survey. A brief summary of key findings follows:

1. Caregiving duties are undertaken primarily by female family members, and many
are elderly themselves.

95% of respondents were relatives of an elderly OAA client.

70% of respondents are women, primarily daughters.

46% of respondents are aged 60 and over themselves.

27% of respondents reported they have a condition which limits the care they can

provide as caregivers.

YVVYY

2. These caregivers perform a wide variety of activities for the elders they serve.
85% of respondents take them to the doctor and shopping.

78% of respondents prepare meals and do the laundry.

70% of respondents keep track of bills and finances.

56% of respondents help with medicine and bandages.

VVVY

} National Alliance for Caregiving and the American Association for Retired Persons (1997).
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3. OAA services to the elderly are valued by and help caregivers.
> 93% of respondents are satisfied with the services provided to the elderly they
care for, and 65% are very satisfied.
»  69% of respondents said that OAA services made them a better caregiver.
»  86% of respondents said that OAA services allow them to care longer for the
elderly than they could without the services; 48% said the OAA services
definitely produced that result; 38% “think™ the services produced that result.

4. Caregivers have significant needs of their own.

76% of respondents said they wanted one place to call for help.

64% of respondents said they needed help in dealing with service organizations.
52% of respondents said they needed a stipend, tax break or other financial help.
49% of respondents said they needed help with housekeeping; significant
percentages also said they needed help with transportation (38%), personal care
{33%) and other activities.

YVVYVY

Summary of Key Findings

The Pilot Study: First National Survey of Older Americans Act Title III Service Recipients
demonstrates that services provided by the National Aging Services Network 1) are highly rated
by recipients; 2) are effectively targeted to vulnerable populations and to individuals who need
the service; and 3) provide assistance to individuals and caregivers which is instrumental in
allowing older persons to maintain their independence and avoid premature nursing home
placement.
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Native American Programs Report

The Older Americans Act (OAA) Title VI, Grants to Native Americans
programs, administered by the Administration on Aging {AoA), provide
nutrition and supportive services, as well as family caregiver support
services, that help elders remain healthy and independent. Grant awards
are made directly fo Tribal organizations representing American Indians
and Alaska Natives and organizations representing Native Hawaiians. In
FY 2001, $23. 457,000 was awarded fo 233 organizations representing
nearly 300 Tribes under Title VI, Part A and to two organizations serving
Native Hawaiians under Title Vi, Part B, In FY 2002, funding increased to
$25,729.000 and eight additional grants were awarded under Title Vi, Part
A.

Greater numbers of American Indian, Alaska Native and Native Hawaiians
are living fonger and many are living well into their eighties and nineties.
This welcome trend is resulting in increased numbers of elders receiving
Title Vil services. As shown in Table 1, nearly 112,000 elders received meails
and/or supportive services in FY 2001, This number increased 34 percent,
to just over 150,000, in FY 2002.

Table 1: Unduplicated counts of elders receiving services.

FY 2001 FY 2002
Congregate Meals 38,229 50,387

Home-Delivered 21,235 32,926
Meals

Supportive Services 51,902 67,121

Research shows that individuals of any age can improve their health
status and reduce the risk of disease and disability if they practice healthy
behaviors. Title VI Senior Centers provide a safe environment for elders to
have nutritious meals with their friends, have their blood pressure and
blood sugar checked, learn about healthy behaviors and take part in
various exercise programs.

Nutrition services, including congregate meals, home-delivered meals,
nutrition screening and nutrition education, are among the core services
provided by Title VI programs. As shown in Table 2, three million meals
were served to elders in either a congregaie setting or in their homes in
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both FY 2001 and FY 2002. In addition to a hot meal, the congregate
nutrition program provides an opportunity for elders to socialize and take
part in a wide variety of activities, including cultural activities and physical
activity programs. The home-delivered meals program plays an important
role in managing diseases and disabilities for homebound elders. For
elders living alone, home-delivered meals provides social contact fo
reduce the risk of depression and isolation and improve dietary intakes. In
addition, home-delivered meals provide an essential service o many
caregivers by helping them maintain their own health and well-being.

As shown in Table 2, over 2 million supportive services were provided in FY
2001 and FY 2002. Supportive services include information, assistance,
transportation and other access services that help elders in accessing
necessary services. Supportive services also include various in-home
services, such as personal care services, homemaker services, chore
services and friendly visits. These services enable elders to remain in their
homes and communities.

Table 2: Total number of services provided.

FY 2001 FY 2002
Congregate Meals 1,317,101 1,430,539
Home Delivered Meals 1,686,338 1,869,886
Access Services, including 1,639,212 1,578,981
Transportation
In-Home Services 770,209 883,103
All Others 470,132 493,276

The Native American Family Caregiver Support Program, Title VI, Part C,
was created with the 2000 amendments to the OAA and was
implemented in FY 2001. Only Tribes and Native Hawaiian Organizations
receiving a Title VI, Part A or Part B grant are eligible for a Part C grant. in
FY 2001, $5.000,000 was awarded to 119 grantees for support services to
family caregivers. In FY 2002, $5,500,000 was awarded fo 186 grantees.

Most grantees are in the development stages of their Native American
Family Caregiver Support Programs. Since few programs for caregiver
support are available within the Tribe, most programs are building the
infrastructure fo support such a program. During the first two years of the
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program, at least 4,230 caregivers received one or more caregiver
support services. Respite service is provided by most programs, including
respite for grandparents. Nearly two-thirds of the programs are providing
support groups or individual counseling for caregivers. Over half the
programs are providing caregiver iraining.

The AoA is working closely with Tribes and the organizations that provide
support to them, including the two AoA funded National Resource
Centers on Native American Aging, to better identify and meet the needs
of elders. Issues affecting Native American elders, include elder abuse,
food safety, home safety, home and community based long-term care,
caregiver issues and Title VI program issues. Some of these efforts include:

= Needs Assessment:  The University of North Dakota's National
Resource Center on Native American Aging worked with AoA to
design and complete a needs assessment for elders. Information
collected includes general heaith status, indicators of chronic
diseases, indicators of activity limitations, diet and exercise
information and indicators of social supports. Nearly 100 Tribes have
participated in the needs assessment. The Resource Centeris
working with the Tribes to use local level data for purposes ranging
from grant applications to planning for long-term care services.

. Professional Training: The University of Colorado's National
Resource Center on Native American Aging developed coniinuing
education modules for professionals working with Native American
elders. These modules are: Diabetes Mellitus (Type ll} in American
Indian/Alaska Native Elders: Cultural Aspects of Care; and Cancer
Among Elder Native Americans. These modules are on available on
their web site.

. Native Hawaiion Hedalth:  Alu Like, a program grantee, is
collaborating with the Native Hawaiian Health Care system to help
Native Hawaiian elders maintain or improve their health. Because
of this collaboration, elders are offered routine health screenings
and appropriate follow-up services. Program staff reinforce
healthy lifestyles through group physical activities and discussions
about nutrition.

. Long-Term Care in Indian Country Roundtable: AoA, Indian Health
Service, and the National indian Council on Aging co-sponsored a
roundtable on Long-Term Care in Indian Country to develop a
better understanding of what long-term care looks like in indian
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country today and what direction the Tribes would like to take in the
future.

Tribal Listening Sessions:  AoA convened Tribal Listening Sessions in
both FY 2001 and 2002 to hear from Tribal leaders, Title VI directors,
elders and Tribal organizations about issues affecting the lives of
Native American elders, including health, long-term care and
regulations that may be necessary because of the reauthorization
of the OAA.
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PREFACE

This report describes the characteristics of state and community programs on aging
under Title i of the Older Americans Act (OAA) for Federal Fiscal Year 2000. The contents of
the report are based on data provided by the State Units on Aging (SUAs) that administer the
program throughout the U.S. For Federal programs, the analysis of timely, accurate, and
comparable data is of growing importance in the context of the Government Performance and
Results Act (GPRA); and related state and local initiatives that seek to link continued funding to
the demonstrated benefits and outcomes require quality data as well. The data presented and
analyzed in this report provide the Administration on Aging (AoA) and the states with a solid
basis for demonstrating that OAA programs produce results for elder Americans. AoA uses
these data extensively in the agency's GPRA plans and reports, and many state and local
governments are employing such data under similar systems of accountability to document
results and justify funding.

Through the State Program Report (SPR), all State Units on Aging (SUAs),
including the District of Columbia, Puerto Rico and Guam, in conjunction with local Area
Agencies on Aging (AAAs), submit data on their clients and services to the Administration on
Aging (AoA). in presenting the data provided to AoA, this document is organized according to
several key program areas, including client characteristics, the range of services they receive,
program staffing, and costs. Of particular note in this report is a presentation of findings
regarding the disability status of elderly clients. In the late 1990s, AocA and the state and
community entities that administer the program initiated processes to provide data on the
functional status of clients who need assistance in performing personal care and home
management activities, such as bathing, dressing, meal preparation, and housekeeping. For
2000, this report includes a compilation of this information from 39 states and Guam and, over
time, the coverage will expand to all SUAs. The benefit of the analysis of this functional status
information is to focus attention on the extent to which home- and community-based services
are assisting and supporting a vuinerable population at risk for loss of independence.

This report answers basic questions about the OAA network of state and community
programs on aging, including: 1) who participates in OAA programs; 2) what services do
participants receive; 3) how much do the services cost; 4) what additional funds have SUAs and
AAAs raised through leveraging efforts; 5) what are the characteristics of OAA clients; and 6)
how many staff support OAA programs, and what are their responsibilities?
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SUMMARY HIGHLIGHTS

Each year, AoA awards OAA funds to every state based primarily on the size of

the elderly population, age 60 and over. The states, in turn, develop and administer a
diverse set of home and community-based services through a designated State Unit on
Aging (SUA), local Area Agencies on Aging (AAAs), and an array of community service
providers. Several states with relatively small populations combine the SUA and AAA
functions into a single agency.

The following highlights present summary information on the clients, services,

expenditures, and staffing of OAA programs.

Clients

A total of 7.0 million persons age 60 and over received services through state and
community programs on aging supported by the OAA.

Over 30 percent of these program participants had incomes below the poverty level,
a rate about three times higher than the total population in this age group.

Fifty-one percent of the minority clients were poor, a rate about four times higher
than the minority elderly population overall.!

Consistent with OAA targeting criteria, nearly 1/3 of the program participants lived in
rural areas, compared to less than one-quarter for the total population age 60+,

Services

Through OAA transportation programs, older persons received 40.3 million trips to
medical services, grocery stores, and other community locations.

Clients with limitations in such basic life activities as bathing, dressing, cooking, and
cleaning received 11.3 million hours of personal care and 9.8 miliion hours of
homemaker services through SUA and AAA home-care programs.

Qver 1.7 million persons received more than 116 million meals in congregate
settings, and 954,504 persons received 143.8 million meals delivered to their
homes.

More than 458,000 persons received over 3.2 million hours of case management
services, providing these persons with individual needs assessments and service
delivery arrangements to support independent living.

I Nnta* Fyrliidos Pusertn Rira
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A total of 6,598 senior centers received OAA Title lll funding, and most of these
served as community focal points, bringing together a wide range of programs and
services in a central location.

Budgets, Staffing, Advocacy, and Program Development

SUAs and AAAs raised nearly $1.4 billion through leveraging efforts for use in
conjunction with the $719 million in AoA dollars they spent in 2000.

Beyond these funds, many SUAs alsc administered other, large programs for the
elderly through separate initiatives, such as Medicaid Waiver home-care services or
other programs financed entirely with state appropriations.

There were 4,063 full-time equivalent paid staff members working in SUAs, about
one-third (33.8%) of whom were supported with OAA Title Ili funding. Financial
support for nearly two-thirds of SUA staffing came from the effective leveraging
efforts of these state agencies.

Another 21,951 full-time equivalent paid staff members worked at the local level in
AAAs, nearly 45 percent of whom were supported by Title il. Funding for over half
of AAA staffing came from the effective leveraging efforts of these local agencies.
The AAA staff were supported by 17,342 volunteers in the provision of information
and other assistance for the elderly.

OAA Title Hl Supportive Services comprising the highest level of expenditures in
2000 were:

- Transportation $65.3 million
- Information and

assistance $38.8 million
- Homemaker $23.0 million
- Legal services $20.7 million

- Case management $18.9 million
OAA Title I nutrition services expenditures in 2000 were:

- $248.5 million for congregate meals, and
- $164.6 million for home-delivered meals.

Beyond funding a range of programs for the aging, SUAs and AAAs also enhanced
the well-being of older persons by:

- initiating policies, legislation, and other action to help protect the rights of the
elderly, enhance access to community-based care and other benefits, and
increase the level and scope of available services,
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conducting studies on the status and needs of the elderly, building partnerships
with other state and local agencies, and coordinating the planning and delivery of
services for the aging, and

promoting public understanding of the elderly’s service needs and providing
information on programs that serve older persons.
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1. INTRODUCTION

1.1 The Older Americans Act

The Older Americans Act (OAA) of 1965, as amended, has fostered the creation of
a national network of State and Area Agencies on Aging, Indian tribal organizations, and service
providers to address the needs of our nation’s senior citizens. Through the development efforts
of this network on aging a nationwide infrastructure of home and community-based services has
emerged.

The OAA network has two primary responsibilities. First, it delivers a range of
services to the elderly, including home care, nutrition, transportation, information and
assistance, and advocacy on behalf of individual older persons. Second, to augment the limited
funding under the OAA, this network also functions in an important policy, planning, and
advocacy role vis-a-vis other public and private programs and funding, to enhance the well-
being and independence of the elderly. The SUAs and AAAs, with their provider organizations,
not only use their OAA funding for services, but also leverage other federal, state, and local
public and private funds to support programs on aging.

For more than 35 years, OAA programs have heightened public awareness of the
needs of older individuals and served as a catalyst for the development of an array of services
that help older persons remain independent and participate in community life.

1.2 Who Participates in Older Americans Act Programs?

In 2000, the network of SUAs and AAAs provided services to a total of 6,992,784
persons age 60 and older. This represented approximately 15 percent of the 46 million persons
in this age group. Consistent with the targeting requirements of the OAA, the network placed
considerable emphasis on services to persons with the greatest social and economic need.
This included elderly in poverty, those living in rural areas where access to services may be
limited, and members of racial and ethnic minority groups, especially those who are poor, A
summary of this information appears in Table A.
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Table A. Characteristics of Persons Served under Title Il of the
Older Americans Act, FY 2000*

Total U.S. Population
Characteristics Persons Served Age 60+
Total 6,992,784 46,382,901
Poverty 30.3% 9.9%
Rural 32.9% 22.4%
Minority 19.1% 18.6%

*Includes 50 States, DC, Puerto Rico

Of the tofal population served under SUA and AAA OAA Title Ill programs, 30.3
percent were poor, compared o 9.9 percent for the total 60+ population in 2000. In addition,
nearly one-third of the service recipients (32.9%) lived in rural areas, compared to 22.4 percent
for the total elderly population 60 years of age and above. Among the OAA Title Ill service
recipients, 19.1 percent were members of racial and ethnic minority groups. By way of
comparison, 18.6 percent of all persons age 60 and over were minority group members in 2000.

Table B shows that over half (53%) of the minority clients were African American,
29.6 percent were of Hispanic origin, 4.2 percent were American Indian or Alaskan Native, and
13.6 percent were Asian American or Pacific Islander. Within this minority group cohort, 55
percent were poor, a poverty rate nearly three times higher than the minority elderly population
overall (19 percent). This demonstrates a substantial degree of targeting of services to low
income minority elderly.

Table B. Characteristics of Minority Clients Served under Title Il of
the Older Americans Act, FY 2000*
Minority Clients Total Minority
Characteristics Served Population 60+
Total Minority 1,341,195 8,627,418
African American (non-Hispanic) 53.0% 48.8%
Hispanic 29.6% 34.1%
American Indian/Alaskan Native 4.2% 2.6%
Asian American/Pacific Islander 13.6% 14.5%
Minority in Poverty 55.0% 19.0%

*Inciudes 50 states, DC, Puerto Rico
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13 What Services Do Program Participants Receive?

The Administration on Aging collects data on 14 specific services, plus an other
category, consistent with the information from the SPR and the definitions in Appendix D. The
other services category includes many services that are either unique to particular states or
constitute relatively small expenditures. These include friendly visiting and telephone
reassurance, emergency response systems, or programs for groups of elderly, such as wellness
and health screening events at community locations.

The 14 community-based services include the following:

Personal care
Homemaker

Chore

Home-delivered meals
Adult day care/health
Case management
Congregate meals
Nutrition counseling
Assisted transportation
Transportation

Legal assistance
Nutritional education
Information and assistance
Outreach

Other services

The 14 services cover a broad spectrum of care. They facilitate access to programs
by assessing client needs and arranging for the delivery of services from a range of available
providers. In addition, these services include personal care and home management assistance
to support a vuinerable elderly population at home or in other community settings as alternatives
to institutional placement. They also include meals, health and nutrition education, and other
programs in congregate settings. Older persons participate in many of these community
services as part of senior center programs that bring together essential supports in a convenient
central location. At the same time, they provide opportunities for social interaction to combat
isolation and promote emotional well-being.
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1.4 How Much Do the Services Cost?

Title I of the OAA gives SUAs and AAAs considerable discretion in funding a range
of services tailored to individual state and community needs and circumstances. While some
programs are required by OAA legislation and regulations, such as Title Il C nutrition services,
the flexibility under Title Il B allows wide latitude on which programs to support. For these
reasons, the specific services SUAs report and the expenditure of OAA funds among them vary
considerably.

OAA appropriations allocate funds separately for supportive services, under Title lli
B, and for congregate and home-delivered nutrition services, under Title Il C 1 and 2. Within
these two broad areas, some nationwide patterns have emerged in the specific services with the
largest expenditure of OAA funds.

OAA Title IIB Supportive Services with the highest expenditure levels for 2000

were:
. Transportation $65.3 million
= Information and assistance $38.8 million
. Homemaker $23.0 million
. Legal services $20.7 million
. Case management $18.9 million

OAA Title 1IIC nutrition services expenditures in 2000 were:

. Congregate meals $248.5 million

. Home-delivered meals $164.6 million

Table C presents OAA Title Il expenditures for each of the 14 and other services,
showing the relative emphasis among them. In addition, to provide as complete a picture as
possible, the table also shows the additional funding SUAs, AAAs, and local service providers
have leveraged for use in conjunction with the OAA allocations to fund their services. In many
cases, the OAA Title NI allocation is small when compared to the additional funding SUAs,
AAAs, and local service providers raise and use for services. For this reason, it is useful to
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analyze OAA Title 1l service expenditure patterns in the context of the additional resources
available.

The amount of these additional funds varies considerably by service, according to
state and local policies and legislation.

Table C. OAA Title Il Expenditures By Service, FY 2000*

OAA Title I Federal Additional Total Expenditures for
Expenditures Expenditures Each Service
Service 3 % $ % $ %
Personal Care $12,397,058 1.7% $118,501,581 8.6% $130,898,639 | 6.3%
Homemaker $23,040,884 3.2% $57.917,066 4.2% $80,957,950 | 3.9%
Chore $5,470,261 0.8% $12,388,235 0.9% $17.858,496 | 0.9%

Home-Delivered Meals| $164,638,840 | 229% | $367,274,096 | 26.8% | $531,912,945 | 25.5%

Adult Day Care/Health $9,934,770 1.4% $44,180,356 3.2% $54,115,126 | 2.6%

Case Management $18,949,325 26% $61,059,325 4.5% $80,008,650 | 3.8%

Congregate Meals $248,518,121 34.6% | $313,850,484 | 22.9% | $562,368,605 | 26.9%

Nutrition Counseling $1,381,182 0.2% $788,624 0.1% $2,169.806 | 0.1%
Assisted

Transportation $3,400,690 0.5% $11,144,707 0.8% $14,545,397 | 0.7%
Transportation $65,328,427 9.1% $96,249,253 7.0% $161,577,680 7.7%
Legal Assistance $20,662,216 2.9% $19,722 599 1.4% $40,384,815 | 1.9%
Nutrition £ducation $3,476,533 0.5% $2,415,612 0.2% $5,892,145 | 0.3%
Information and

Assistance 38,793,889 54% $50,454,903 3.7% $89,248,792 | 4.3%
Qutreach 511,345,763 1.6% $12,764,774 0.8% $24,110,537 1.2%
Other Services $91,350,298 12.7% | $202,164,298 14.7% | $293,514,596 | 14.0%
Total $230,957,126 32.1% | $383,771,439 28.0% | $614,728,565 | 290.4%

*Includes 50 States, DC, Puerto Rico

The availability (or absence) of additional resources may influence the extent to
which states choose to support a particular service with OAA Title Ill funds. Some SUAs and
AAAs use OAA funds to fill gaps by supplementing the other large but often narrowly-focused
Federal and state programs they also administer. For example, SUAs may operate Medicaid
Waiver home care programs that actually exceed the total level of OAA funding. Unlike Title Hil
services, however, these programs often have very strict income eligibility requirements and
cover only specific services.

By comparing the OAA Title 1i expenditures with the additional outlays, we can see
the relative balance, and potential interaction, between these two categories of financial
support. For example, Table C shows that states spent $12.4 million in OAA Title 11! funds for
personal care in 2000, but expenditures for personal care from additional sources totaled nearly
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ten times that amount, or $118.7 million. Clearly, the availability of funds such as Medicaid
Waiver funds and appropriations from state legislatures, which make up these additional SUA
expenditures for personal care, allowed states to allocate their OAA Title I} funds for other
needed services.

Nutrition services also constituted a major use of the additional funds raised by the
network on aging, but with a much heavier emphasis on home-delivered meals than was the
case for OAA Title HIC allocations. Also, while congregate and home-defivered meals programs
comprised the first and second highest expenditure categories for OAA Title Il funds, the order
was reversed for the additional funding, showing the emphasis on in-home services that these
additional funds often ailowed.

Individual states often differed substantially from one another in how they allocated
their total funds to various services however. Tabie D shows this variation by dividing the 52
SUAs into four equal groups of 13, or quartiles, and displaying the corresponding percentage of
total expenditures, by service, for each of the four groups, from low to high. For example, while
personal care constituted an average of 6.3 percent of the fotal service expenditures, as shown
in Table C, we see from Table D that a full three-quarters of the SUAs actually spent less than
this level. The first quartile spent between 0 and 0.7 percent of their total budget on personal
care. The second spent between 0.7 and 2.1 percent, and the third spent between 1.5 and 3.4
percent. The fourth quartile of 13 SUAs, however, spent between 3.4 and 29.7 percent of their
total funds for personal care.

Obviously, the nationwide expenditure patterns for personal care are influenced by a
few states in the top quartile that allocate relatively large amounts of funding for this service.
This pattern also exists for adult day carefhealth and assisted transportation where a relatively
few states fund these services with either OAA Title il or additional resources.

Conversely, given the OAA legislative mandate for nutrition services, congregate
meals expenditures as a percent of total outlays do not vary to the same degree. The average
from Table C is about 30 percent, and Table D shows that half the SUAs report expenditures
that are close to this figure—between 21.2 and 35.8 percent of the total. There is a core set of
services that states fund on a relatively consistent basis, using both their OAA Title 1ll and
additional allocations of funds. These services include transportation and information and
assistance, as well as the OAA-required legal services and congregate and home-delivered
nutrition programs.
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Table D. SUA Service Expenditures as a Percentage of Total Costs, in Quartiles, FY 2000*
1st 2nd 3rd 4th

Service Minimum 25th Percentile Median 75th Percentile |  Maximum
Personal Care 0.0% 0.2% 1.5% 3.4% 29.7%
Homemaker 0.0% 1.2% 3.2% 6.6% 26.7%
Chore 0.0% 0.0% 0.4% 0.9% 11.6%
Home-Delivered
Meals 7.5% 20.8% 26.2% 29.9% 47.4%
Adult Day
Care/Health 0.0% 0.3% 1.7% 4.2% 12.7%
Case Management 0.0% 0.3% 2.2% 6.6% 264%
Congregate Meals 9.0% 21.2% 29.8% 35.7% 51.2%
Nutrition Counseling 0.0% 0.0% 0.0% 0.1% 0.7%
Assisted
Transportation 0.0% 0.0% 0.1% 0.5% 7.6%
Transportation 0.0% 5.3% 7.9% 11.0% 21.7%
Legal Assistance 0.0% 1.0% 1.5% 2.3% 9.7%
Nutrition Education 0.0% 0.0% 0.1% 0.3% 2.9%
Information &
|Assistance 0.0% 1.5% 2.9% 4.8% 14.8%
Outreach 0.0% 04% 1.1% 2.0% 13.9%
Other 0.0% 5.3% 8.8% 14.1% 34.4%

*Inciudes 50 states, DC, Puerto Rico

Some services, such as homemaker and case management, fall into a middle group
where one-quarter to one-half of the states fund them at a level approaching the national
average, using either OAA Title lll or additional funding sources.

1.5 What Additional Funds Have SUAs and AAAs Raised Through Leveraging
Efforts?

The presence of the additional funding is an indication of the considerable service
systems development, advocacy, and leveraging functions that SUAs and AAAs perform, in
conjunction with their local service providers. Table E shows that, overall, OAA Title lli funds
represented just over one-third (34.4%) of the fotal in 2000. This means that, for every dollar of
OAA Title Ill funds, SUAs reported leveraging nearly two additional dollars to support a core set
of programs and services for older persons. Forty-five states reported that over half of their total
budget came from these additional sources, while only nine states said the maijority of funds
came from OAA Title Ill. Consistent with the original vision of the OAA, these data show that
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OAA programs have been able to tap considerable additional financial resources to support
services for the aging.

In reality, this leveraging goes far beyond the dollar amounts that appear in this
report. It is important to note that, in addition to these expenditures, there are many programs
serving the elderly that SUAs administer separately, as well as others which serve the elderly
but do not flow through either the SUA or AAA. These additional programs often include Social
Services Block Grants (SSBG), Medicaid Waivers providing in-home services, and state-funded,
community-based, long-term care services that do not involve the use of OAA funds and,
therefore, do not appear in Tables C or E.

In addition to the fundraising work of SUAs, leveraging has occurred at the AAA
level as well. For example, according to a 1996 survey conducted by the National Association
of Area Agencies on Aging, AAAs supplemented their SUA allocations with many other sources,
including SSBGs they receive from other state agencies, county and city funds, foundations,
and private donations to support their home and community-based services.>®

Despite the availability of these additional resources, certain essential services are
very reliant on OAA Title Hll funding. Table E illustrates this by ranking the OAA Title il
expenditures as a percentage of the total. For example, Table E shows that over half of legal
assistance expenditures, and more than 40 percent of outreach, information and assistance,
and transportation services outlays came from Title ll, compared to the other funds SUAs
reported. This shows the very important role OAA Title Ilf piays as part of a comprehensive and
coordinated system of services for the elderly, supported by both the OAA and the additional
financial resources.

2 1996 N4A Survey in conjunction with the National Association of State Units on Aging (NASUA)

3 1904 State Source Book “Infrastructure of Home and Community-Based Services for the Functionally Impaired Eiderly”



112

Table E. OAA Title ilf Funds as a Percentage of Total Resources, FY 2000*
Title lllas a
OAA Title 1t Percent of
Federal Total Service Total
Service Expenditures Expenditures Expenditures
Nutrition Counseling $1,381,182 b2,169,806 63.7%
Nutrition Education $3,476,533 $5,892,145 59.0%
Legal Assistance $20,662,216 $40,384,815 51.2%
Outreach $11,345,763 $24,110,537 47.1%
Congregate Meal $248,518,121 $562,368,605 44.2%
Information & Assistance 538,793,889 $89,248,792 43.5%
Transportation 65,328,427 161,577,680 40.4%
Other Services $91,350,298 293,514,596 31.1%
Home-Delivered Meals $164,638,849 531,912,945 31.0%
Chore $5,470,261 17,858,496 30.6%
Homemaker $23,040,884 80,957,950 28.5%
Case Management $18,949,325 $80,008,650 23.7%
Assisted Transportation $3,400,690 14,545,397 23.4%
Adult Day Care/Health $9,934,770 54,115,126 18.4%
Personal Care $12,397,058 $130,898,639 9.5%
Total [ $718,688,266  1$2,089,564,179 | 34.4%
*Includes 50 states, DC, Puerto Rico
1.6 What Are the Characteristics of OAA Clients and Services?

1.6.1 Numbers of Persons Receiving OAA Services

Tabie F shows the number of persons receiving specific services supported by OAA
programs in 2000. This table presents the nine services for which SUA provided information per
the SPR requirements. The remaining five services do not require individual client registration,
and only dollar expenditures and units of service information are reported (see Tables C and J).

Consistent with the expenditure patterns in Table C, congregate and home-
delivered meals served the largest numbers of persons. Over 1.7 million persons participated in
the congregate meals program, and more than 950,000 received home-delivered meals. Nearly
456,000 persons received case management to assess their needs and arrange for necessary
services. Almost 160,000 persons received homemaker services, and over 113,000 received
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personal care to help them live independently in the community. Persons often received more
than one service, and not all clients participated in every program.

Table F. Estimated Unduplicated Count of
Persons Served Under Title Ill of the OAA, FY 2000
Number of Persons
Service Served
Personal Care 113,892
Homemaker 159,764 ]
Chore 56,351
Home-Delivered Meais 953,038
Adult Day Care 35,255
Case Management 456,530
Congregate Meals 1,743,292
Nutrition Counseling 34,926
Assisted Transportation 76,999
1.6.2 Functional Status of OAA Title lil Clients

In 2000, SUAs began reporting information on the need among clients for
assistance in performing such basic life activities as bathing, dressing, meals preparation,
shopping for household items, and taking care of one’s home. This information is indicative of a
risk for institutionalization and a need for assistance in performing personal care and home
management activities to remain independent in the community. States are reporting this
information, separately, for each of six services that are specifically designed to support the
independent living needs of this vulnerable elderly population:

- Personal Care

= Homemaker

n Chore

" Home-Delivered Meals

. Adult Day Care/Health

. Case Management

Most SUAs have begun reporting this new information, and over time all of them will
provide functional status data on the clients they serve. For this report, functional limitation data
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from 40 states were available for analysis and presentation, as specified in table footnotes.
These data provide some interesting findings but are representative only of the 40 states and
cannot be generalized to the nation as a whole. This information is collected in terms of two
standard measures widely used in gerontological research: needing assistance from another
person to perform Activities of Daily Living (ADLs) and Instrumental Activities of Daily Living
(IADLs).

1.6.2.1 Activities of Daily Living (ADLs)

The ADL personal assistance needs in Table G refer to care of the person, where
there was an inability to perform one or more of the following six activities without assistance,
standby assistance, supervision, or cues:

" Eating

. Dressing

. Bathing

. Toileting (getting to or using the toilet)
. Transferring in and out of bed or chair

» Walking.

For those services specifically designed to support the ADL limitations (Adult Day
Care/Health, Case Management, and Personal Care), between 58 and 89 percent of clients
served need assistance with one or more ADL’s.

According to the U.S. Census Bureau's 1994-95 Survey of income and Program
Participation (SIPP), we know that the need for personal assistance with ADLs in the total 60+
population is relatively low, at 6.0 percent, but these rates rise substantially with age.4 For
example, persons 60 to 64 years of age have a rate of 2.7 percent, and for persons 65 to 79
years of age, the rate is 4.8 percent. For persons age 80 and above, the rate is considerably
higher at 15.3 percent.

“ McNeil, John. "Americans with Disabilifies: 1997 or 2000 data.” Current Population Reports, P70-61 and unpublished tabulations
by the author. U.S. Bureau of the Census, Washington, DC. August 2000.
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Table G. Percentage of Clients Who Need Personal Assistance with Activities of

Daily Living (ADLs), FY 2000
Percent Who Need
Number of Clients | Assistance with 1 +
Services Age Group served ADLs
Personal Care 60-64 4,709 78.2%
65-74 19,529 82.5%
75-84 32,142 86.9%
85+ 25,260 88.8%
Total 81,370 85.9%
Homemaker 60-64 5,010 62.0%
65-74 22,866 62.5%
75-84 45,268 64.3%
85+ 35,704 68.7%
Total 108,848 65.2%
Chore 60-64 1,882 40.0%
65-74 8,634 45.2%
75-84 15,827 46.9%
85+ 10,465 52.2%
Total 36,808 47.7%
iHome-Delivered Meals 60-64 40,771 52.5%
65-74 132,458 59.7%
75-84 224,557 60.7%
85+ 168,761 61.1%
Total 566,548 60.0%
Adult Day Care 60-64 1,041 58.1%
65-74 3,544 65.1%
75-84 7,524 70.9%
85+ 5,965 73.3%
Total 18,074 69.8%
Case Management 60-64 23,363 64.0%
65-74 53,983 65.9%
75-84 92,604 69.0%
85+ 64,006 69.3%
Total 233,956 67.9%

WA, WV, WY and Guam

Selected States: AL, AR, AZ, CO, CT, FL, GA, HL, iA, ID, IL, IN, LA, MA, ME, MI, MN,
MO, MT, NC, ND, NE, NH, NM, NV, OH, OR PA, RI, 8C, SD, TN, TX, UT, VA, VT,

Source: Administration on Aging, DHHS, 2000

Missing data are excluded in calculating percentages
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Compared to these frailty rates for the total elderly population, we see that the
network on aging reported considerably higher levels and targeted these six services to persons
who required the assistance of others in performing these basic life activities. About 48 percent
of clients who received chore services needed assistance with one or more ADLs, and 86
percent who received personal care needed assistance with one or more ADLs.

Another interesting finding is that, unlike the elderly population as a whole, the ADL
limitation rates among service recipients remained relatively constant across the age cohorts.
At the same time, Table G shows that the majority of clients receiving these services were in the
advanced age groups of 75 and above. This suggests that, for the younger clientele, the
network on aging is effectively screening clients for ADL limitations, and for its clientele, overall,
the network is focusing on the age cohort most likely to need assistance in performing ADLs.

1.6.2.2 Instrumental Activities of Daily Living (IADLs)

The IADL measures concern care of the home where there is an inability to perform
one or more of the following eight activities without personal or standby assistance, supervision
or cues:

= Preparing meals

. Shopping for personal items

" Medication management

L Managing money

. Telephone usage

. Heavy housework

. Light housework

L] Transportation

Table H presents the percent of clients (from 40 states) who need personal
assistance to perform one or more of the eight ADLs, for the six listed services. Consistent with
the home management focus of many of these services and the increased numbers of elderly
who have limitations, we see very large percentages of clients from these 40 states that need
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Table H. Percentage of Clients Who Need Personal Assistance with
Instrumental Activities of Daily Living (IADLs), FY 2000
Percent Who Need
Number of Clients | Assistance with 1 +
Services Age Group served IADLs
{Personal Care 60-64 4,709 94.8%
65-74 19,529 95.3%
75-84 32,142 95.1%
85+ 25,260 94.6%
Total 81,370 95.0%
{Homemaker 60-64 5,010 89.8%
65-74 22,866 90.3%
75-84 45,268 90.3%
85+ 35,704 91.2%
Total 108,848 90.6%
Chore 60-64 1,882 71.9%
65-74 8,634 77.3%
75-84 15,827 80.1%
85+ 10,465 82.7%
Total 36,808 79.8%
Home-Delivered Meals 60-64 40,771 77.3%
65-74 132,459 82.4%
75-84 224,557 83.9%
85+ 168,761 84.3%
Total 566,548 83.2%
Adult Day Care 60-64 1,041 78.4%
65-74 3,544 83.4%
75-84 7,524 87.5%
85+ 5,965 88.5%
Total 18,074 86.5%
Case Management 60-64 23,363 79.3%
65-74 53,983 87.0%
75-84 92,604 89.6%
85+ 64,006 90.7%
Total 233,956 88.4%
Selected States: AL, AR, AZ, CO, CT, FL, GA, Hi, 1A, ID, IL, IN, LA, MA, ME, Mi, MN,
IMO, MT, NC, ND, NE, NH, NM, NV, OH, OR PA, R|, SC, SD, TN, TX, UT, VA, VT,
WA, WV, WY and Guam
Source: Administration on Aging, DHHS, 2000
Missing data are excluded in calculating percentages
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IADL assistance. These averaged from a low of 79.8 percent for chore services, to a high of
95.0 percent for personal care. Variations in these rates across the age spectrum are most
significant for those clients receiving chore, adult day care/health and case management
services. In these instances, the rate of clients age 85 and above receiving these services is a
full 10 percent higher than the rate of clients age 60 to 64 receiving the same services. Similar
to the patterns in Table G, the majority of clients who need personal assistance with IADLs are
in the advanced age groups of 75 years and over.

The ADL and IADL scales are hierarchical. That is, ADLs cover the most basic of
personal care activities, which are primarily physical in nature, and are essential for independent
living. Given the high level of severity that ADL assistance needs encompass, relatively few
elderly in the general population report having them. IADLs, however, cover a more complex
array of activities necessary for home management and require both physical and cognitive
capabilities. For this reason, there are more persons who need assistance with IADLs than
ADLs. This hierarchical pattern means that those who need help performing ADLs also often
need assistance with IADLs as well.

According to the 1994-95 U.S. Census Survey of Income and Program Participation
(SIPP), 13.5 percent of the population 60+ needed personal assistance with one or more IADLs,
ranging from a low of 6.2 percent for the 60 to 64 age cohort to a high of 34.1 percent for the
population age 80 and above. Compared to these rates among the elderly, overall, the network
is serving persons with a need for an IADL assistance to a far greater extent than their
prevaience in the general househoid population.

1.6.3 Gender and Living Alone Status of Clients

Beyond data on functional limitation status and age, the new SPR information from
the 40 states on registered clients also includes gender and living alone status. Table | shows
that for six of the nine services, approximately half of the clients live alone. For aduit day
care/health, however, about one-third live alone, consistent with the respite focus of this service
for many clients. Adult day care/health is often provided for very frail older persons living with a
family caregiver who works outside the home during the day and needs supervision services
while he or she is away.



119

Table I. Living Alone Status and Gender of Clients, by Services, FY 2000

Gender

Services Number Served | Living alone Male | Female
Personal Care 81,370 46.3% 258% | 74.2%
Homemaker 108,848 64.2% 21.2% | 78.8%
Chore 36,808 55.1% 22.0% | 78.0%
Home Delivered Meals 566,548 47.3% 31.3% | 68.7%
Adult Day Care 18,074 20.3% 31.9% | 68.1%
Case Management 233,956 43.6% 30.5% | 69.5%
Congregate Meals 1,104,577 40.8% 32.9% | 32.9%
Nutrition Counseling 9,672 42.3% 30.3% | 69.7%
Assisted Transportation 20,721 45.5% 223% | 71.7%

Selected States: AL, AR, AZ, CO, CT, FL, GA, HI, 1A ID, 1L, IN, LA, MA, ME, Mi,
MN, MO, MT, NC, ND, NE, NH, NM, NV, OH, OR PA, RI, SC, SD, TN, TX, UT, VA,
VT, WA, WV, WY and Guam

Source: Administration on Aging, DHHS, 2000

Missing data are excluded in calculating percentages

With the exception of congregate meals and nutrition counseling, the registered
services in this table focus on clients with severe functional limitations, and these are often
associated with persons of advanced age. We saw from Tables G and H that the vast majority
of clients were 75 years old and above, an age group that is predominantly women, with high
rates of poverty and frailty. For example, among the total population age 75+, over 63 percent
were female, and women made up an even larger percentage of the at-risk, elderly population.
For example, according to the Census Bureau, nearly 70 percent of the elderly population below
poverty level in the United States is female, and 58 percent of those women have a disability.
Additionally, over 80 percent of the elderly population below poverty level who live alone are
females. (Census 2000, SF3 data.) Consistent with this demographic pattern in the population
as a whole, Table | shows that between two-thirds and three-quarters of the service recipients
were female.

1.6.4 Levels of Service
Thus far we have looked at the numbers and characteristics of persons receiving

services funded under OAA Title Il Table J shows the amount of each service that OAA
programs provide in terms of standard unit measures.



120

Table J. Units Of Service Delivered, FY 2000*
Total Units of
Unit Service

Service Measure Delivered
Personal Care Hour 11,262,974
Homemaker Hour 9,737,920
Chore Hour 1,873,180
Home-Delivered Meals Meal 143,544,920
Aduit Day Care/Health Hour 8,620,404
Case Management Hour 3,222,383
Congregate Meals Meal 116,863,671
Nutrition Counseling Hour 560,142
Assisted Transportation 1 way trip 2,632,177
Transportation 1 way trip 40,266,050
Legal Assistance Hour 1,218,988
Nutrition Education Session 2,015,724
Information and Assistance Contact 13,421,755
Outreach Contact 2,628,399
*includes the 50 states, DC, Puerto Rico

These unit measures are specific to each service and vary accordingly, such as the
number of congregate and home-delivered meals, hours of personal care or the other in-home
services, and number of one-way trips of transportation.

In 2000, the network on aging provided more than 143 million home-delivered meals
to older persons and over 115 million meals in congregate seftings. SUA and AAA
transportation programs provided over 40 million one-way passenger trips, linking older persons
to a range of community facilities and resources. The OAA network on aging provided 11.3
million hours of in-home personal care, 9.7 million hours of homemaker service, 8.6 million
hours of aduit day care/health, and 3.2 million hours of case management. SUA and AAA
information and assistance programs made over 13 million contacts with older persons or their
caregivers, and outreach programs made over 2.6 million contacts in the community to locate
isolated older persons in need of services.

1.6.5 Units of Services Per Client

Beyond the total volume measures presented thus far, Table K identifies how much
of each service clients actually use. The table shows the average number of service units that
clients received during the course of a year and how this varied across the services. These
figures are averages of all states’ individual measures, which gives equal weight to each.
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Table K. Units of Service Per Client, FY 2000*
Total Units of
Service per
Service Measure Client
Personal Care Hour 84
Homemaker Hour 63
Chore Hour 24
Home-Delivered Meals Meal 143
Adult Day Care Hour 321
Case Management Hour 9
Congregate Meals Meal 70
Nutrition Counseling Hour 4
Assisted Transportation |1 way trip 35
*Includes the 50 states, DC, and Puerto Rico

One emerging pattern is that certain services for a highly vuinerable population,
such as aduit day care/health, have a relatively high per-person ulilization rate, given the
extensive client needs this service addresses. At the same time, we see from Table F that this
service involves a relatively small number of clients. For example, during the year 2000, cfients
received an average of 321 hours of adult day care/health services. Also, these per-person
measures cover an entire year, even if the client received them for a shorter time period, in
which case the utilization level would be even higher.

Each congregate meals program participant consumed an average of 70 meals
during the year. However, we know from a 1996 evaluation of the Elderly Nutrition Program that
there is a bimodal pattern of either relatively frequent attendance or only occasional participation
in the congregate nutrition program. According to the evaluation, many of the congregate meals
recipients participate quite frequently, and nearly 60 percent of those who attended a meal site
on a given day usually participated four or more days per week.’ The evaluation also showed
that most participants reported spending a significant amount of time at the congregate site
when they attended on a given day. Also, less than 10 percent reported receiving home-
delivered meals regularly at some time in the past, showing the separate clientele each program
serves, albeit, with similar demographic characteristics.

Each home-delivered meals program participant received, on average, 143 meals
during 2000. As with other home-care programs, home-delivered meals included not only

Ponza, M., J. C. Ohls, and B. E. Millen. Serving Eiders at Risk: The OAA Nutnition Programs, National Evaluation of the Elderly
Nutrition Program, 1993-1995, Volume /, U.S. Administration on Aging, Department of Health and Human Services, June 1996, p
64.
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persons who were home bound and had long-term care needs, but also persons who received
home-delivered meals on a temporary basis—for example, after discharge from a hospital.

According to the nutrition program evaluation, the majority of the home-delivered
meals participants also received meals frequently. Ninety-five percent usually received five or
more program meals per week. About 20 percent of home-delivered meais recipients reported
participating in the congregate meals program regularly at some time during the past; however,
most had not attended a congregate site at all during the past year. This also shows that, while
the congregate and home-delivered meals programs serve persons with similar characteristics,
very few persons participate in both programs. For both the congregate and home-delivered
meals programs, clients may participate only on a short-term basis, but they do so frequently
while they are receiving the services.

1.6.6 Services Unit Cost

Table L shows the mean (average) and median (midpoint) unit costs for the range of
OAA services. These figures are based on total expenditures including OAA funds and the
additional dollar expenditures the states reported for each service.

Increasingly, SUAs and AAAs use performance-based contracting to procure and
monitor the delivery of services through providers. Standardization of accounting systems is
essential for ensuring consistent information across providers, Planning and Service Areas
(PSAs), and states for comparison purposes. Over time, the network on aging has made
considerable strides in developing cost accounting systems that support performance
management. However, substantial variation exists among and within the states and, therefore,
the unit cost information in Table L must be viewed with caution.
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Table L. Average Total Cost Per Unit of Service, FY 2000*
Unit Cost

Service Measure Mean Median

Personal Care Hour $13.66 $13.20
Homemaker Hour $12.39 $12.11
Chore Hour $14.25 $13.21
Home-Delivered Meals Meal $3.96 4.01
Adult Day Care/Health Hour $9.16 7.66
Case Management Hour $33.84 $31.09
Congregate Meals Meal $4.96 $4.80
Nutrition Counseling Hour $35.11 $22.34
Assisted Transportation 1 way trip $6.90 $5.75
Transportation 1 way trip $5.05 $4.84
Legal Assistance Hour $39.14 $34.85
Nutrition Education Session $16.60 $5.57
information and Assistance | Contact $10.89 $8.66
Outreach Contact $18.75 $14.89

*Includes 50 states, DC, Puerto Rico

This tabie presents the mean and median of unit costs for each of the 14 services
during 2000. The unit costs were computed separately for each state by dividing the total
service costs by the total units for each service. The mean and median were then determined
from among these individual unit cost figures. This avoids having the unit cost figures
dominated by a few large states, by giving equal weight to each state’s figures. Outliers were
eliminated by removing the two highest and two lowest state unit cost figures for each service.

The average unit cost for a congregate meal in 2000 was $4.96, and $3.96 for a
home-delivered meal. These two services accounted for the largest expenditures under the
OAA, consistent with the legislative earmarks of the Act. The third highest dollar allocation was
for transportation where the mean cost per one-way trip was $5.05, and the median amount was
$4.84. These services involved large groups of clients, and the per-unit costs were relatively
low because expenses were spread across many participants. Other services, such as case
management, involved only a few hours per client, but a high rate, and a comparatively smail
number of participants during the course of a year. While the total expenditure for this service
was relatively low, the unit cost was comparatively high, at $33.54, because it required a one-
on-one relationship between a skilled professional staff member and the client. Low staff-client
ratios and high professional skill requirements also resulted in relatively farge unit costs for legal
assistance and nutrition counseling.
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1.6.7 Average Service Cost Per Client

Another composite measure of performance is the total annual per-person cost for
each service. Table M shows the total per capita expenditures for each of the nine services for
which AoA collects person counts.

Table M. Average Total Service Cost Per Client, FY 2000
Service Average Cost/Client
Personal Care $1,062.68
Homemaker 709.14
Chore 321.70
Home-Delivered Meals 572.51
Adult Day Care/Health $2,360.73
Case Management $272.87
Congregate Meals $336.58
Nutrition Counseling $91.64
Assisted Transportation $204.00

As with the other tables on unit measures, these are averages across individuat
state cost per-client figures, giving equal weight to each and excluding outliers. The services
with the highest costs per client invoive the intensive, sustained assistance in adult day
care/health, personal care, homemaker, and home-delivered meals. Case management, which
has a high hourly rate, involves only a few hours per person per vear, resulting in a low per-

client cost.
1.7 How Many Staff Support OAA Programs, and What Are Their Responsibilities?
1.7.1 State Units on Aging

The State Units on Aging vary considerably in the size and scope of their
responsibilities, and this influences the numbers and functional responsibilities of the staff who
work there. Nationwide, only about one-third of the SUA funding comes from the OAA, and
other funding sources and programs often influence staffing patterns to a considerable degree.

The SUAs also vary in terms of their organizational placement within state
government. Approximately one-half of the SUAs are separate cabinet-level entities that report
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directly to the governor, while others are part of a larger state entity, such as a state department
of public welfare.

SUA Staffing

In 2000, SUAs reported a total of 3,467 staff, as Table N shows. Of the total, 9.1
percent fell into the executive/management category, consisting of staff who had responsibility
for overall leadership and direction for the SUA.

Over 40 percent of the staff performed planning, development, and administration
functions™ associated with state and community programs on aging. These staff responsibilities
included training, technical assistance, building partnerships with other state and community
agencies, leveraging additional funds, policy and legislation development, and advocacy. This
was a large and active segment of the SUA staff, and many of the specific activities of these
employees are summarized in Appendix A, under Program Accomplishments.

Table N. State Unit on Aging Staffing, FY 2000*
Staffing Category Total Staff Percent Distribution
Executive/Management 317 9.1%
Planning 319 9.2%
Development 295 8.5%
Administration 784 22.6%
Service Delivery 435 12.5%
Service Access 606 17.5%
Other 120 3.5%
Clerical/Support 591 17.0%
Total SUA Staff 3,467 100.0%

*Inciudes 50 states, DC, PR

Over 12 percent of the staff provided direct services for the elderly, often as part of
state adult protective services and other state-operated programs financed with funds other than
the OAA.

Another 17.5 percent of staff were responsible for facilitating client access to
services through such activities as statewide, toli-free information and assistance programs,
case management provided by state social workers, and statewide outreach efforts to reach
isolated older persons. About 3 percent had other professional staff responsibilities, and 17
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percent performed clerical and other support functions. These figures represent full-time
equivalents, and because of part-time staff, the total number is actually much higher.

SUA Staff Supported by OAA Funds

Table O shows that SUAs have leveraged considerable funding to employ staff for a
range of planning and management functions. Only about one-third of the total staff (33.8
percent), were paid with Title 1l funds, while the remainder were supported by other sources of
financing. This shows the extent to which OAA funding promoted the leveraging of considerable
additional financial resources by SUAs.

Table O. SUA Staff Supported by OAA Funds, FY 2000*
Number Paid with Percent Paid with
Staffing Category Total Staff OAA Funds OAA Funds
Executive/Management 317 158 49.8%
Planning 319 158 49.5%
Development 295 130 44.1%
Administration 784 368 46.9%
Service Delivery 435 85 19.5%
Service Access 606 53 8.7%
Other 120 45 37.5%
Clerical/Support 591 175 29.6%
Total SUA Staff 3,467 1,172 33.8%

*Includes 50 states, DC, Puerto Rico
1.7.2 Area Agencies on Aging

The SUA is responsible for designating local PSAs which comprise a city, county,
multiple counties, or other jurisdictions, consistent with the boundaries of units of general
purpose local government or other state and local planning jurisdictions. The SUA then
designates an Area Agency on Aging within the PSA to administer OAA allocations and other
funding from the state. The AAAs prepare a plan for the development of programs and the
provision of services for the aging in the PSA. Of particular importance is the building of
partnerships with the many other agencies and programs to develop a comprehensive and
coordinated system of services for the aging.
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Relationship to General Purpose of Local Government

Nationwide, there were 650 AAAs in 2000, about two-thirds of which were public or
quasi-public agencies such as cily and county government or councils of government. The
remaining one-third were private, nonprofit organizations; however, the boards of directors or
advisory committees of these private AAAs were often local elected officials.

The AAAs have demonstrated an extracrdinary record of achievement in making a
small amount of Federat money under the OAA go a long way. The OAA funds provide the
infrastructure necessary for AAAs to leverage millions of non-federal dollars from local
governments, foundations, and participant and volunteer contributions. The wide range of
services and funding sources managed by AAAs provide consumers with a broad range of
choices, consistent with individual client needs.

The AAAs play a pivotal role in assessing community needs, developing responsive
programs, and serving as strong advocates for improved services for older Americans and their
caregivers. They often serve as a central entry point, providing assessment of multiple service
needs, determining eligibility, arranging for and providing services, and monitoring the
appropriateness and cost-effectiveness of care. They administer funds primarily through
contracts with local providers furnishing these services at the community level. The AAA
system is an example of an important step toward an integrated system of care that circumvents
obstacles that seniors might otherwise have to overcome in receiving the services they need.®

AAA Staffing

The AAA staffing levels reflect the multiple administrative responsibilities and
funding sources. Table P shows that, in 2000, AAAs reported a total of 21,951 staff. These
figures represent full-time equivalents and, because of part-time staff, the fotal number is
actually much higher.

Of the total paid staff, 5.7 percent performed executive management functions, and
14.4 percent were responsible for planning, program development, and administration of the
local service delivery system. Another 39.7 percent of the staff provided direct services {o the

¢ Survey of Area Agency on Aging Support of Home and Community-Based, Long-Term Care Services, National Association of Area
Agengcies on Aging, April 1996
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elderly and their family caregivers. In addition, 23.2 percent were responsible for facilitating
access fto a range of community services and benefits, through information and assistance,
case management, and outreach activities. Of the total professional staff, 4.0 percent
performed other functions, and 13 percent performed clerical and other support activities. The
AAAs were supported by 17,342 volunteers.

Table P. Area Agency on Aging Staffing, FY 2000*

Staffing Category Total Percent Distribution
Executive/Management 1,254 5.7%
Planning 589 2.7%
Development 511 2.3%
Administration 2,060 9.4%
Service Delivery 8,717 39.7%
Service Access 5,085 23.2%
Other 871 4.0%
Clerical/Support 2,864 13.0%
Total AAA Staff 21,951 100.0%
Volunteers 17,342

*Includes 50 states, DC, Puerto Rico

AAA Staff Paid by OAA Title Ili

Table Q shows that less than half the staff at AAAs were paid with OAA funds.
Through their own leveraging efforts, and by using the additional funding from the SUAs, AAAs
were able to support a wide range of staff responsibilities. However, nearly two-thirds of the
AAA core planning and management functions were supported by OAA funds, as were about
one-half of the development, administration and service delivery {one-third of the service access
and delivery functions). This shows the essential role OAA funds play in the core staff capacity
and infrastructure of the Area Agencies.
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Table Q. AAA Staff Supported by OAA Funds, FY 2000*

Number Paid with | Percent Paid with
Staffing Category Total Staff OAA Funds OAA Funds
Executive/Management 1,254 758 60.4%
Planning 589 376 63.8%
Development 511 271 53.0%
Administration 2,060 1,137 55.2%
Service Delivery 8,717 4,057 46.5%
Service Access 5,085 1,709 33.6%
Other 871 346 39.7%
Clerical/Support 2,864 1,174 41.0%
Total AAA Staff 21,951 9,828 44.8%

*Includes 50 states, DC, Puerto Rico
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FY 2001 Long Term Care Ombudsman Report
With Comparisons of National Data for FY 1998-2001

Introduction

This report is submitted in compliance with Section 207(b) of the Older Americans Act of 1965
(OAA), as amended, which requires the Assistant Secretary for Aging to compile a report on
information submitted by the states on activities of state long-term care ombudsman programs
and provide the report to the congressional committees with jurisdiction over the OAA.

The data and other information presented and analyzed in this report are collected annually by
AoA from state ombudsmen under the National Ombudsmen Reporting System (NORS). The
data gathered and reported by the states are based on detailed data specifications established by
AoA and ombudsman representatives across the country. AoA and state and local ombudsmen
pay close attention to assuring that the statistical information reported under NORS is consistent.
To further foster consistency in data collection and reporting, AoA addresses data issues annually
in its national ombudsman conference, and has established a detailed ongoing action plan to
ensure that ombudsmen across the country are continuously trained regarding the NORS
definitions and concepts. AoA staff and contractors perform extensive verification and
validation checks on the data submitted by ombudsmen prior to data dissemination and
publication in reports such as this. Information obtained under NORS also includes narrative
presentations by state ombudsmen who provide descriptions of the “priority long-term care
issues” which their programs identified and worked on during the reporting period. Because of
the nature of the form of reporting utilized, the information reflects the subjective views of the
state ombudsmen which submit the reports. This information is summarized in the report.

This report provides data for fiscal year (FY) 2001 fom all state ombudsman programs on the
activities of those who participate in the Ombudsman Program at the state and local levels, and
analyzes changes in the data since FY 1998, the date of the last report. The data from FY 2001
are the most current available. The central observation to be made from the data presented in the
report is the significant increase in program activity over a three-year period, reflecting greater
use of the Ombudsman Program by residents of long-term care facilities, their relatives, and by
those who operate and work in those facilities. The following items illustrate this observation.

d Ombudsmen provided 35% more consultations to individuals in FY 2001 than
they provided in FY 1998.
> Ombudsmen provided 58% more consultations to facility staff in FY 2001 than

they provided in FY 1998.

4 Ombudsmen responded to 35% more complaints in FY 2001 than in FY 1998.

> Ombudsmen resolved 77% of the complaints they handled in FY 2001, compared
to 71% in FY 1998,

Long-term care ombudsmen are advocates for residents of long-term care facilities. They work
to resolve individuals’ problems with care and conditions, and to bring about changes at the
local, state and national levels to improve care forall facility residents. Established under
Section 712 of the Older Americans Act (OAA), ombudsman programs in every state and 596



132

local or regional areas carry out a variety of activities to assist residents to maintain a good
quality of life and care in nursing homes, assisted living facilities, and other types of long-term
care settings. Thousands of trained paid and volunteer ombudsmen provide an on-going
presence in long-term care facilities, monitoring care and conditions and providing a voice for
residents and their families.

Ombudsman responsibilities outlined in Title VII of the OAA include:

. identify, investigate and resolve complaints made by or on behalf of residents;

. provide information to residents about long-term care services;

. represent the interests of residents before governmental agencies and seek administrative,
legal and other remedies to protect residents;

. analyze, comment on and recommend changes in laws and regulations pertaining to the
health, safety, welfare and rights of residents;

. educate and inform consumers and the general public regarding issues and concerns
related to long-term care and facilitate public comment on laws, regulations, policies and
actions;

. promote the development of citizen organizations to participate in the program; and

. provide technical support for the development of resident and family councils to protect

the well-being and rights of residents.

The National Long-Term Care Ombudsman Resource Center, operated by the National Citizens’
Coalition for Nursing Home Reform in conjunction with the National Association of State Units
on Aging, provides on-call technical assistance and intensive training to assist ombudsmen in
their demanding work. The Center is supported with funds appropriated by Congress and
awarded by the Administration on Aging (AoA).

Report Highlights
Staffing, Providing Support to Volunteers and Local Programs

4 There were 596 local and regional ombudsman programs in FY 2001. Most of these
programs were located in area agencies on aging.

> The number of paid ombudsman staff increased from 927 full-time equivalents (FTEs) in
FY 1998 to 1,029 FTEs in FY 2001.

> In 2001, there were 8,442 ombudsman volunteers certified to investigate complaints.
Another 5,258 non-certified volunteers also served the program, for a total of about
13,700 volunteers nationwide in FY 2001.

> Providing technical assistance and training to paid and volunteer ombudsmen is 2
significant function of state-level ombudsman program staff. In 26 state entities, the
program staff spent 30 percent or more of their time providing technical assistance to
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volunteers and local programs. In the remaining 30 state entities, program staff used 20
percent or more of their time supporting and training ombudsmen.

In FY 2001, ombudsman program staff provided or arranged for over 10,000 training
sessions, totaling 46,050 hours, to their volunteers and staff.

Ombudsman Presence in Facilities and Empowerment of Families and Residents

»

Ombudsman staff and volunteers visited over 85 percent of nursing homes on a regular
basis, which is defined as at least quarterly and not in response to a complaint. In 20
states, ombudsmen regularly visited 100 percent of nursing homes; in another ten states,
ombudsmen regularly visited 95 or more percent of the nursing homes in their state.

Nationwide, ombudsman staff and velunteers visited over 44 percent of board and care
and similar homes on a regular basis, not in response to a complaint. In 11 states,
ombudsmen regularly visited 100 percent of these types of homes.

In addition to their work on complaints, ombudsmen provided about 283,000
consultations to individuals in 2001, This was an increase of almost 16 percent over the
previous year and 35 percent since FY 1998. The most frequent topics of consultation
included: how to select and pay for a nursing home, residents rights and federal and state
facility rules and policies.

Ombudsman activity in long-term care facilities provides them with information that can
be useful to facility managers and staff. Reflecting this phenomenon, ombudsmen
provided 107,602 consultations to facility staff in FY 2001, a 58 percent increase over FY
1998. Consultations can address a wide range of issues, such residents’ rights,
observations about care issues, and transfer and discharge issues.

In FY 2001, ombudsmen nationwide also:

. met with resident councils (14,895 sessions) and family councils (4,317 sessions),
. provided 8,499 training sessions to facility staff,

. provided 8,995 community education sessions, and

. participated in 10,003 facility surveys.

Services to Individuals (complaint investigation and resolution)

»

In FY 2001, ombudsmen resolved or partially resolved 78 percent of nursing home
complaints and 73 percent of board and care complaints to the satisfaction of the resident
or complainant. The combined resolution rate of 77 percent for all facilities compares
favorably with the 71% rate last reported for FY 1998.
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4 Ombudsmen nationwide opened 160,927 cases and closed 151,737 cases involving
264,269 individual complaints in FY 2001.

> From 2000 to 2001, there was an eight percent increase in cases opened, an 11 percent
increase in cases closed, and a 14 percent increase in complaints.

4 Seventy-nine percent of cases handled were associated with nursing home settings. The
remaining 21 percent involved other settings, including board and care facilities, assisted
living and other settings.

4 Most cases were initiated by residents or friends and relatives of residents.

- Since 1998, there was a 28 percent increase in complaints handled by ombudsmen in
nursing homes and a 45 percent increase in complaints handled involving board and care-
type facilities.

4 The top five nursing home complaints were about call-light responses, staff attitudes,
care plans, accidents and patient handling, and hygiene care.

4 The top five board and care and similar facilities complaints were about menu quality,
medication management, lack of respect for residents, discharge/eviction, and
equipment/building disrepair.

Long-Term Care Issues Addressed by State Ombudsmen

> State-level ombudsmen in 28 states spent at least 20 percent of their time meeting their
statutorily mandated responsibility to analyze, comment on, monitor, and recommend
changes to federal, state, and local laws, regulations, policies, and actions. Local
ombudsmen in 17 states spent ten percent or more or their time on these activities.

4 In response to OAA requirements and AoA instructions to “describe the long-term care
issues which your program identified and/or worked on during the reporting year,”
insufficient numbers of staff to care for residents was the long-tem care issue most
frequently identified by state ombudsmen in their FY 2001 reports.

> Other issues which state ombudsmen frequently worked on their states included:
discharge and transfer issues, lack of access to appropriate services or settings, inadequate
regulation of assisted living and other non-nursing home facilities, and increased support
of the Ombudsman Program.

Experiences of Ombudsmen

In FY 2001, ombudsmen resolved or partially resolved 77 percent of all complaints to the
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satisfaction of the resident or complainant. The following cases illustrate how ombudsmen
fuifilled this responsibility to assist residents and their families resolve individual problems.

. A California ombudsman helped relocate a woman from a personal care home where she
had been neglected and abused by the care giver and abused by foster children living at
the home. The woman was placed in a home where she received good care and was
reunited with a guardian from whom she had been separated for years. Authorities
investigated the care giver of the first home for operating without a current license and
poor care of the foster children.

. A Colorado volunteer ombudsman assisted a group of personal care boarding home
residents, who had complained to her about conditions in the facility and were being
intimidated by the owner as a result, to present their grievances to the licensing agency,
which cited the facility for numerous deficiencies. The director of the home resigned, and
the residents expressed their relief and gratitude to the ombudsman and were more aware
of their rights and how to protect them as a result of their action.

. The Connecticut ombudsman assisted a Medicaid-eligible resident who was being evicted
from a Medicaid-certified nursing home because her rehabilitation paid for by Medicare
was completed and she had been told upon admission that the facility provided “short
term care only.” However, she still required nursing home care was not able to return
home. The ombudsman explained to the family that the resident would be able to remain
at the facility because she still needed nursing home care, which was covered by
Medicaid. Sixteen other residents had been moved out of the facility in a similar way.
The facility was cited for inappropriate practices, waiting list law violation, inappropriate
discharge planning and violation of resident rights; and the case was referred to the
Attomey General for further action against the facility.

. The Georgia ombudsman assisted a family to recover over $12,000 for payments they had
made for their mother’s nursing home care. Due to changes in Medicaid rules, the
Medicaid agency had owed them this amount for many months but had not paid them due
to bureaucratic tangles.

. The Hawaii ombudsman visited with a man whose sister, who was his guardian, had
persuaded his physician to discontinue dialysis treatment because, she said, “he was going
to die anyway.” The ombudsman discussed the consequences of not receiving dialysis
with the resident and then asked him: “Do you want to die?” He said, “No, I want to
live.” The resident said he wanted the dialysis but was fearful that he would upset his
sister. The ombudsman told him that he must express his wishes, helped him talk with
his sister and assisted him in having the guardianship removed. The resident continued
dialysis — and his relationship with his sister.

. The Massachusetts ombudsman received a call from the son of a newly-admitted resident
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in a specialized dementia unit of a nursing home. The home had transferred his mother to
a psychiatric facility because she had become agitated and struck out against her
caregivers. Ombudsman staff intervened and arranged for a family meeting with facility
staff, during which it was learned that the episode which led to the transfer was preceded
by the staff’s attempt to give the resident a shower. The son had told the facility on
admission that the resident was frightened by the shower (not unusual for many dementia
residents) and was more amendable to baths. As a result of ombudsman intervention, the
woman was returned to the nursing home, where she was given baths as part of her
regular careplan. There were no further lashing-out episodes.

In Mississippi, a nursing aide left an incapacitated woman sitting in a rocking chair for
four hours, dressed only in her underwear. The aide admitted she had left the woman,
explaining that there were not enough staff on duty to care for all the residents who
needed help. The ombudsman reported the problem to the licensing and certification
agency, which failed to adequately investigate. When the ombudsman said she would
notify the federal regulatory agency of conditions at the facility, the state agency cited the
facility for deficiencies, and the staffing level and resident care improved.

The daughter and legal guardian of a Montana nursing home resident insisted that her
mother be tube-fed, but the mother wished to eat. After determining the resident’s
wishes, the ombudsman and facility social worker assisted the resident to revoke the
guardianship. The daughter became threatening to her mother, secured a lawyer to file
for guardianship and threatened the doctor with a lawsuit if the tube was removed. The
ombudsman continued to provide the resident with support and encouragement. The
doctor concurred that the resident had capacity to make these decisions, and the feeding
tube was removed, after which time the resident ate well, lost no weight and felt good
about making her own decision. The downside was that the daughter did not visit her
mom for months following this occurrence.

A resident was discharged from a rural Texas facility where there was only one nursing
facility and the closest neighboring facility was approximately 30 miles away. The facility
was able to care for the resident but was discharging her due to actions on the part of
family members, who the facility perceived as being demanding and displeased with the
care provided by the facility. The Ombudsman Program supported the family in appealing
the discharge notice, which was a very brief two-sentence statement that did not conform
to state standards. The subsequent hearing resulted in a decision to overturn the discharge
notice and to allow the resident to remain in the facility close to her family members.

Had it not been for the ombudsman intervention, this resident, like many others in Texas,
would have been discharged, and the family would have had to look elsewhere for care
resources.
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Cases and Complaints: FY 2001

Each inquiry brought to, or initiated by, the ombudsman on behalf of a resident or a group of
residents is defined as a case. Each case may involve one or more problems, which are referred
to as complaints. Except for reporting on the number of cases opened, all data submitted by the
states in their annual reports to AoA are for closed cases.

In FY 2001 ombudsmen opened 160,927 new cases and closed 151,737 cases, involving 264,269
complaints'. Figure 1 presents the data for FY 1998-2001 in cases opened and closed and in
complaints associated with cases closed. There was an 18 percent increase in cases opened from
1998 to 2001 and an eight percent increase from 2000 to 2001. There was a seven to eight
percent increase in complaints each year from 1998 to 2000, with a 14 percent increase from
2000 to 2001. The number of closed cases increased 11 percent from 2000 to 2001, five percent
from 1999 to 2000 and seven percent from 1998 to 1999.

As shown in Figure 2, most complaints that were closed were filed by residents of facilities or by

Figure 1: Cases Opened, Cases Closed, & Complaints for FY 1998 2001
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friends or relatives of residents. In every year since 1998 there was an increase in percentage of
complaints filed by residents, with that category eventually accounting for over a third of all
complainants. There was a corresponding drop in percentage of complaints initiated by friends
or relatives of residents during that time period and yet they still accounted for almost a quarter
of all cases in 2001. Although it is difficult to draw conclusions from data such as these, it
appears to be a positive indicator that residents themselves are increasingly using the services of
Ombudsmen. The next highest groups filing complaints for all three years were ombudsmen and
facility managers and staff.



138

Figure 2: Types of Complainants for Cases Closed FY 2001

Resident
Relative/Friend
Non-Relative ian, Legal Repr i ] ;

Ombudsman. Ombudsman Vol !
i
:z é 1
I |
o |
2 : ;
] !

Facility Administration, Staff
QOther Medical: Physician/Staff
0% 5% 10% 15% 20% 25% 30% 35%

Other Agency Representative
Unknown/Anonymous
| Board & CarelOther Similar . Nursing Facilities

Other

I
&
e e e [

The five most frequent nursing home complaints concerned:

. unheeded responses to call lights, requests for assistance;
. lack of respect for residents, poor staff attitudes;

. problems with care planning and resident assessment;

. improper handling and accidents; and

. neglected personal hygiene.

The five most frequent complaints involving board and care, assisted living and similar facilities
concerned:

. quality, quantity, variation and choice of food;

. medications - administration, organization;

3 lack of respect for residents, poor staff attitudes;

. inadequate or no discharge/eviction notice or planning; and
. equipment or building hazards.

As illustrated in Figure 3, complaints about rights, care and quality of life constitute the major
categories of problems addressed by Ombudsmen in nursing homes and in board and care
facilities.
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As shown in Table 4 on page 16, since 1998 the percent of complaints resolved or partially
resolved to the satisfaction of the resident or complainant increased from 71 percent to 77 percent.
In 2001 this figure was 78 percent for nursing homes, 73.3 percent for board and care homes and
76.7 percent for all settings, as illustrated in Figure 4 below. In 2001, 75.3 percent of all

Figure 3: Complaints by Group for FY 2001
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complaints were verified.

A four-year comparison of the top 20 specific nursing home complaints (Table 5 on page 17)
indicates that the same care issues continued to dominate the top ranks from 1998 to 2001. In fact,
the only change in the top five complaint categories was that by 2001 they accounted for an even
larger proportion of the total complaints — from 18.6 percent in 1998 to over 20.5 percent in
2001.

The top five complaints for board and care, assisted living, and similar facilities ~ menu guality,
variation and choice (J71), medication administration and organization (FA4), dignity, respect and
staff attitudes (D26), lack of adequate discharge/eviction planning (C19), and equipment or
building problems (K79) — were virtually the same for the four years from 1998 to 2001. (See
Table 6 on page 18, which shows the top 20 complaints.)
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Other Ombudsman Activities in Addition to Complaint Work

Ombudsmen perform numerous functions in addition to investigating and resolving complaints.
These include visiting facilities on a regular basis (not in response to complaints), participating in
facility surveys conducted by state regulatory agencies, working with resident and family councils,
providing community education, working with the media, training ombudsman staff and
volunteers, training and consulting with managers and staff of long-term care facilities, and
providing information and consultation to individuals. In addition to these activities, ombudsmen
also monitor and work on laws, regulations, and government policies and actions.

These activities are listed in Table 12 on page 21, with national totals measuring the extent of
ombudsman work on each of the activities, nationwide, for 1998-2001. As the data indicate, the
ombudsman programs generally increased nussing facility visitation almost every year from 1998
to 2001, and in 2001 the percentage of these facilities visited regularly (not in response to
complaints) rose to 85.4 percent. Visitation to board and care facilities remained around 44.5
percent since 1998, despite increases in numbers of beds and facilities.

There have been significant increases in consultations to individuals. In 2001, ombudsmen
provided about 283,000 consultations to individuals on such topics as facility selection, residents
rights and benefits, and long-term care facility regulations and policies. This was an increase of
over 35 percent compared to the 209,476 reported for FY 1998.

Other ombudsman activities in 2001 directly related to consumer or resident and family
empowerment include participation in 8,995 community education sessions, 14,895 meetings with
family councils and 8,995 meetings with resident councils. These were all consistent with activity
levels in past years.

In facility-related activities that also directly support residents and families, ombudsman
consultations to facilities increased over 58 percent since 1998, rising from 68,066 to 107,602 in
FY 2001.

Ombudsmen also participated in 8,499 sessions to train facility staff and participated in 10,003
facility surveys in 2001. The levels of both of these activities were comparable with activity levels
in earlier years.

The number of ombudsman staff and volunteer participants receiving training arranged by the
Ombudsman Program increased 74 percent, from 30,717 in 1998 to 53,591 in 2001. On average,
each ombudsman staff and volunteer participated in three to four sessions in FY 2001. For 2001,
state ombudsmen reported arranging for 10,001 training sessions for groups of ombudsmen and
46,050 training hours (for groups) These levels were similar to what was provided in pror years.

Ombudsman work with the media in 2001 fluctuated considerably from year to year because of
changing circumstances. The 2001 figures of 5,811 interviews and 4,388 press releases were
consistent with a typical year.
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Ombudsman work on laws, regulations and government policies and actions is refetred to as issues
advocacy, which is discussed in the next section.

Program Operations
Resources

Total funding from all sources for the Ombudsman Program nationwide was $60,271,594 in FY
2001, an increase of $3.16 million above FY 2000, which was $6.73 million over 1999, The
largest proportion of these increases were from state sources. The federal government continued to
provide the most program funding in FY 2001 — $35.91 million, about 59.6 percent of total
funding. Figure 4 below shows the percentages of funding, by source, for FY 2001.

Tables 7-9 on pages 18-19 show amounts and percentages from all sources for FY 1998-2001.

Figure 4: Sources of Funding for FY 2001
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State and L ocal Programs

There were 596 local and regional ombudsman programs in FY 2001. As shown in Table 12 on
page 21, there was little variation in placement of local programs from 1998 to 2001, and most
regional programs continued to be located in area agencies on aging. (The shift of 21 entities from
“Other” to “Regional Office of State Ombudsman Program™ was simply a shift in organizational
designation, not in organization placement.)

Most state long-term care ombudsman programs continued to be physically and organizationally
located in the state units on aging, but in FY 2001 programs in 14 states (AK, CO, DC, FL, KS,
ME, MI, OR, RL VA, VT, WA, WI and WY) were either free-standing programs or located in
private, non-profit agencies or a larger government ombudsman program. (In FY 2003, FL was
moved to the state unit on aging, bringing the total to 13.)

Staff and Volunteers

The number of ombudsman staff increased from 926 full-time equivalents (FTEs) in 1998 to 1,029
FTEs in FY 2001. In every year except 2000, there was a four to six percent increase in staff FTEs.

The number of volunteers who were trained and certified to investigate complaints also increased,
from 7,359 in 1998 to 8,442 in 2001. Table 11 on page 21 shows trends in staff and volunteer
levels from 1995 through 2001.

Long-Term Care Issues Addressed by State Ombudsmen

Issues advocacy involves ombudsman work on laws, regulations and government policies and
actions “that pertain to long-term care facilities and services, and to the health, safety, welfare and
rights of residents” (OAA, Section 712 (h)(2). State ombudsmen were asked to describe the
priority issues which their program had identified and/or worked on during the reporting period;
barriers to resolution; and recommendations for system-wide changes needed to resolve the issue,
or how the issue was resolved in their state. Thirty-six state ombudsmen responded to this question
in 2001, thirty-nine in 2000, and thirty-five in 1999. State ombudsmen descriptions of these issues,
actions they have taken to address them, and recommendations to resolve them are provided on the
AoA web site referenced in the table of contents.

The issues that state ombudsmen most frequently report as ones they have identified and worked
on include: insufficient numbers of staff to care for residents and lack of staff training. Asin
previous years, discharge and transfer issues were identified as a problem area by a large number of
state ombudsmen. Other issues which state ombudsmen frequently reported that they worked on
included: inadequate regulation of assisted living and other non-nursing home facilities, the need
for support of the Ombudsman Program, and discharges and transfers due to closure of facilities.
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Conclusion

Data from the nationwide Long-Term Care Ombudsman Program from 1998 to 2001 show notable
increases in most aspects of ombudsman activity:

. Ombudsmen visited more facilities in FY 2001 than in FY 1998,

. In FY 2001, ombudsmen provided more consultations to both clients and their families and
to the staffs of long-term care facilities.

. Ombudsmen handled a higher volume of cases and complaints in FY 2001, while resolving

a higher percentage of the complaints they handled.

The ombudsmen achieved these results with only a slightly higher number of paid and volunteer
workers. The data suggest that long-term care facility residents, their families and the staff of these
facilities are increasingly using ombudsmen to address and resolve issues of patient care, patient
rights, quality of care and facility administration. Over a four-year period, the percent of
complaints which the Ombudsman Program resolved or partially resolved, to the satisfaction of the
resident, increased from 71 in 1998 to 76.7 in 2001. In some ways this is the most significant of
the productivity improvements because it reflects the program’s impact in assisting individual
residents in the institutional long-term care setting as well as its significant work in addressing
major issues affecting large numbers of residents and potential residents of long-term care
facilities.
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PROGRAM DATA TABLES

Table 1: Types of Complainants for Cases Closed for FY 2001

Table 1: Types of Complainants for Cases Closed for FY 2001
All Facilides Nursing Board & Non-Facility
/Settings Facilities Care/Other Settings
Similar

Total Complainants 151,737 122,063 26,685 3,089
Resident 32.88% 34.04% 28.98% 20.94%
Relative/ Friend 23.7% 24.15% 21.32% 26.69%
Non-Relative Guardian, Legal Re presentative 1.11% 1.09% 1.14% 1.76%
Ombudsman, Ombudsman Volunteer 15.96% 15.52% 19.13% 5.58%)
Facility Administration, Staff 17.05% 17.53% 13.82% 26.19.%
Other Medical: Physician/ Staff 1.82% 1.52% 2.86% 4.99%
Other Agency Representative 3.67% 2.96% 6.27% 9.27%
Unknown/ Anonymous 2.21% 1.77% 4.16% 2.49%
Other 1.6% 1.43% 2.32% 2.09%

Table 2: Number of Complaints By Group for Fiscal Year 2001

Nursing Facilities

Board & Care/Other

Non-Facltity Settings

Groups Similar
Total Com plaints 209,663 §0,152 4,454
Residents' Rights 65,372 31.2%] 17,143 34.2%)
for non-

Resident Care 67,483 32.2%] 10,902 21.7%lfacility |
Quality of Life 41,757, 19.9% 12,295 24.5%) |
Administration 22,718 10.8%| 6,545 13.1%|

Not Against Facility 12,333 5.9% 3,267| 6.5%]|
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Table 3: Percentages of Complaints By Group, FY 1998-2001
Nursing Facilities Board & Care/Other Similar
Groups 1998 1998 2000 2001 1998 2001
Residents’ 32.8% 32.0% 30.5% 31.2% 35.8% 353% 34.7% 34.2%)
Rights
Resident Care 31.5% 326% 32.6% 32.2% 206% 21.8% 23.0% 21.7%
Quality of Life 19.0% 19.5% 19.5% 19.9% 24.0% 04.1% 2.7% 24.5%
Administration 9.5% 9.9% 11.2% 10.8% 11.7% 12.2% 12.0% 13.1%
Not Against 1.3% 6.0% 6.2% 5.9% 79% 7.0% 76% 6.5%
Facility
Table 4: Complaint Verification & Disposition
1998 1999 2000 2001

Total Complaints 201,053 215,650]231,8891 264,269
Complaints Verified

Number 138,494| 150,286172,592] 198,889

Percent 68.9%| 69.7%] 74.4%| 75.26%
Disposition
Requires government policy orregulatory change orlegislative 1.5% 1.7%| 0.9% 1.2%
action to resolve
Not resolved to the satisfaction of resident or complainant 6.2% 59%! 5.1% 5.8%
Withdrawn by resident or complainant 4.0% 3.5%] 3.2% 2.7%|
Referred to other agency for resolution, and report of final 6.1% 5.9%| $.3% 5.3%
disposition not obtained
Referred to other agency for resolution, and other agency failed 1.0% 0.7%| 0.8% 0.5%
to act on complaint
No action needed or appropriate 10.2% 9.2%| 8.1% 7.7%
Partially resolved but some problem remained 16.1%] 15.5%] 18.5% 18.7%)
Resolved to satisfaction of resident or complainant 54.9%| 57.6%| 58.2% 58.0%
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FY 1998 through FY 2001

Table 7: Selected National Information

Volun

927

Certified Volunteer Ombudsmen'

"7,359)

Category FY 1998 FY 1999 FY 2000 FY 2001
Total Program Funding $47,404,557F $51.380,290] $57,109,733} $60,271,594
Local Ombudsman Entities 587 587 591

Paid Program Staff (FTEs) 974

8,384

970

Other Volunteers

5,645

5,813

5,245

Total Volunteers
Licensi

[Board & Care/Similar®

41,292

13,629

! Individuals who have completed a training course prescribed by the state ombudsman and are approved by the state ombudsman
1o participate in the Ombudsman Program,

? Includes only those types of fadilities which state ombudsman progrms include within their purview under the requirement of

Table 8: Trends in the Ombudsman Program—FY 1998-2001

EX 1998 EY.1999 EX 2008 EX.2001

Total Number Local Programs 587 587 591 596

Local Programs in AAA's 366 369 372 372
Total Number Comp lainants (Cases) 121.7 130.3 137.2 151.7
Total Number Comp laints (000s) 201.1 215.7 231.9 264.3
Funding (in millions of dollars)
Title I111-B Funding

Allotted by State & Area Agencies 20.1 21.3 22.2 23.2

Allotted by State Agencies 11.0 10.0 10.2 9.6

Allotted by Area Agencies 9.1 11.3 12.0 13.6
Title VII Chapter Two 4.5 6.6 7.9 8.6
Title V11, Chapter Three 1.8 1.9 1.6 1.5
Ali other Federal 1.1 1.7 2.1 2.6
All State 13.2 13.6 5.8 17.5
All Other Non-Federal 6.7 6.3 7.6 6.9
Total Funding 47.4 51.4 57.1 60.3
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Total Funds (000,000)

Source of Funds
Federal (000,000)
Non-Federal (000,000}

Federal (%)
Non-Federal (%)

FY1998-FY2001
FY 1998 FY 1999

47.40 51.38
27.55 31.48
19.85 19.90
58.12 61.26
41.88 38.74

Table 9: Change in Funding: Federal vs. Non-Federal

FY 2000 FY 2001

57.41

33.78
23.41

59.15
40.85

60.27

35.91
23.36

59.59
40.41

Table 10: Designated Local Ombudsman Entities for FY 1998-2001

Year Total Area | Other Local| LegalSopial Freestanding Regional | Other
Agency |Government| Services | Services | Ombudsman JOffice of State)
on Aging Entity Provider { Non-profit]  Program Ombudsman
Agency Program
Fy 20011 596 372 14 26 85 12 70 17
FY 20001 591 372 3 28 87 135 48 38
FY 19991 587 369 19 27 80 16 47 2%
FY 19987 587 366 18 30 79 18 46 30
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Table 11 Ombudsman Program Staff and Volunteers

Totals for FY 1998-2001
1998 1999 2000 2001
Paid program staff (FTEs) 927 975 970 1,029
working at state level 174 181 183 193
working at local level 752 793 787 836
Paid individuals working full-time on 679, 757 767 839
program
at state level 143 155 159 161
at local level 536 602 608 679
Volunteer ombudsmen trained and 7,359 8,451 8,384 8,442
certified to investigate complaints
working at state level 217 215 301 288
working at local level 7,142 8,236 8,083 8,154
Other Volunteers (supperting roles, not 5,645 5,813 5,245 5,258
involved in complaint work)
working at state level 66 51 94 56
working at local level 5579 5,762 5,151 5,202]
Table 12: Other Ombudsman Activities
1998 | 1999 | 2000 | 2001
Percent of all facilities visited not in responselnursing homes 78.3"/i 83.1‘ini 79.0"/i 83.4%
to complaints board & care 44 6%t 47.2%]  44.8%} 44.4%]
Participation in facility surveys surveys: 9.533fF 12,215 9.4031 10,003
Work ing with resident and family councils resident council meetings: 18,2304 16.631§ 15.955f 14895
(attendance at meetings) family council meetings: 5768l 63670 6.046] 4317
Providing community education sessions: 9.307F 10,2318 11567, 8.995]
Work ing with the media interviews: 4.015 4.661 5,90 5811
press releases issued: 4,755F 144118 15,86 4,388
Providing training and technical assistance tof training sessions. 8.847F 11,8808 1,405 10,001
staffand volunwers in the statewide hours: 44,235 52,6700 47,537 46,050
ombudsman program | ombudsman rainees. 30717 33454 30257 43,501
Providing training and consultation to |_training sessions: 7 29§[ 9,260 8,139 8.49%
managers and staff of long-term care consultations: 68,066 75,8621 94,435 107.602
facilities o
Providin g information and consultation to consultations: 209,476 210,276 244,535 282,964
individuals (usually by telephone)
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Endnotes

1. In the National Ombudsman Reporting System (NORS) case is synonymous with
complainant and is defined as “each inquiry brought to, or initiated by, the ombudsman on behalf
of a resident or group of residents involving one or more complaints or problems which requires
opening of a case file and includes ombudsman investigation, fact gathering, setting of objectives
and/or strategy to resolve, and follow-up.” Complaint is defined as “a concern brought to, or
initiated by, the ombudsman for investigation and action by or on behalf of one or more residents
of a long-term care facility relating to health, safety, welfare or rights of a resident. One or more
complaints constitute a case.”

2. Definition of verified: “It is determined after work (interviews, record inspection, observation,
etc.) that the circumstances described in the complaint are substantiated or generally accurate.”
Within the Ombudsman Program it is understood and program instructions state that just because
a complaint cannot be verified does not mean that it did not happen or that there is not a problem
which requires explanation or resolution.
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OFFICE OF THE ASSISTANT SECRETARY FOR PLANNING AND EVALUATION

The Office of the Assistant Secretary for Planning and Evaluation (ASPE) provides information to the
Secretary on policy and management decisions for all groups served by the Department, including the
elderly. ASPE oversees the Department's legislative 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 that focus on the elderly and coordinates other activities that integrate aging concerns with
those of other population groups. For example, the elderly are included in studies of health care delivery,
poverty, State-Federal relations and public and private social service programs.

ASPE afso maintains a national clearinghouse which includes aging research and evaluation materials,
The ASPE Policy information Center (PIC) provides a centralized source of information about evaluative
research on the Department's programs and policies by tracking , compiling, and retrieving data about
ongoing and completed HHS evaluations. In addition, the PIC data base includes reports on ASPE policy
research studies, the Inspector General'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 2001-2002, ASPE undertook or participated in the following analytic and research activities that
had a major focus on the elderly.

1. POLICY DEVELOPMENT—AGING
Federal Interagency Forum on Aging-Related Statistics

ASPE is a member of the Federal Interagency Forum on Aging-Related Statistics. The purpose of
the Forum is to foster collaboration among Federal agencies that produce or use statistical data on the
older population. Specifically, the Forum seeks to improve both the quality and use of data on the aging
population by investigating questions of data availability, data quality, data measurement, and data
integration; identifying information gaps and data inconsistencies; widening access to information on the
aging population through periodic publications and other means; coordinating the development and use of
statistical data bases among Federal agencies; promoting communication among data producers,
researchers, and public policymakers; and addressing concerns regarding collection, access, and
dissemination of data. The Forum was instrumental in gathering support for several important surveys of
the aging U.S. population (e.g., the Health and Retirement Survey, the survey of Assets and Health
Dynamics Among the Oldest-Old, and the Second Longitudinal Study of Aging) and produced several
stand-alone reports including Older Americans 2000: Key Indicators of Well-Being.

2. RESEARCH AND DEMONSTRATION PROJECTS
Cash and Counseling: Next Steps

The major goals of this project are: (1) to identify the technical assistance needs of states and
other organizations interested in replicating and enhancing or developing the infrastructure needed to
implement a "Cash and Counseling” model of consumer-directed long-term care services; (2) to setup a
Research and Technical Assistance Center (RTAC) to be run out of Boston College that will begin to
assist states interested in developing individual and family-directed home and community-based services
using CMS's recently announced "Independence Plus" waiver femplates; and (3) to develop and
implement a plan for conducting research related to the development of infrastructure for
consumer-directed programs.

Contractor: Boston College
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Funding:$1,124,498.96 (FY 02 $449,874.96; FY 03 $674,624)
End Date: September 30, 2006

Changes in the Prevalence of Disability in the Older American Population: Hypotheses and Evidence

A number of national surveys (e.g., the National Long-Term Care Survey, the Survey of Income
and Program Participation, the Medicare Current Beneficiary Survey, and the Health and Retirement
Survey/Asset and Health Dynamics of the Oldest-Old Survey) and other sources have shown that recent
improvements in life expectancy have been accompanied by significant declines in the number of elderly
persons with activity limitations and/or cognitive impairments. Efforts among researchers and poficy
makers are now shifting toward understanding the reasons for these declines and the potential policy
implications. The purposes of this project are to (1) review the current fiterature on changes in elderly
disability rates; (2) discuss the major hypotheses proposed by researchers to explain declines in the
prevaience of elderly disability; and (3) review and eritique the major siudies and data used 1o evaluate
one or more of these hypotheses.

Contractor: Duke University

Funding: $23,245 (FY 01 $23,245)

End Date: June 30, 2003

Designing a Blueprint for Our Future: A Guide for Consumer-Centered Models of Care in Nursing Homes

The purpose of this project is to develop a user-friendly book for states, providers, and
consumers: (1) examining and documenting the new directions in consumer-centered care in nursing
home settings; (2) exploring real or perceived regulatory barriers to designing consumer-centered models
of care; (3) documenting innovative practitioners who have implemented consumer-centered activities and
programs in their nursing homes; and (4) hypothesize about what is possibie in the future in the provision
of consumer-centered nursing home services and supports.

Contractor: The Lewin Group

Funding: $390,843 (FY 02 $249,626; FY 03 $141,217)

End Date: December 30, 2003

Designing a Private Long-Term Care Insurance Claimants “Admissions Cohort” Study

The purpose of this project is to design a research study of an admissions cohort of long-term
care insurance claimants. Claimants were interviewed immediately upon triggering their benefits and
followed for approximately 18 months. This project is part of a long-term research agenda being
implemented by ASPE to better understand the crcumstances or factors that motivate elders who have
purchased private long-term care insurance benefits fo file claims for benefits and how the presence of
private insurance affects decision-making about formal services use for those who have been approved
for benefits.

Contractor: Life Plans, Inc.

Funding: $175,000 (FY 01 $175,000)

End Date: September 30, 2002

Development of an Assistive Technology and Environmental Assessment Instrument for National Surveys

The overall purpose of this project is to develop, pilot, and disseminate an instrument to be used
in national surveys to collect assistive device and environmental information from working-age adults with
disabilities as well as older persons living in the community. The project will include an analysis of data
from the pilot study, and produce a report detaiing the process, pilot work, findings, and final instrument.
The dissemination phase will include a meeting of the major investigators on national heaith and disability
surveys--both government and private (e.g., National Health Interview Survey, Current Population Survey,
National Long-Term Care Survey, Panel Study of income Dynamics, Health and Retirement Survey)—to
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present the resuits of the pilot study and discuss ways of appropriately incorporating all or part of the
instrument in various surveys.

Contractor: Madiyn and Leonard Abramson Center

Funding: $550,000 (FY 02 $550,000)

End Date: September 30, 2004

Electronic Health Information in Post-Acute and Long-Term Care

Post-acute care (PAC) and long-term care (LTC) have requirements for Electronic Health
information Systems (EHIS) that differ from acute care and ambulatory care, where most development is
currently taking place. PAC and LTC primarily include care that is provided in skilled nursing
facilities/nursing homes, home heaith agencies, and acute rehabiitation hospitals. This project examines
EHIS for PAC/LTC particularly in sites that are fully integrated across acute and PACALTC and addresses
several research questions including the following: (1) To what extent have acute care settings that
employ the most robust EMR/EHIS extended into PAC/LTC? If they haven't extended, why not? (2) To
what extent are the most robust EMR/EHIS in PAC/LTC interoperable with acute care settings and
physician offices? If they do not share information with these settings, why not? (3) What are the
functional requirements for EMR/EHIS in PAC/LTC? The project includes a literature search and
discussions with stakeholders involved in EHIS activities in the acute and PAC/LTC settings.
Concurrently, we will develop a conceptual framework that will form the basis for specifying system
requirements and evaluating extant systems.

Contractor: University of Colorado Health Sciences Center

Funding: $479,580 (FY 02 $437,102, FY 03 $75,200)

End Date: June 30, 2004

Estimating the Size and Characteristics of the Long-Term Care Population

With Americans’ increasing reliance on home and community-based services and assisted fiving
facilities, it is critical for policy makers to monitor trends in long-term care use and the characteristics of
the population outside of the traditional nursing home. Currently, there are two primary sources of
comprehensive information on the living arrangements of older Americans and their use of long-term care
services: the decennial Census and surveys specifically designed to collect data on the long-term care
population (e.g., the National Nursing Home Survey [NNHS], the Medicare Current Beneficiary Survey
[MCBS], National Long-Term Care Survey {[NLTCS]). Whether persons are classified as residing in an
institution or not is greatly dependent on how the sampling frame is constructed (in the case for surveys)
and/or how a person's living arrangements are determined. Unfortunately, the Census and surveys
frequently use different data collection methods and approaches to categorizing living arrangements and
long-term care service use. As a result, estimates of the number of persons in certain residential settings
vary widely. For example, based on the 1996 MCBS, the number of older Americans living in assisted
living facilities is approximately 420,000; however, the corresponding estimate from the 1998 NLTCS is
nearly twice as high (810,000). With input from the Federal interagency Forum on Aging-Related
Statistics, this project will conduct a series of analyses of the most recent data to estimate and interpret
variations in the size and characteristics of the long-term care population in different residential settings.

Contractor: The Urban Institute

Funding: $175,000 (FY 02 $175,000)

End Date: December 31, 2003

Handbook of Medicaid Options for Community-Based Service Coverage of Working-Age Adults with
Severe Mental Disorders

The purpose of this project is to develop a handbook that describes and clarifies Medicaid'§
federal rules and regulations governing the appiication of Medicaid Options--particularly Rehabilitation,
Targeted Case Management, and Clinic Options--in creating an array of community-based mental health
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services, such as those constituting an Assertive Community Treatment (ACT) program, for working-age
aduits with severe mental disorders. The Handbook also will provide examples of the range of
community-based services for this population as drafted by states and supported by Medicaid as a
practical guide for application by other states. Although Medicaid is not the only funding source for
services for this population, Medicaid is important in providing community-based care for adults with
severe mental disorders.

Contractor: Research Triangle Institute

Funding: $249,976 (FY 02 $249,976)

End Date: January 31, 2004

Health Promotion and Aging: A Blueprint for Change for the 21st Century

The purpose of this study is to describe health promotion, disease prevention and heafth
education activities for the elderly, highlighting the range of these efforts throughout the Department. One
of the primary goals of this effort will be to identify ways the Department can enhance heaith
promotion/disease prevention programs for the elderly. This project will analyze health promotion/disease
prevention strategies that seek to: (1) reduce behavioral risk factors; (2) encourage the use of preventive
services; (3) strengthen the role of public health agencies in encouraging healthy behaviors; and (4)
educate the elderly, their families and elder care providers in disease prevention and health promotion.

Contractor; Research Triangle Institute

Funding: $205,760 (FY 02 $205,760)

End Date: August 31, 2004

Inventory of Long-Term Care Residential Places

This is an interagency agreement between ASPE and the National Center for Health Statistics to
support the development of statistical and analytic reports from the forthcoming interagency project on
Inventory of Long Term Care Residential Places. Although the National Nursing Home Survey collects
data on nursing home residents, there is no comparable mechanism for collecting data on assisted living
and related facilities. The inventory represents the first step in expanding the National Nursing Home
Survey to include other long-term care places.

Contractor: Social Scientific Systems

Funding: $75,000 (FY 01 $75,000)

End Date: September 30, 2003

Lexicon of Technologies in Long-Term Care Settings

Comprehensive and systematic information on existing and emerging technologies in long-term
care settings is not currently available, and there is no existing framework to document and evaluate these
systems' ease of use, cost benefit ratio, and contribution to the quality of life of service recipients and
quality of care they receive. In addition, the barriers to the implementation of such technologies in
long-term care settings have not been systematically identified. This project aims at filling these important
information gaps. Thus, the main purpose of this project is to construct and maintain a searchable,
updateable lexicon (i.e., a comprehensive database) of existing and emerging technologies in long-term
care settings that will be made available through a web-based interface. The project also aims at
identifying and examining legal, financial, and social barriers to the process of implementing these
technologies in long-term care settings.

Contractor: Madiyn and Leonard Abramson Center

Funding: $436,600 (FY 02 $436,600)

End Date: September 30, 2004

Long-Term Care Insurance Claimants "Admissions Cohort” Study: Data Collection and Analysis Phase
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The purpose of this project is to enhance ASPE's understanding of the circumstances or factors
that motivate elders who have purchased private long-term care insurance to file claims for benefits, and
how the availability of insurance coverage influences their service-seeking behavior after they have been
approved to receive benefits. The findings of this project are expected to help the government assess the
future potential of private long-term care insurance as a method of financing long-term care services,
especially home and community-based services.

Contractor: LifePlans, Inc.

Funding: $541,859.25 (FY 02 $541,859.25)

End Date: December 31, 2004

Managed Long-Term Care Study

The number of Medicaid beneficiaries enrolied in managed care grew from 4.8 million in 1993 to
16.6 million in 1998. During 1998, there were more Medicaid beneficiaries in managed care than there
were in fee-for-service. Given the strength of the movement toward managed care, states have begun to
experiment with managed long-term care. Selected states have developed and implemented managed
long-term care programs for a wide set of beneficiaries. Arizona, Michigan Texas, and Wisconsin are
currently operating such programs and are planning on expansion. While many of these programs are
being evaluated, very littie is known about the public and private organizations that are entering this new
managed care market. This project aims to get a better understanding of what organizations are moving
into this arena and a prefiminary look at how they manage the provision of long-term care services as
compared to the fee-for-service models with which we have become familiar.

Contractor: MEDSTAT Group

Funding: $201,348.86 (FY 02 $201,348.86)

End Date: January 30, 2004

Market Changes of the Supply and Use of Home Health Services: 1996-2000

The purpose of this project is to evaluate changes in the Medicare home health service delivery
system over a five-year period between 1996 and 2000. During this period, Medicare home health
services have experienced several major changes that led to a significant reduction in the number of
home health care providers and decline in the use of Medicare home health services, Findings from the
study will assist ASPE in its continued monitoring efforts of the home health benefit as well as provide
recommendations for future policy options.

Contractor: The Urban Institute

Funding: $299,828 (FY 01 $299,828)

End Date: May 31, 2003

Medicare Services Utilization by Beneficiaries with Private Long-Term Care Insurance Coverage

The purpose of this project is to link Medicare utilization data to other data elements for the
community-based claimants included in the Long-Term Care Insurance Panel. This will be done in an
effort to get a better understanding of the relationship between private long-term care insurance and the
use of Medicare financed services, The project examines the relationship between long-term care and
acute or post-acute care service utilization prior to, during and after the time of claim. The research
includes comparisons to similarly disabled noninsured community residents in the general population
using the 1994 National Long-Tern Care Survey sample.

Contractor: LifePlans, Inc.

Funding: $34,000 (FY 01 $34,000)

End Date: December 7, 2001

Monitoring Trends in Elderly Disability and the Use of Assistive Devices
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This project will analyze the 1984-1999 National Long-Term Care Survey with the dual purposes
of: {1) examining the relationship between declines in elderly disability and health care utilization and
costs, using Medicare claims data; and (2) describing changes in the elderly’s use of assistive devices for
activities of daily living and instrumental activities of daily living.

Contractor: The Urban Institute

Funding: $248,924.00 (FY 02 $248,924.00)

End Date: July 31, 2004

National Initiative to Improve the Recruitment and Retention of the Paraprofessional Workforce in Long-
Term Care

ASPE has launched a special development initiative to address the critical shortage of
paraprofessional workers across the full spectrum of long-term care settings. This project is a partnership
between the Institute for the Future of Aging Services, a policy research center within the American
Association of Homes and Services for the Aging, and the Paraprofessional Health Care Institute, a
national nonprofit healthcare employment and advocacy organization. This collaborative project aims to:
(1) develop specifications for a new program of demonstration grants designed to bring about changes in
provider practice and public policy to reduce high rates of vacancy and turnover among paraprofessional
staff and improve the quality of their jobs; (2) design a public awareness strategy to increase public
recognition of the role of the direct care worker in long-term care; (3) create a publicly available database
of promising provider practices designed to improve worker recruitment, retention and job quality and
related research and evaluation studies; (4) and develop an applied research plan to investigate the
nature, causes and impact of direct care workforce problems and support studies of workforce issues
(e.g., an ethnographic study comparing workers who continue in the long-term care field for many years
and workers who choose {o leave).

Contractor: Institute for the Future of Aging Services, Association of Homes and Services for the

Aged

Funding: $1,050,000 (FY 01 $600,000; FY 02 $450,000 includes $100,000 from DOL)

End Date: June 30, 2004

Naturally Occurring Retirement Communities (NORCS): Implications for Aging and Long-Term Care Policy

ASPE has an interest in the policy implications of fostering the NORC concept as a way of
encouraging aging in place, supporting people at home and in the community, and conceivably forestalling
unnecessary institutional acute or long-term care. The purpose of this project s to provide specific
formative research on implementation issues associated with organizing services for NORCs, and to
highlight broader policy implications of identifying and making use of the NORC concept as a way of
organizing community-based care in response to an aging population.

Contractor: The Urban Institute

Funding: $200,000 (FY 02 $200,000)

End Date: March 2004

Overview of State Long-Term Care Reforms

The purpose of this project is to provide a descriptive study for all 50 states that: (1) summarizes
and synthesizes state long-term care reforms into a series of themes; (2) identifies the types of processes
used by states to develop and implement their reforms; and (3) identifies the federal/state approvals and
the financial and other resources necessary for implementation.

Contractor: George Washington University

Funding: $360,226 (FY 01 $260,226; FY 03 $100,000)

End Date: September 2004
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Patterns of Medicare Home Health Services Use Among Chronically Disabled and Non-Chronically
Disabled Elderly: 1989, 1994 and 1999

This study uses Medicare claims for home health services appended to the 1989, 1994 and 1999
National Long-Term Care Surveys to explore changing patterns of home health use among the chronically
disabled and non {chronically) disabled elderly over this ten-year period. Significant Medicare coverage
and/or payment policy reforms with respect to home health services were implemented between 1989 and
1994, and between 1994 and 1999. Therefore, these datasets are weli-suited to measuring the impact of
the Medicare policy changes on patterns of service use and costs.

Contractor: MEDSTAT Group

Funding: $150,272 (FY 01 $150,272)

End Date: November 30, 2003

Review of Mental Health and Cognitive Impairment Measures in Surveys

The purpose of this project is to review survey elements for mental health and cognitive
impairments that have been utilized in population-based national surveys. The project: (1) reviews existing
measures of mental disorders, cognitive or mental impairments--distinguishing diagnosis from impairment
and symptomatology--for children and adolescents, working-age adults, and the elderly to identify
commion elements and their purpose(s); (2) documents the validity and reliabllity of the measures, as
identified in currently existing sources, for the three age groups; (3) calculates the prevalence identified by
the elements within the survey for working-age aduilts and the elderly using appropriate methods; and (4)
determines the associations of these elements with disabilities in activities of daily living, in instrumental
activities of daily living and other selected disabilities.

Contractor: Westat, Inc.

Funding: $202,483 (FY 01 $202,483)

End Date: October 31, 2003

State Innovation Grants

In fiscal year 2002, ASPE awarded a total of fifteen grants to states to support innovative health
and human services delivery. The goals of the initiative are to increase the effectiveness of health and
human services by fostering innovative approaches to service delivery, and to share information gained
through this program with other state agencies and interested parties so that they may learn about, and
potentially replicate, innovative approaches. Two of these grants are focused on the elderly population.
The grant to Arkansas Department of Human Services is used by the state to apply the Cash and
Counseling Demonstration program model to provide consumers with a new option to exchange Medicaid
nursing home benefits for a daily cash allowance. Participants in the program, who are individuals fiving in
a nursing home who prefer a non-institutional setting, may use the cash allowance to purchase the
support services they require to live successfully in the community. This project builds on the established
home and community-based services foundation and offers participants additional options for
consumer-directed care. The grant to Maryland Department of Aging is used by the state to convene an
interagency steering committee to (1) discuss approaches to providing integrated services to oider
persons residing in state housing including the collection of information via a survey and compilation of
other data, and (2) develop an intervention plan to implement integrated service delivery strategies.

Grantees: Arkansas Department of Human Services; Maryland Department of Aging

Funding: $460,557 (FY 02 $460,557; $410,557 to Arkansas, $50,000 to Maryland)

End Date: September 30, 2004 (Arkansas), February 29, 2004 (Maryland)

State Nursing Home Quality Improvement Efforts

The purpose of the project is to inform federal and state policymakers of some of the ac.tivities
that have been undertaken by some states to improve the quality of nursing home care. The project
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provides both a broad overview of the efforts undertaken by states and a more detailed description of
state quality improvement activities in selected states. The project is intended to address the following
research questions: (1) What are the characteristics of state initiated quality improvement programs? (2)
What are the objectives of the state initiated quality improvement programs? Are all facilities or only some
faclilities targeted? What interventions do states employ? (3) How have states implemented the quality
improvement program? {(4) What is known about the effectiveness of the quality improvement program?
This project also examines the terms, concepts, and relationships needed to measure quality in the
domains of incontinence, pain, and pressure sores.

Contractor: Abt Associates and MAYO Foundation

Funding: $420,779 (FY 01 $415,979, FY 02 $4,800)

End Date: May 15, 2003

Study of Financial Exploitation of Elders

To respond to the 2000 re-authorization of the Older Americans Act, ASPE and the Administration
on Aging co-funded an examination that will serve as an initial framework for Congress and the
Department of Health and Human Services as each considers the policy implications of financial
exploitation. Through a synthesis of the literature, consultation with subject matter experts, and field
research, the project aims to: (1) develop a conceptual framework that can guide an operational definition
of financial exploitation of older people (within the larger context of eider abuse) to begin to describe
reasonable expectations for recognizing and addressing it where it happens; (2) begin considering a
national estimate of prevalence; (3) identify and describe effective policies and approaches to
identification, prevention and intervention; and (4) recommend future directions in policy and research for
the Congress, federal agencies, state legislatures and agencies, and other groups.

Contractor: Research Triangle Institute

Funding: $300,000 (FY 02 $300,000; $100,000 from ASPE; $200,000 from AoA)

End Date: March 2004

Using Medicaid to Cover Services in Assisted Living and Residential Care Setitings

The purpose of this project is to examine current state policies and practices regarding Medicaid
funding for services provided in assisted living settings. An understanding of these policies and practices
is needed to inform policymakers about Medicaid's current and potential role in providing services in this
increasingly popular residential setting.

Contractor: Research Triangle Insfitute

Funding: $149,375 (FY 01 $149,375)

End Date: August 2002

Using MSIS Data for Analysis of Medicaid Long-Term Care and Mental Health Expenditures

The purpose of this project is to assess the accuracy and usefulness of the 1999 Medicaid
Statistical Information System (MSIS) data by performing three analyses: (1) an analysis of the
characteristics of Medicaid beneficiaries enrolled in managed care in all states; (2) an analysis of the
characteristics of Medicaid beneficiaries using mental health services in one state, including the types of
services that they use and program expenditures; and (3) an analysis of the characteristics of Medicaid
beneficiaries who use long-term care services in three states, including the types of the services that they
use and program expenditures. The accuracy of the data is determined by comparing them to existing
sources of aggregate data on Medicaid program expenditures. The usefulness of the data is assessed in
terms of their ability to describe enrollees in Medicaid managed care plans, and users of long-term care
and mental health services, which cannot now be done with aggregate statistics.

Contractor: Mathematica Policy Research

Funding: $459,978 (FY 01 $459,978)

End Date: October 2003
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ADMINISTRATION FOR CHILDREN AND FAMILIES
TITLE XX SOCIAL SERVICE BLOCK GRANT PROGRAM

The Social Services Block Grant (SSBG) is a Department of
Health and Human Services grant program administered by the
Office of Community Services (0OCS) in the Administration for
Children and Families (ACF).

The SSBG, which is found at Title XX of the Social Security
Act, constitutes the major source of Federal funding for social
services programs in the States. The Omnibus Budget
Reconciliation Act of 1981 (Public Law 97-35) amended Title XX to
establish the 8SBG program under which formula grants are made
directly to the 50 States, the District of Columbia, and the
Territories, 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. The
SSBG statute also permits States to transfer up to 10 percent of
their block grant funds to other block grant programs for support
of health services, health promotions and disease prevention
activities, and low-income home energy assistance.

In the welfare reform legislation passed in 1996, the
Personal Responsibility and Work Opportunity Reconciliation Act
{Public Law 104-193), States are allowed to transfer up to 30
percent of their Temporary Assistance to Needy Families (TANF)
grant to SSBG and the Child Care Development Block Grant
programs. The Balanced Budget Act of 1997 (Public Law 105-33)
provided that the TANF transfer to SSBG would be up to 10 percent
of a state's TANF grant. The Transportation Equity Act of 1998
(Public Law 105-178) reduced the amount available for transfer
from TANF to SSBG to 4.25 percent beginning in Fiscal Year 2001.
However, in spite of the reduction authorized in the
Transportation Equity Act, each fiscal year since 2001, the
transfer percentage remained at 10 percent as the Congress
provided authority to retain the transfer amount at 10 percent in
each years budget.

Under the SSBG, Federal funds are available without a
matching requirement. In fiscal year 2002, a total of $1.7
billion was allotted to States. Within the specific limitations
in the law, each State has the flexibility to determine what
services will be provided, who is eligible to receive services,
and how funds are distributed among the various services within
the State. State and/or local Title XX agencies (i.e., county,
city, regional offices) may provide these services directly, or
purchase them from qualified agencies 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, housing 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 living situations. Services may also be offered



161

which facilitate admission for institutional care when other
forms of care are not appropriate. Under the SSBG, States are
not required to submit data that indicate the number of elderly
recipients or the amount of expenditures 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 including 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
include 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.

The most recent expenditure report data available is for FY
2001. Based on an analysis of post-expenditure reports submitted
by the States for fiscal year 2001, the list below indicates the
number of States providing certain types of services to the aged
under the SSBG.

Services Number of
States*
Home-Based Services® ~-ecwwmmeccmoanoon 37
Adult Protective Services ------------- 32
Transportation Services -------=r-w--nx 23
Adult Day Care ----=m-s--om-cmcomoooaoo 25
Health Related Services =----w-mevouoax 15
Information and Referral -----------mo- 16
Home Delivered -------cocmmmmmeommo oo 15
Congregate Meals ~-~-=-r-omommmnmmnannn 11
Adult Foster Care --w--=c-cemmeoomamnax 13
HOUSING -~--=~=m=mrmmmmmm e 11

In enabling the elderly to maintain independent living, most
States provide Home-Based Services which freqguently includes
homemaker services, companion and/or chore services. Homemaker
services may include assisting with food shopping, light
housekeeping, 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 involve performing home maintenance tasks and heavy
housecleaning for the aged person who cannot perform these tasks.

States also provide Adult Protective Services to persons
generally sixty years of age and over. These services may
consist of the identification, receipt, and investigation of
complaints and reports of adult abuse. In addition, this service
may involve providing counseling and assistance to stabilize a
living arrangement. If appropriate, Adult Protective Services

!Includes 50 States and the District of Columbia.
*Tncludes homemaker, chore, home health, companionship, and home
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may include the provision of, or arranging for, home based care,
day care, meal service, legal assistance, and other activities to
protect the elderly.
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LOW INCOME HOME ENERGY ASSISTANCE PROGRAM

The Low Income Home Energy Assistance Program (LIHEAP) is a
Department of Health and Human Services block grant program
administered by the Office of Community Services (0OCS) in the
Administration for Children and Families (ACF).

LIHEAP helps low-income households meet the cost of home
energy. The program is authorized by the Omnibus Budget
Reconciliation Act of 1981, as amended most recently by the Coats
Human Services Reauthorization Act of 1998 (P.L. 105-285). In
fiscal year 2001, all 50 states, the District of Columbia, five
territories, and 128 tribes and tribal organizations received
grants amounting to approximately $2.255 billion, including $1.4
billion in regular block grant funds and $855 million in
emergency contingency funds.

In fiscal year 2002, $1.7 billion was available., In
addition, $300 million in emergency contingency funds was
available if the President decided to release some or all of the
funds because of weather, supply shortages, or other energy
emergencies. In fiscal year 2002, $100 million in emergency
contingency funds was released.

Federally-recognized and state-recognized Indian tribes,
including Alaska native villages, may apply for direct LIHEAP
funding. The amount to be reserved from a states allotment for
a direct grant to a tribe will be based on the ratio of eligible
tribal households to total eligible households in the state, or a
larger allotment amount agreed on by the tribe and state.

Of the $1.7 billion appropriated for fiscal year 2002, $27.5
million was earmarked for leveraging incentive awards, to reward
grantees that add non-Federal resources to help low income
households meet their home heating and cooling needs. Up to 25%
of the leveraging incentive awards, or $6,875,000, was used to
fund grants to LIHEAP grantees under the Residential Energy
Agsistance Challenge Option Program (REACH) to develop innovative
programs to reduce the energy vulnerability of LIHEAP-eligible
households.

LIHEAP block grants are made to States, territories, and
eligible applicant Indian Tribes. Grantees may provide heating
assistance, cooling 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 incomes not exceeding the greater of 150 percent
of the poverty level or 60 percent of the State's median income.?®
Most households in which one or more persons are receiving
benefits from the Temporary Assistance to Needy Families (TANF)

‘Beginning with fiscal year 1986, States are prohibited from
setting income eligibility levels lower than 110 percent of the
poverty level.
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block grant, Supplemental Security Income, Food Stamps or need-
tested veterans' benefits, may be regarded as categorically
eligible for LIHEAP.

Low-income elderly households are a major target group for
energy assistance. They spend, on average, a dgreater portion of
their income for heating costs than other low-income households.
Grantees are required to target outreach activities to elderly or
handicapped households eligible for energy assistance. In their
crisis intervention programs, grantees must provide physically
infirm individuals the means to apply for assistance without
leaving their homes, or the means to travel to sites where
applications are accepted.

In fiscal year 2001, about 34 percent of households
receiving assistance with heating costs included at least one
person age 60 or over, as estimated by the March 2001 Current
Population Survey.

0OCS 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.

The 1998 reauthorization retains legislation from the 1994
reauthorization that specifically allows grantees to target funds
to vulnerable populations, mentioning by name "frail older
individuals® and "individual with disabilities." No new
initiatives commenced in fiscal years 2001 or 2002 that impacted
on the status of older Americans.
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THE COMMUNITY SERVICES BLOCK GRANT (CSBG) AND THE ELDERLY

The Community Services Block Grant (CSBG) is a Department of
Health and Human Services block grant program administered by the
Office of Community Services (OCS) in the Administration for
Children and Families (ACF).

The Community Service Block Grant Act is authorized by the
Omnibus Budget Reconciliation Act of 1981, as amended, (Public
Law 97-35), and the Coats Human Services Reauthorization Act of
1998 (Public Law 105-285). The Community Services Block Grant
(CSBG) is provided to States, Tribes and Territories® to provide
services and activities to reduce poverty, including services to
address employment, education, and better use of available
income, housing assistance, nutrition, energy, emergency
services, health and substance abuse needs. The CSBG act mandates
that states pass 90 percent of the block grant through to local
entities, retaining up to 5 percent for administrative costs and
up to 5 percent for other costs and/or technical assistance.

CSBG services are administered primarily through a network of
private, non-profit entities called community action agencies
(CAAs) in coordination with other neighborhood-based
organizations. CAAs were created by the original legislation that
authorized the programs that became the Community Services Block
Grant, and they provide services to more than 90 percent of the
nation's communities.

Each state submits to the Department of Health and Human
Services an annual application, and certification that the State
agrees to hold the CSBG network accountable in providing (1.) a
range of services and activities having a measurable and
potentially major impact on the causes of poverty in communities
where poverty is an acute problem and (2.) activities designed to
assist low-income participants, including the elderly, to become
self-sufficient.

As a result of the statutory requirements, the CSBG Task
Force on Monitoring and Assessment, a representative body of
community organizations that administer CSBG, state and Federal
partners, established a goal of service provision which states,
"Low-income people, especially vulnerable populations, 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
elderly.

Of the approximately 13 million poor individuals served with
CSBG funds in Fiscal Year 2001 (the latest year for which data
are available), 16 percent, or 1.4 million individuals were
considered older adults meaning they were 55 years of age or
older. More than half of the 1.4 million were 70 years of age or
older. The older American population served by the CSBG network
received services that will help them primarily to maintain
independence including transportation, adult day care programs,
nutritional assistance, weatherization, home repair, and social

* Hereafter, States, Tribes and Tribal organizations are
referenced collectively as States.
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or recreational programming.

Funding levels under the CSBG program for States and Indian
Tribes and Territories for FY 2001 amounted to $586.7 million for
the States and Territories, and $3.7 million for the Tribes. For
fiscal year 2002, $635.9 million was allocated for the States and
Territories, and $3.8 million for the Tribes.
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AGING AND DEVELOPMENTAL DISABILITIES PROGRAMS

The Administration on Developmental Disabilities (ADD) is
the U.S. Government organization responsible for implementation
of the Developmental Disabilities Assistance and Bill of Rights
Act of 2000, known as the DD Act. ADD, its staff and programs,
are part of the Administration for Children and Families, of the
U.S. Department of Health and Human Services.

Developmental Disabilities are physical or mental
impairments that begin before age 22, and alter or substantially
inhibit a person's capacity to do at least three of the following
{(1.) Take care of themselves (dress, bathe, eat, and other daily
tasks); (2.) Speak and be understood clearly; (3.) Learn; (4.)
Walk/move around; (5.) Live on their own; or (6.)Make decisions.

The DD Act requires ADD to ensure that people with
developmental disabilities and their families receive the
services and gupports they need and participate in the planning
and designing of those services. The DD Act established eight
areas of emphasis for ADD programs; Employment, Education, Child
Care, Health, Housing, Transportation, Recreation, and Quality
Agsurance. ADD meets the requirements of the DD Act through the
work of its four programs.

The Administration on Development Disabllities (ADD)
supports a number of projects on aging through grant funds to:
e State Councils on Developmental Disabilities

s University Centers for Excellence in Developmental
Disabilities Education, Research and Services, and

e Projects of National Significance.

It is through these entities that ADD has advanced work around
aging, described in detail in the following pages.
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State Councils on Developmental Disabilities

Each state has a Developmental Disabilities Council that
functions to increase the independence, productivity, inclusion,
and community integration of people with developmental
disabilities. DDC activities demonstrate new ideas for enhancing
people’'s lives through training activities, through community
education and support, by making information available to policy-
makers, and by eliminating barriers.

2002 Conference on Aging

The Oklahoma Developmental Disabilities Council
Phone: 405-521-4984
Fax: 405-521~-4910

http://www.okddc.org/

Through efforts of the Council and its sibling organizations,
many advocates trained through Partners in Policymaking and other
like programs have been appointed to state boards and
commissions.

Direct Support Professional Recruitment Campaign

Vanessa Smith, MSW & Project Program Specialist

Phone: 501~-526-5965

Fax: 501-526-5961

The DSP Recruitment Campaign was a statewide recruitment effort
for workers in the field of developmental disabilities and in the
aging community. The recruitment campaign materials consist of a
commercial counter cards, buttons, website (www.2BEaDSP.com), and
a database to collect information.
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University Centers for Excellence in Developmental Disabilities
Education, Research and Services (UCEDD)

UCEDD is a grant program providing support to a national network
of University Centers to support interdisciplinary training,
exemplary services, technical assistance, and information/
dissemination activities. University Centers positively affect
the lives of individuals with developmental disabilities and
their families by increasing their independence, productivity,
and integration into communities. University Centers have four
broad tasks: conduct interdisciplinary training, promote
community service programs, provide technical assistance at all
levels {from local service delivery to community and state
governments), and conduct research and dissemination activities.

Illinois Center on Health Promotion,
Nutrition, Physical Activity and Disability,

University of Illinois at Chicago

James H Rimmer, PhD, Associate Professor & Center Director
jrimmer@uic.edu

Phone: 312-413-9651

Website: http://www.ncpad.org/

There is a clear consensus among experts in the field that
nutrition is a key element in optimal health and that poor
nutrition is a serious public health concern. People with
disabilities are likely to be at greater risk that the general
population for developing secondary health conditions due to
sedentary lifestyles and poor nutrition. A major barrier is the
fact that many health professionals currently do not associate
terms such as wellness, exercise, and health promotion with persons
with disabilities. The situation is exacerbated by the fact that
the scientific and practical information that does exist is poorly
organized and spread throughout a wide range of publications, from
scientific journals to the popular press and 'informational
materials' from manufacturers themselves. As a result, consumers,
practitioners, and researchers, seeking information on health,
nutrition and exercise for persons with disabilities have great
difficulty finding the resources they require.

The Illinois Center on Health Promotion, Nutrition and Disability
will build upon the substantial structure of the National Center on
Physical Activity and Disability (NCPAD) to create an electronic
information center on health and nutrition for persons with
disabilities, including the elderly and chronic conditions, such as
osteoarthritis, diabetes, and osteoporosis.




170

University of South Carolina -
Center for Disability Resources

Kathy Mayfield-Smith
smithkm@dhhs.state.sc.us
Phone: 803-935-5234

Fax: 803-935-5250

Website: www.cdd.sc.edu/

The Attendant Care Project 1s dedicated to offering personal
choice options to consumers of attendant care services. The
program serves people who are eligible for services under the
Elderly and Disabled Medicaid Waiver, the HIV/AIDS Medicald Waiver
and the Head and Spinal Cord Injury (HASCI) Medicaid Waiver.
USCCEDD Nurse Consultants work with consumers to facilitate the
recruitment and to match the consumer with an attendant. The Nurse
observes the attendant providing attendant care services to ensure
the attendant understands what is needed and is capable of
providing the services. An additional part of this process is the
recruitment of attendants into the Medicaid provider program. Once
enrolled, the attendants are self-employed individuals who are
paid directly from Medicaid.

Staff provide training to consumers and to the attendants. The
project serves approximately 800 consumers annually and trains
approximately 300 attendants.

System Change: This project promotes consumer choice within the
state’s system-driven long-term care system. It enables consumers
to choose their provider and determine the schedule for services
according to their needs rather than have both decided by a PCA
agency or service coordinator. This project is providing the
foundation for SC DHHS’s expansion to a consumer-directed home and
community based waiver through it’s Real Choice grant.
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Multicenter Trial of Vitamin E
for Aging Persons with Down Syndrome

Mary Ellen Ryan, BSN,

Associate Nursing Care Coordinator

ryanmellen@wcmc. com

The goal of this project is to determine whether high dose vitamin
E, which has been shown to delay the progression of Alzheimer's
disease, will slow the rate of cognitive/functional decline in
older individuals with Down syndrome. Individuals with Down
syndrome 50 years of age or older, with or without a diagnosis of
Alzheimer's disease, are eligible for enrollment. A total of 400
persons functioning at all levels of mental retardation will be
enrolled at approximately 20 sites. A vitamin E regimen (1,000
international units twice daily, plus a multivitamin) will be
compared to a multivitamin alone in a two-arm parallel group
design. The treatment period is three years, with study visits at
six~month intervals. The primary outcome measure is a brief test
of praxis, measuring cognitive functions expressed as performance
of simple, short sequences of voluntary movements. This will be
the first large-scale treatment study of Alzheimer's disease
complicating Down syndrome. It will serve as a model for future
efforts at applying treatments developed for sporadic Alzheimer's
disease to the population of at-risk individuals with Down
syndrome.

Funding: WIHD is one of several international sites participating
in this study which is funded by a grant to the Institute for
Basic Research from the the National Institutes of Health, from
September 2001 through August, 2004.
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Projects of National Significance

Under Part E of the Developmental Disabilities and Bill of Rights
Act of 2000, ADD awards grants and contracts for Projects of
National Significance (PNS) to enhance the independence,
productivity, integration, and inclusion of individuals with
developmental disabilities and their families. Projects promote
promising practices, provide technical assistance, collect data,
educate policy makers, and expand opportunities for individual
with disabilities to participate in decision making.

The activities of PNS grantees often impact the life of aging
parents with adult children who have disabilities as well as
individuals with developmental disabilities who are aging.
Examples of such projects can be found in ADD’s “Last Passages”
and “Supporting Elderly Families.”

Supporting Elderly Families Caring for Sons and Daughters with
Disabilities at Home at Community Support Network, Inc.

Francis J. Haines
jhaines@cnsi.org
Phone: (613) 229-1982
Fax: (613) 223-2377

This project proposes to continue to further its initiative to
strengthen and expand the family support system. The project will
support elderly family members with resource information to share
with one another and assist with personal future planning,
guardianship, wills, trusts, and other personal future planning.
It will provide respite care services and provide service
coordinators with unigue knowledge about people who are elderly
that need help locating various services.

Family NET Works at Maryland Council on Developmental
Disabilities

Denise Marshall
director@family-networks.org
Phone: (410) 333-0454

Fax: (410) 333-3686 FAX

This project proposes to establish a Family Advisory Council to
advise and assist with implementation, evaluation, and
recommendations. It will focus on policy development and creation
of action plans to provide an interactive, family-friendly
website. Focus will be on empowerment zones, foster/adoptive
families, and children with special needs. This array of
information will link to essential resources and supports; and
plans are to reach out to unserved families, especially those of
cultural or linguistic diversity and aging caregivers.
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Family Leadership and Family Support System Change at Illinois
Department of Human Services

Connie Sims
dhscl587@8dhs.state.il.us
Phone: {217) 524-0260
Fax: (217) 558-279%

This project will address the need for systems change and
continual development of a strong advocacy group of families and
support of a statewide collaborative Task Force that provides
guidance to these groups. There will be further development
efforts to increase participation of minority families and aging
family caregivers through outreach and educational activities.
Specific goals are to conduct an ongoing assessment of policies
and develop a strong family leadership initiative through
training and technical assistance. The project will also provide
technical assistance to new and ongoing initiatives through an
active Family Support Task Force; develop an outreach and
training demonstration project for unserved and underserved
groups, including minority caregivers and aging caregivers; and
disseminate results of this project in Illinois and nationally.

Double Jeopardy at Ohio State Department of Aging

Carol Shkolnik
cshkolnik@age.state.oh.us
Phone: (614) 752-9167
Fax: (614) 466-0298

This is a multi-agency collaboration to support older families
who have sons and daughters with developmental disabilities.
Plans for this project are to secure future services for persons
with a disability as well as the aging parent. These agencies
will jointly plan and implement this program at the state and
local levels. Activities will include cross-training; training on
estate planning for attorneys and other professionals; training
of family members, including those with mr/dd; and outreach to
and education of known and hidden families. The project will
utilize lessons learned from Phase I and evaluate all training
sessions and do a needs assessment/policy study on factors that
affect family motivation. Products of this program will include a
revised curriculum package, a media/promotional packet, and
written reports of activities and materials that can be
replicated nationally.
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Idaho Family Support Project at University of Idaho, Center on

Disabilities and Human Development

Julie Fodor
jfdavis@uidaho.edu
Phone: (208) 885-3559
Fax: (208) 8853-3628

This project proposes to enhance and increase support to aging
families and families living in rural and remote communities.
Project objectives are: Establish a state policy council to
implement project goals; develop policy to strengthen support
systems; provide training to ensure consistent delivery of
services to all families; incorporate a statewide philosophy of
family support; and develop innovative partnerships.

Family Friends Project at The National Council on the Aging

Miriam Charnow
WWW.Nncoa.org

Phone: (202) 479-6675
Fax: (202) 479-0735

The project proposes to design, implement, and evaluate program
models that test the feasibility and value of using older adult
volunteers as part of a services support network for aging parents
of adult children with disabilities. It will explore ways to
involve volunteers assisting families, identify promising
approaches, and disseminate this information among those with
disabilities in the community. This organization will develop a
pilot project to test the possibilities of refining or reforming
state services for elderly parents with aging children who have
developmental disabilities.
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Last Passages: Planning for the End of Life for People with

Developmental Disabilities at Volunteers of America, Inc.

Angela King
Phone: {(817) 860-1559
Fax: (817) 719-8897

This project is collaborating with other organizations to
disseminate a successful model for improving end of life
planning and care for individuals with developmental
disabilities. Training and support are provided through a
website, networking, and national conferences. Persons with
disabilities, health providers, advocates, and family members
have identified a need for this information, training, and
support as a priority. A number of public and private
organizations joined together to develop the model for end-of-
life care and produce a handbook on support resources.
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AGENCY FOR HEALTHCARE RESEARCH AND QUALITY
ACTIVITIES FOR CALENDAR YEARS 2001 AND 2002
ON BEHALF OF OLDER AMERICANS

Introduction

The Agency for Healthcare Research and Quality (AHRQ) promotes health care quality
improvement by conducting and supporting health services research that develops and
presents scientific evidence regarding all aspects of health care. Health services research
addresses issues of "organization, delivery, financing, utilization, patient and provider
behavior, quality, outcomes, effectiveness and cost. It evaluates both clinical services
and the systems in which these services are provided. It provides information about the
costs of care, as well as its effectiveness, outcomes, efficiency, and quality. It includes
studies of the structure, process, and effects of health services for individuals and
populations. It addresses both basic and applied research questions, including
fundamental aspects of both individual and systems behavior and the application of
interventions in practice settings."!

The Agency uses mechanisms of grants, cooperative agreements, intramural research and
contracts to carry out research projects, demonstrations, evaluations, and dissemination
activities. AHRQ also supports conference grants, and training through dissertation
grants and National Research Service Awards to institutions and individuals.

Since its inception, AHRQ (formerly the Agency for Health Care Policy and Research),
has engaged in, supported, and disseminated aging-specific health services research. The
Agency’s reauthorization legislation, P.L. 106-129, the Healthcare Research and Quality
Act of 1999, mandated the creation of an Office of Priority Populations to continue and
build the research and associated activities that AHRQ undertakes on behalf of priority
populations. The elderly, the disabled and those near the end of life are all among the
Agency’s mandated priority populations.

The agency fosters research on clinical, organizational, and system factors that affect the
delivery of care to the elderly and help inform policy makers on how to improve the
health care system, Caring for older persons involves clinical complexities that are
difficult for families, clinicians, health plans, and purchasers to address. Care often
involves the coordination of an array of preventive, acute, chronic, rehabilitative, and
long term care services. Also the financing of care for older persons remains fragmented
and incentives are often conflicting.

! Eisenberg JM. Health Services Research in a Market-Oriented
Health Care System. Health Affairs, Vol. 17, No. 1:98-108, 1998.
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To accomplish the Agency’s mission, AHRQ has identified strategic goals that contribute
to improving the quality of health care for all Americans, including America’s seniors.
These goals include, improving:

Health care outcomes

Health care quality

Health care safety

Access, use and expenditures, and

Information available to consumers and decisionmakers.

This report divides the Ageney activities by these goals and provides illustrative
examples of activities during 2001-2002 that are particularly important to older
Americans. The final section of the report is an Appendix that contains abstracts of
projects funded during 2001 and 2002 and a bibliography of articles resulting from
AHRQ-supported studies that were published during this period.

Health Care Outcomes

Outcomes and effectiveness research seeks to understand the end results of particular
health care practices and interventions. Outcomes include effects that people experience
and care about, such as changes in the ability to function. In particular, for individuals
with chronic conditions—where cure is not always possible—end results include quality
of life as well as mortality. By linking the care people get to the outcomes they
experience, outcomes research has become the key to developing better ways to monitor
and improve the quality of care.

Examples of Older American activities:

Chronic Disease Self-management Program (CDSMP): Adherance to medication
regimens and maintaining functional ability are outcomes commeon to many seniors.
AHRQ-funded research conducted by the Stanford University Patient Education
Research Center found that the CDSMP can help prevent or delay disability, even in
patients with heart disease, hypertension or arthritis. The CDSMP is a 17-hour course
taught by trained lay people that teaches patients with chronic disease how to better
manage their symptoms, adhere to medication regimens and maintain their functional
ability.

Comprehensive Outcomes of Frail Elders in the Community. The goal of this research is
to identify the determinants of comprehensive health outcomes {mortality, functional
change, hospitalization, and quality of life) in frail nursing home eligible patients who
continue to live in the community. Subjects are patients at 12 national sites of the
Program of All-Inclusive Care For the Elderly (PACE), a rapidly expanding program that
cares for patients in the community that have been certified as eligible for nursing homes.
The products of this research are a critical first step in developing methods to measure
variations in outcomes and the quality of care, developing interventions to improve care
of frail elders, and assessing the effectiveness of the rapidly growing PACE program.
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Program of Collaborative Care for Alzheimer Disease: This research project is

designed to test the efficacy of an Integrated Program of Collaborative Care as compared
to usual care in improving the outcomes of care for older adults with Alzheimer Disease
in a primary care setting. Although guidelines for the care of patients with Alzheimer
Disease and related disorders have been published, there are no clinical trials that test the
impact of close adherence to these guidelines on the outcomes of care for a group of
vulnerable older adults in an urban primary care setting. The study exams the prevalence
of dementing disorders and associated comorbidity in primary care and measures
utilization, costs, use of community services, and the costs associated with the
intervention.

US Preventive Services Task Force (USPSTF): The Centers for Medicare and Medicaid
Services (CMS) is using USPSTF recommendations based on AHRQ-sponsored
systematic evidence reviews to develop messages (based on focus group testing) for
consumers and clinicians regarding Medicare-covered services for osteoporosis, cervical
cancer, prostate cancer and breast cancer. In September, 2001 the USPSTF
recommended that women aged 65 and older be screened routinely for osteoporosis. The
USPSTF recommends that routine screening begin at age 60 for women at increased risk
for osteoporotic fractures.

Centers for Education and Research on Therapeutics (CERTS): The mission of the
CERTs is to conduct research and provide education that will advance the optimal use of
drugs, medical devices, and biological products. Many of these projects are concerned
with medications and medical devices that are often used by the elderly.

Health Care Quality

One of AHRQ's strategic goals is to improve health care quality measurement and track
and promote improvements in the care available to Americans. To achieve this goal
AHRQ has invested in the development and testing of measures of quality, as well as
studies of the best ways to collect, compare and communicate these data, and identifying
and widely disseminating effective strategies to improve quality of care. To facilitate the
use of this information in the health care system, the Agency focuses on research that
determines the most effective ways to improve health care quality, including promoting
the use of information on quality through a variety of strategies such as information
dissemination and assessing the impact of health care organization and financing on
health care quality.

Examples of Older American activities:

AHRQ Quality Indicators: Health care decisionmakers need user-friendly data and tools
to help them assess the effects of health care programs and policy changes, accurately
measure outcomes, community access to care, utilization and cost of care. To meet this
need, AHRQ has developed a set of quality indicators (QIs) that use hospital
administrative data to highlight potential quality concerns, identify areas that need further
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study and investigation, and track changes over time. These indicators represent a
refinement and further development of the Quality Indicators developed in the early
1990's as part of the Healthcare Cost and Utilization Project (HCUP). The AHRQ QIs are
a set of quality indicators that have been organized into three modules: Prevention,
Inpatient, and Patient Safety Qls.

Partnerships for Quality: A coordinated set of projects, that develop partnerships among
researchers, health plans, medical and nursing facilities and services, employers,
consumer groups and professional societies, including the American Medical Association
and the Leapfrog Group, to test prototype activities aimed at accelerating the health
systemn's adoption of research findings that have been shown to improve quality of care
for patients. The projects span much of the nation and involve more than 88,000 medical
providers, 5,800 hospitals, nursing homes and other health care facilities; and 180 health
plans. Projects of particular relevance to older Americans include implementing quality
improvement strategies in long-term care facilities; and testing learning collaborativea for
quality improvement in home health care settings.

Translating Research Into Practice (TRIP): The purpose of AHRQ’s TRIP initiative is to
generate new knowledge about approaches that promote the utilization of rigorously
derived evidence to improve patient care. The Agency's goal is to enhance the use of
research findings, tools, and scientific information that would work in diverse practice
settings, among diverse populations, and under diverse payment systems. Examples with
particular importance to seniors are:

s Improving Pain Management in Nursing Homes: Develops and implements a
culturally competent, evidence-based educational and behavioral intervention to
improve the quality of pain assessment and management in two nursing homes.
Influence and changes of organizational variables and cost-effectiveness of the
intervention to nursing homes will be assessed.

o A Model for Use of the Urinary Incontinence Guideline in U.S. Nursing Homes:
Tests the effectiveness of a model of care implemented by nurse practitioners in
collaboration with nurses and physicians to translate the AHRQ Urinary
Incontinence Guideline into practice in 10 New York nursing homes.

o Optimizing Antibiotic Use in Long-Term Care: Assesses whether an evidence-
based clinical algorithm for managing urinary tract infections in older adults in
residential long-term care facilities (LTCFs) can reduce the overall use of
antibiotics in LTCFs.

e Primary and Secondary Prevention of Coronary Heart Disease and Stroke:
Evaluates the impact of a quality improvement model using academic detailing
and electronic medical records on adherence with clinical practice guidelines for
prevention of cardiovascular disease and stroke in 22 primary care settings across
the United States.

s FEvidence-based 'Reminders' in Home Health Care: Investigates providers' use of
evidence-based guidelines in the treatment of two highly prevalent chronic
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diseases—congestive heart failure and cancer—and how the use of guidelines
affects quality and cost of care.

®  Reducing Adverse Drug Events in the Nursing Home: Tests whether a computer-
based clinical decision-support system can lower the rate of adverse drug events
and potential adverse drug events in nursing homes.

Health Care Safety

AHRQ’s reauthorizing legislation, signed into law on December 6, 1999, gave the
Agency the mission of establishing a comprehensive Patient Safety Initiative. AHRQ
conducts and supports research and builds private-public partnerships to: Identify the
causes of preventable health care errors and patient injury in health care delivery;
Develop, demonstrate, and evaluate strategies for reducing errors and improving patient
safety; and Disseminate such effective strategies throughout the health care industry.

AHRQ’s safety research portfolio addresses questions such as when, how and under what
circumstances errors occur; how to develop the tools, data, and training to answer future
questions; how to work with public and private partners to apply evidence-based
approaches to the improvement of patient safety; and how to monitor and evaluate threats
to patient safety.

Examples of Older American activities:

o Working Conditions: Several projects examine the effect of working conditions on
health care workers’ ability to provide safe, high-quality care in ambulatory,
inpatient (both hospital and long term care institutions) and in home care settings.

e Reducing Errors in Long-Term Care: Several projects evaluate the effects of
clinical information systems on reducing errors and predicting risks of adverse
outcomes for patients in nursing home and home health care.

e Potentially Inappropriate Medications: A number of studies assess the prevalence
of and risk factors for potentially inappropriate drugs for elderly living in the
community and long term care settings.

o The Falls Management Program: The Falls Management Program is a quality
improvement program designed to help staff in nursing facilities reduce falls and
related injuries, and is based on interventions previously tested in long-term care
facilities.

e Hospital-acquired Incontinence: This study estimates the incidence of, and
identifies risk factors for hospital-acquired incontinence in female elderly hip
fracture patients.

o Hospital Volume and Surgical Mortality Among Medicare Beneficiaries: This
study shows that in the absence of other information about the quality of surgery
at the hospitals near them, Medicare patients undergoing selected cardiovascular
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or cancer procedures can significantly reduce their risk of operative death by
selecting a high-volume hospital.

Access, Use, and Expenditures

The Agency addresses critical research and policy issues pertaining to the access, use,
and cost of health care. Of special concern are the Agency’s priority populations
including the elderly. The agency sponsors the Medical Expenditure Panel Survey
{MEPS), among other activities, to monitor changes in access, use, and expenditures for
persons of all ages.

Examples of Older American activities:

Access to Medicare Hospice Services: This study measures the effects of nursing homes,
hospice providers and market characteristics on the availability of hospice in nursing
homes, and measures the effects of patient nursing home and hospice provider
characteristics on the election of the Medicare hospice benefit by eligible nursing home
patients.

Urban —~Rural Differences: Elders in rural areas use nursing homes at a higher rate than
elders in non-rural areas. This study examines the differences between home care and
nursing home users within urban/rural boundaries and determines how differences in
community resources influence access to long-term care services.

Qut-of-Pocket Burden: This study assesses the burden of out-of-pocket spending for
prescription drugs in elderly female Medicare Beneficiaries. It looks at the trends in out-
of-pocket burden from 1992 to 1998 and whether there was a change in predictors of high
burden during this period.

Medical Expenditure Panel Survey: MEPS is designed to provide policymakers, health
care administrators, businesses, and others with timely, comprehensive information about
health care use and costs in the United States and to improve the accuracy of their
economic projections. Moreover, MEPS is the only national survey that provides a
foundation for estimating the impact of changes in sources of payment and insurance
coverage on different economic groups or special populations of interest, such as the
poor, elderly, families, veterans, the uninsured, and racial and ethnic minorities and thus
permits analysis at the family- and the person-level, comparing the elderly and non-
elderly. See http://www.ahrg.gov/data/mepsix.htm for the MEPS bibliography of
projects.

Efforts to Improve Measurement of Use and Expenditures for Persons Needing Long
Term Care:

o Inventory of Long-Term Care Residential Places: This joint project with NCHS
and ASPE is the first step in the development a sample frame for assisted living
facilities. This would provide a foundation for the expansion of NCHS provider-
based surveys to include assisted living facilities, the fastest growing segment in
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the long-term care. Currently no national information is available about this
segment of the long-term care market.

e Development of an instrument, that could potentially be used in the MEPS, to
measure the cost of informal caregiving provided by those that live with a person
needing or using long-term care services.

¢ Using the MEPS institutional component data from 1996, during the 2001-20002
period, AHRQ developed a national prescription drug file that can be useful to
assess a broad set of issues related to drug prescribing in nursing homes, This file
enables studies of drug complications as well as outcome studies to determine the
benefits and negative impacts of prescribing practices in nursing homes.

e Collaborate with others in the Department of Health and Human Services enhance
existing data systems to improve the measurement of the long-term care
population. Efforts in this area have included collaboration with NCHS on the -
enhancements to the National Nursing Home Survey, work with ASPE and NCHS
on the development of new data collection measures specific to the long—term
care work force and use of assisted technologies, and efforts with the Centers for
Medicare and Medicaid Services in support of Aging Forum activities.

Improve Information Available to Consumers and Decisionmakers

One of the AHRQ's most important priorities is to translate and disseminate the findings
of research supported by the Agency into tools and information that can be used by its
customers to make good health care decisions and to improve the outcomes of care.
Americans are demanding greater value and quality in their health care. To achieve these
goals in today's rapidly changing health care environment, consumers need solid, reliable
information to help them choose among health care plans, practitioners and facilities, and
to participate more actively in their personal health care decisions. AHRQ plays a unique
role in helping to provide the information consumers need and want by fostering
translation and dissemination of new knowledge into practice by developing and
providing information, products, and tools on outcomes; quality; and access, cost, and use
of care.

Examples of Older American activities:

Consumer Assessments of Health Care: CAHPS® (formerly the Consumer Assessment
of Health Plans Study) has become an industry standard for obtaining and reporting
consumers assessments of their care to help consumers choose a health plan. CAHPS®
was developed with AHRQ grant support to a consortia headed by Harvard Medical
School, Research Triangle Institute, and RAND. CAHPS® surveys are being used by the
Medicare Program, more than 20 State Medicaid and SCHIP agencies, employer groups
and business coalitions, the Federal Employees Health Benefits Program, Department of
Defense, and a wide range of health plans. In 2002, over 123 million Americans had
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access to CAHPS® data to help them choose a health plan, including 39 million
Medicare beneficiaries and 9 million Federal employees, retirees, and their family
members covered under the Federal Employees Health Benefits Program.

Originally designed for measurement at the health plan level, CAHPS® has expanded to
other health care settings and specific populations such as the group provider level,
behavioral health services and children with chronic conditions. In addition to the three
CAHPS® surveys already implemented in the Medicare program (Managed Care, Fee-for
Service, and Disenrollment), two additional surveys are being developed that would be
relevant to an aging population:

o CAHPS® for People with Mobility Impairments Project: A partnership among
AHRQ, NIDRR, and CDC to develop a CAHPS® to assess care experiences of
people with mobility impairments was initiated in 2002,

e Nursing Home CAHPS®: The purpose of NH-CAHPS® is to test and design a
satisfaction instrument for care provided to residents of nursing homes. The
survey attempts to capture information on beneficiary experience concerning the
quality of health care and activities of daily living (ADL)/personal care services
provided to residents in nursing homes. There were several rounds of cognitive
testing and revisions of the resident instrument during 2001-2002.

The National Guideline Clearinghouse™ is a public on-line resource for evidence-based
clinical practice guidelines. NGC is sponsored by the Agency for Healthcare Research
and Quality in partnership with the American Medical Association and the American
Association of Health Plans. The database is continually updated and includes over 200
Guidelines relevant to the elderly. Examples included or updated during the 2001-2002
include: Elderly suicide: secondary prevention; oral hygiene care for functionally
dependent and cognitively impaired older adults; practice management guidelines for
geriatric trauma; prevention and management of hip fracture in older people; and
screening for cognitive impairment and dementia in the elderly
(http://www.guideline.gov).

Talking Quality: AHRQ along with CMS, and the U.S. Office of Personnel Management
(OPM) officially launched a new Government Web site designed to help benefit
managers, consumer advocates, and State officials communicate with their audiences
about health care quality. The site, http://www. TalkingQuality.gov, provides step-by-step
instructions on how to implement a quality measurement and reporting project such as a
health plan report card.

Medicare Beneficiaries' Perceptions and Knowlegde: Research efforts related to
Medicare beneficiaries and their understanding of the Medicare program have also
received AHRQ extramural support. This work has included: Measuring beneficiary
knowledge in two randomized experiments, beneficiaries' perceptions of new Medicare
health plan choice print materials, and beneficiary survey-based feedback on new
Medicare informational materials.
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Evidence-based Practice Centers: In June 2002 AHRQ funded 13 Evidence-based
Practice Centers (EPCs). Their mission is to promote evidence-based practice in
everyday health care by facilitating the translation of evidence-based research findings
into practice. Recent evidence reports with particular relevance to elders include:
Telemedicine for the Medicare population (2001), osteoporosis in postmenopausal
women: diagnosis and monitoring (2001), management of cancer pain (2001), utility of
blood pressure monitoring outside of the clinic setting (2002), management of cancer
symptoms: pain, depression, and fatigue (2002), and measures of patient safety based on
hospital administrative data—the patient safety indicators (2002).
http://www.ahrg.gov/clinic/epc

Dissemination to State and Local Lawmakers: AHRQ’s User Liaison Program (ULP)
disseminates health services research findings in easily understandable and usable
formats through interactive workshops that are planned to meet the needs of State, local
and Federal policymakers (http://www.ahrg.gov/news/ulpix.htm). Recent national
workshops that focused on concerns of the elderly included:

e Building a High-Quality Long-term Care Paraprofessional Workforce, Dallas,
Texas, February 7-9, 2001

¢ Beyond Olmstead: Community-Based Services for All People with Disabilities,
Chicago, IL, July 11-13, 2001

e State Long-term Care Programs: Balancing Cost, Quality, and
Access, Indianapolis, Indiana, May 6-8, 2002.

® Managing Care for Adults with Chronic Conditions, co-sponsored by AHRQ and
CMS, Philadelphia, PA, December 11-13, 2002.
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Aging-Related Projects Active in 2001 or 2002

Grant Number: R03 HS10813

PI Name: APARASU, RAJENDER

Project Title: EVALUATION OF INAPPROPRIATE PSYCHOTROPIC USE IN ELDERLY

Abstraet: Inappropriate medication use in the elderly population is a significant public health concern in
light of their many potentially deleterious outcomes. Recent studies by the investigators indicated that one
in twenty prescriptions for the elderly in ambulatory settings involved inappropriate medications, of which
inappropriate psychotropic agents constituted a major portion. Using the Medical Expenditure Panel Survey
(MEPS), this research will evaluate inappropriate psychotropic use by the community elderly in the United
States based on the criteria defined in the clinical literature. Specific objectives of this research are: (1) to
characterize community elderly using psychotropic medications in the United States, (2) to describe the
nature and extent of inappropriate psychotropic use in this population, (3) to examine the factors associated
with inappropriate psychotropic medication use, and (4) to assess the impact of inappropriate psychotropic
use on health care utilization and costs. This study involves analyses of medical and utilization data of the
cohort of persons 65 years of age or older using psychotropic use, and multivariate analyses will be applied
to evaluate the associated factors and impact of inappropriate psychotropic use. This investigation will
provide valuable information to health care providers and policy makers so as to the extent of the problem,
elderly-at risk, and the resultant impact of inappropriate psychotropic use on the health care system. In
addition, this research will be instrumental in optimizing pharmaceutical care provided to the elderly.
Fiscal Year: 2000

Department: SOUTH DAKOTA STATE UNIVERSITY

Project Start: 09/01/2000 - Project End: 08/31/2003

Grant Number: R03 HS11606

PI Name: BORDERS, TYRONE

Project Title: HISPANIC AND RURAL ELDERS' SATISFACTION WITH HEALTH CARE

Abstract: Ratings of satisfaction with the accessibility and quality of health services are useful indicators
of community health system performance. Satisfaction ratings offer health system managers, health policy
makers, and clinicians insight about consumers' expectations and experiences with health care providers
and organizations. Such information can be used to improve the organization, financing, and delivery of
health services.

Of particular concern is the potential inadequate accessibility and quality of medical care provided to
elderly rural residents and Hispanic Americans, two historically vulnerable populations. Unfortunately,
relatively few population-based studies of satisfaction with health care accessibility and quality have
included both rural and urban Hispanics. Even fewer studies have focused on elders' satisfaction with
accessibility and quality. Moreover, there may be regional variation in satisfaction. The purpose of the
proposed study is to help close the gap in our understanding of rural/urban and ethnic differences in elderly
persons' satisfaction with the accessibility and quality of their health care. It would be conducted in a region
with a relatively high percentage of rural residents and persons of Mexican descent. The study sample will
be based on participants in a health services research survey of elderly persons (the Texas Tech 5000
survey). Andersen and Aday's behavioral model of health services will be employed to explain how health
system, predisposing, enabling, and need factors are associated with perceptions of accessibility and
quality. Accessibility and quality will be assessed using measures from the Consumer Assessment of
Health Plans Study (CAHPS) questionnaire.

Fiscal Year: 2001

Department: TEXAS TECH UNIVERSITY HEALTH SCIS CENTER

Project Start: 09/01/2001

Project End: 11/30/2002
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Grant Number: RO1 HS10645

PI Name: BUCHANAN, JOAN

Project Title: HOSPITALIZATION OF NURSING FACILITY RESIDENTS

Abstract: Nursing facility (NF) residents, typically suffer from a constellation of chronic illnesses that
leave them frail and vulnerable. For these individuals, hospital care may be necessary to cure serious acute
illness, manage clinically complex chronic care, and restore lost function, However, it can also be
disruptive and escalate functional decline. Data from NMES indicate that hospitalization rates among NF
residents are notably higher than for the elderly as a whole. Further, a recent study found that nearly haif of
all hospitalization for NF residents was inappropriate. Both the costs and the clinical implications for this
population, point to the need for a more comprehensive evaluation of factors contributing to variations in
practice style and unnecessary hospitalization.

This project will develop a comprehensive model of the determinants of NF hospitalization rates that
includes economic and environmental incentives, NF and resident characteristics, and differentiates types
of hospitalization. Because many studies point to the need for greater medical attention within NFs, we also
include a set of variables labeled physician-NF interaction that describe NF practices that might increase
physician presence within NFs. We use an expert panel of practicing geriatricians to distinguish
hospitalizations that are unavoidable from those that either could have been prevented or involved
considerable discretion in the decision to hospitalize. The clinical capabilities available within a NF may
influence these classifications.

Data for the study come from two existing (Minimum Data Set (MDS)) databases on NF residents (from
1992-15995, and 2001-2002) which will be linked to Medicare hospital claims data. These will be
supplemented by surveys of NF Medical Directors and Directors of Nursing to obtain information on
policies and procedures surrounding, the hospitalization of residents, the availability of clinical resources
and physicians within the facility, and staff attifudes towards hospitalization. NF characteristics from the
Medicare's facility certification files and local area resources {from HCFA's area resource file) will be
appended to the two databases.

We will also develop a (case-mix adjusted) NF profile of hospital use to monitor hospitalization rates and
potentially quality of care. The validity of our profiling tool will be assessed through comparison with other
NF quality indicators (from the MDS) thought to be related to hospitalization and by an analysis of
mortality rates.

Fiscal Year: 2000

Department: HARVARD UNIVERSITY (SCH OF PUBLIC HLTH)

Project Start: 09/30/2000 - Project End: 09/29/2004

Grant Number: U18 HS{3699

PI Name: BRODERICK, SUZANNE

Project Title: Different Approaches to Information Dissemination

Abstract: Proposed is a four-year project aimed at dissemination of evidence-based practices in nursing
homes and adult care facilities through provision of training modules. The New York State Department of
Health (NYSDOH) is joining in partnership with the Research Division of the Hebrew Home for the Aged
(RDHHAR), with representatives of the Columbia University Stroud Center and with two national
organizations representing nursing homes and adult care facilities (board and care homes), and the state
government inspectors responsible for surveillance and quality assurance in these facilities: the American
Health Care Association (AHCA) and the Association of Health Facilities Survey Agencies (AHFSA).
Finally, representatives from the Foundation for Long-Term Care (FLTC), the research arm of the New
York Association of Homes and Services for the Aging (LNYAHSA), a recipient of an AHRQ grant to
further develop quality indicators in long-term care, will provide consultation. Representatives from these
institations will form a multi-disciplinary Advisory Group to: (a) identify effective training modules, based
on findings from stdies completed and published by the NYSDOH Dementia Grants program, AHRQ-
funded studies, and from the Columbia University New York State Psychiatric Institute (NYSPI) and the
Columbia University Geriatric Education Centers (GEC) training programs; (b) evaluate the methods for
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dissemination of best practices guidelines, including a program to train surveyors in best practice; and (¢)
disseminate the programs to the facilities that, collectively, are representative of a target population of
several million individuals with chronic health and mental disorders.

Fiseal Year: 2002

Department: NEW YORK STATE DEPT OF HEALTH

Project Start: 09/30/2002 - Project End: 09/29/2006

Grant Number: ROl HS10834

PI Name: CALLAHAN, CHRISTOPHER

Project Title: A PROGRAM OF COLLABORATIVE CARE FOR ALZHEIMER DISEASE

Abstract: Alzheimer Disease and related disorders are common among older adults attending primary care
clinics. Unfortunately, many of these vulnerable older adults do not receive an adequate diagnosis,
evaluation, education, treatment, or long-term management. Also, primary care practices are rarely
designed to provide education and support for the caregivers of patients with dementia. Fragmentation of
care within the health care system and poor communication among the health care providers and between
local social support agencies contribute to frustration, poorer outcomes, and increased costs. Indeed,
primary care practitioners appear to have tremendous difficulty in delivering a systematic program of care
for older adults with dementia. In our earlier studies, we found that nearly 1 in 6 patients over the age 60
attending a large primary care practice suffered from cognitive impairment. Unfortunately, 75% of the
patients with moderate to severe cognitive impairment had not been diagnosed with a dementing disorder.
Patients with moderate to severe cognitive impairment were more likely to be seen in the emergency room,
more likely to be hospitalized, and more likely to die over the following year. Even controlling for the
impact of comorbid conditions, cognitive impairment in these older adults was significantly associated with
mortality after 5-7 years of follow-up.

We are proposing a four-year randomized controlled clinical trial designed to test the efficacy of an
Integrated Program of Collaborative Care as compared to usual care in improving the outcomes of care for
older adults with Alzheimer Disease in a primary care setting. Although guidelines for the care of patients
with Alzheimer Disease and related disorders have been published, there are no clinical trials that test the
impact of close adherence to these guidelines on the outcomes of care for a group of vulnerable older adults
in an urban primary care setting. We are hypothesizing that the integrated program of collaborative care,
managed by a geriatric nurse practitioner who is empowered to facilitate published guidelines for care, will
result in: a reduction in psychopathology and disruptive behavior among patients; a reduction in stress and
depression among caregivers; a reduction in the use of skilled nursing home services, and an improvement
in satisfaction with care.. The study design will also allow us to describe the prevalence of dementing
disorders and associated comorbidity in primary care and to measure utilization, costs, use of community
services, and the costs associated with the intervention.

Fiscal Year: 2001

Department: INDIANA UNIV-PURDUE UNIV AT INDIANAPOLIS

Project Start: 08/01/2001 - Project End: 07/31/2005

Grant Number: R03 HS13320

PI Name: CASTLE, NICHOLAS

Project Title: PERSISTENT POOR QUALITY IN NURSING HOMES

Abstract: A recent General Accounting Office GAO reported identified 25% of nursing homes as having
serious quality problems that can either harm residents or place them at risk of death (GAO, 1999a). In
addition, many of these nursing homes were identified as having chronic problems. In separate inspections,
approximately 12 months apart. 40% of these homes persisted with serious quality problems, most being in
the same or similar area of care. Clearly, this is a troubling state of affairs and can only add to the negative
image of the nursing home industry. We are in need of research to identify which facilities have persistent
poor quality, why this is the case and how improvements can be made. This proposal examines the first of
these research goals. Specifically, we propose to determine which facilities have persistent poor quality.
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We believe examining persistent poor quality is important. Many research have examined the quality of
long term care others examined specific area of care. The majority of these studies use cross-sectional data,
with the accompanying limitation that the effects identified probably include facilities with sporadic poor
or high quality. Consistently poor or high quality is seldom examined, yet this represents a more refined
approach to investigating the quality construct.

Fiscal Year: 2002

Department: RAND CORPORATION

Project Start: 09/30/2002 - Project End: 09/29/2004

Grant Number: R18 HS10926

PI Name: CONGDON, JOANN

Project Title: QUALITY FACTORS IN NURSING HOME CHOICE

Abstract: The process of selecting a quality nursing home requires that consurners have access to useful,
meaningful, and appropriate information about nursing home quality. The purpose of the proposed
ivestigation is to develop and evaluate information strategies to assist consumer use of quality factors in
making nursing home choices. Specific aims include: 1) determine what information consumers use, need,
and value in selecting a nursing home; 2) determine what information health care providers use, need, and
value in discussing nursing home choices with consumers; 3) determine what information currently in the
public domain can be used to assess nursing home quality from consumer and provider viewpoints; 4) crate
a prototype report card incorporating information from Aims 1, 2, and 3 that can be used to assist
consumers when choosing a nursing home; 5) examine consumer and provider responses to the prototype
report card, specifically: the quality indicators, usefulness, completeness, cultural appropriateness, and
format, and 6) examine whether consumer and provider responses to the prototype report card differ by
urgency (timing) of the nursing home selection process. In Aims | and 2, a descriptive qualitative design
will employ ethnographic interviews and analytic techniques with a sample of 68 newly admitted older
nursing home residents, family members, and healthcare providers in eight rural and urban nursing homes.
A descriptive comparative design in Aim 3 will determine the reliability and validity of available quality
information. After combining data analysis result of Aims 1,2, and 3, one or more prototype reports cards
will be developed (Aim 4) and evaluated with 50 consumers and providers in eight rural and urban,
vulnerable older persons and families. The significance of this study is the integration of qualitative and
quantitative approaches to determining the most useful and relevant indicators of nursing home quality for
report card development. Use of systematic consumer quality information will motivate and inform
consumers to use quality indicators as a decision tool, Identifying information enabling consumers to make
value-based nursing home choices will also be useful for other healthcare settings in the continuum of long
term care.

Fiscal Year: 2000

Department: UNIVERSITY OF COLORADO HLTH SCIENCES CTR

Project Start: 09/30/2000 - Project End: 08/31/2004

Grant Number: K02 HS00006

PI Name: COVINSKY, KENNETH

Project Title: COMPREHENSIVE OUTCOMES OF FRAIL ELDERS IN THE COMMUNITY
Abstract: The candidate is a general internist and health services researcher committed to outcomes
research in frail older patients with chronic illness. His short-term career objectives are (1) to expand the
scope and depth of his independently funded research program on outcomes in frail elders and (2) to extend
his skills in quantitative methods and learn new qualitative methods. Long term objectives are to be a
national leader in health services research in older people, to develop a geriatric health services research
laboratory, and to translate his initial research findings to future studies to measure and improve the quality
of care of frail elders. In addition to focused research, career development plans include interaction with
colleagues on his advisory team, a formal and informal curriculum, and development of mentoring skills.
UCSF will provide an outstanding environment for his career development. Resources include a research
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resource lab and access to outstanding fellows within his home Division of Geriatrics, as well as the
Institute on Health and Aging, and the Division of General Medicine.

The goal of the applicant's research proposal is to identify the determinants of comprehensive health
outcomes (mortality, functional change, hospitalization, and quality of life) in frail nursing home eligible
patients who continue to live in the community. Subjects will be patients at 12 national sites of the Program
of All-Inclusive Care For the Elderly (PACE), a rapidly expanding program that cares for patients in the
community that have been certified as eligible for nursing homes. The first three specific aims are to
determine the predictors of mortality (aim 1), functional deterioration (aim 2), and hospitalization (aim 3)
and lo develop risk adjustment models for each of these outcomes. The fourth aim is to measure health
status transitions and resource use in the last year of life. The fifth aim is to understand the determinants of
quality of life, from the perspective of frail elders. The first four aims rely on a novel existing data source
(DataPACE) that includes comprehensive baseline and quarterly follow-up data about comorbid conditions,
functional status, resource use, and vital status in 5982 ethnically diverse patients, The fifth aim will rely on
semi-structured interviews of 60 patients at one of the PACE sites. The products of this research are a
critical first step in developing methods to measure variations in outcomes and the quality of care,
developing interventions to improve care of frail elders, and assessing the effectiveness of the rapidly
growing PACE program.

Fiscal Year: 2000

Department: UNIVERSITY OF CALIFORNIA SAN FRANCISCO

Project Start: 09/30/2000 - Project End: 09/29/2005

Grant Number: R03 HS10663

PI Name: DUGAN, ELIZABETH

Project Title: BIOFEEDBACK AND URINARY INCONTINENCE IN OLDER WOMEN

Abstract: The broad, long-term aims of our research team are to determine

the effectiveness of behavioral and pharmacological interventions in the treatment of urinary continence in
older women. Poor bladder control is a serious health problem that can have severe consequences on the
independence and quality of life of older women. The aims of this 1-year pilot study are to collect critical
pilot data and experience prior to a larger, more complex clinical trial. This pilot study aims to: Assess our
ability to recruit participants to participate in a randomized clinical trial of the efficacy of biofeedback in
treating urinary incontinence; provide experience with intervention materials, data collection procedures,
and participant management related to the proposed clinical trial; provide confidence in the hypothesis that
our regimens of biofeedback are associated with clinically meaningful treatment effects. Thirty women
aged 50-65 will be randomized to one of three conditions: 6 treatments of biofeedback-assisted behavioral
therapy, 3 treatments of biofeedback-assisted behavioral therapy, and control (pelvic floor exercise, self-
monitoring, and urge strategy instruction). Subjective self-report data and objective continence severity
measures will be used. In addition, data will be collected on: generic and incontinence-specific quality of
tife, adherence to pelvic floor exercises, adherence to biofeedback, patient satisfaction and treatment
preferences. Descriptive statistics, such as counts, frequencies, and means will be calculated for all
variables. Analyses will be conducted primarily using SAS software.

Fiscal Year: 2000

Department: WAKE FOREST UNIVERSITY HEALTH SCIENCES

Project Start: 07/01/2000 - Project End: 12/31/2001

Grant Number: RO1 HS10322

PI Name: FENNELL, MARY

Project Title: FACILITY EFFECTS ON RACIAL DIFFERENCES IN NH QUALITY

Abstract: This project would explore the ways in which nursing home structure and the local community
contexts interact to affect the quality of care experienced by white and minority nursing home residents.
The specific aims of the projects are to: quantify the extent to which access to nursing home care is
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segregated by race and ethnicity; develop a measure of racial/ethnic disparities in care quality that
compares the odds of receiving poor quality care for whites and nonwhites; examine variation in and
relationships between the two separate concepts of nursing home quality of care and racial/ethnic
disparities; test for the effects of demographic "mismatch” between community and nursing home staff on
racial/ethnic disparity; and develop and test a multilevel model explaining variation in nursing home
quality of care as well as racial/ethnic disparities as a function of patient level, facility level and community
fevel factors.

Fiscal Year: 1999

Department: BROWN UNIVERSITY

Project Start: 09/30/1999 - Project End: 09/29/2002

Grant Number: ROI HS10542

PI Name: FELDMAN, PENNY

Project Title: Evidence-Based "Reminders’ in Home Health Care

Abstract: In recognition of the great need for tested, efficacious, affordable sirategies to translate
evidence-based practice guidelines into home health practice, AHRQ supported the parent project to this
application. Substantial progress has been made in meeting the original study objectives of the parent
project in which we are testing the relative effectiveness and cost-effectiveness of two alternative
information-based strategies intended to improve provider performance and promote adherence to
evidence-based practice guidelines among home health care nurses. A basic and an augmented intervention
are being tested. The basic intervention provides nurses with a "just-in-time" e-mail reminder highlighting
six condition-specific practices they should follow to achieve optimal outcomes for patients with one of
two tracer conditions: heart failure or cancer pain. In the augmented intervention, additional information on
evidence-based practice is provided to nurses along with consulting services from an “expert peer." The
study employs a randomized design that assigns nurses to one of the two treatment groups or a usual care
control group. We are now in the final six months of what was planned as a two and one-half year project.
The enrollment of heart failure patients and most anatyses for this tracer condition will be completed before
the end of the current grant period. Enrollment of cancer pain patients has been slower than anticipated due
to a variety of exogenous factors and a relatively high proportion of individuals being unavailable for an
interview due to death, institutionalization or extended hospital stays. Additional time and resources are
needed to accrue sufficient numbers of cancer pain patients to detect small-to-moderate clinically
meaningful intervention effects on patient outcomes and other measures, A new aim is also being proposed
in this application. Specifically, we want to extend data collection on a subset of the cancer pain patients -
those with "malignant" (as opposed to post-operative) pain. While the interventions are appropriate for all
cancer pain patients, further data collection would allow separate examination of the effect of the
interventions on a very vuinerable group, patients with malignant pain, who may derive particular benefit
from the implementation of evidence-based pain management practices in home health care.

Fiscal Year: 1999

Department: VISITING NURSE SERVICE OF NEW YORK

Project Start: 09/30/1999 - Project End: 03/31/2004

Grant Number: R0O1 HS11962

PI Name: FELDMAN, PENNY

Project Title: Working Conditions & Adverse Events in Home Health Care

Abstract: This project will examine the relationships that exist between and among key features of the
organizational work place, the work force and adverse patient events due to preventable errors in the home
health care setting. Taking advantage of the natural variation in working conditions across &3 teams in a
very large home health agency, the project will estimate the effects of variations in team culture and
staffing, as well as individual nurse characteristics and productivity, on adverse patient events. It also will
examine the relationship between patient care errors and selected adverse events. Measures of work
environment and work force characteristics will include both objective and subjective measures and will be
obtained from a combination of routine administrative and clinical data, plus project-specific primary data,



191

including a survey of frontline nurses and managers. Measures of adverse patient events will be drawn from
a set of 13 measures developed by the Health Care Financing Administration for home health care,
supplemented by a small number of additional measures selected with input from an expert panel. The
project will employ qualitative methods (interviews, expert panel, focus groups) to elaborate the conceptual
model and hypotheses, as well as to review and interpret the findings of the quantitative analyses. It will
employ econometric techniques, including the use of instrumental variables, to mode! episode and patient
level outcome data (adverse events) at the team and nurse level. It also will involve record review and
statistical analysis to assess the strength of the relationship between patient care errors and 3 types of
adverse event. The project will be one of the few theory-driven empirical, quantitative studies of home
health care quality. It should lead to sounder intervention research and contribute to the broader literature
on working conditions, service quality, and patient safety.

Fiscal Year: 2001

Department: VISITING NURSE SERVICE OF NEW YORK

Project Start: 09/30/2001 - Project End: 09/29/2004

Grant Number: U18 HS13694

PI Name: FELDMAN, PENNY

Project Title: Partnership for Achieving Quality Homecare

Abstract: This project will launch a national partnership among home health care providers to improve
care for a priority population--elderly home care recipients. The goal is to create a model and establish an
infrastructure through which collaborating organizations can 1) identify and prioritize aims for
improvement, and 2) gain access to methods, tools, and materials that will enable them to conduct more
sophisticated, evidence-based quality improvement activities than they could individually. The partnership
will initially comprise six home health agencies from across the United States and will expand to include
additional partners and/or additional substantive targets over a four-year period. A learning collaborative
model, adapted from the successful breakthrough series approach developed by the Institute for Healthcare
Improvement (IHI), will be created to serve as a central mechanism of the partnership. Through the
learning collaborative, partership members will develop the skills to apply state-of-the-art methods to
implement evidence-based practices to improve overall quality of care and patient outcomes. Topics for
collaborative improvement activities will be chosen, depending on member need and the availability of an
appropriate evidence base, from priority conditions--such as diabetes management, wound care, or pain
management--among both home care and general patient populations. The development of a "tool kit" of
materials and techniques will provide existing and prospective partnership members, as well as other home
health care organizations interested in quality improvement, with easily accessible resources for translating
research findings into daily practice. The project will conclude with the dissemination of results and lessons
learned at a national conference.

Fiscal Year: 2002 .

Department: VISITING NURSE SERVICE OF NEW YORK

Project Start: 09/30/2002 - Project End: 09/29/2006

Grant Number: R03 HS10787

PI Name: GOLLUB, ELIZABETH

Project Title: COST EFFECTIVE NUTRITIONAL WELL-BEING IN OLDER ADULTS

Abstract: This study would add onto studies that have already been conducted by the National Policy and
Resource Center on Nutrition and Aging at Florida International University. This study would compare
patients enrolled in the Older Americans Act Elderly Nutrition Program (ENF) receiving a noon meal with
an intervention group also receiving breakfast. A cross-sectional field design would be used. Each group
would consist of 200 participants recruited from 8 sites that were evaluated for a Moming Meals on Wheels
(MMOW) program. A questionnaire will be administered once to each participant to collect information on
sociodemographic factors, nutritional status, quality of life, depression, ADLs and IADLs, hunger and food
insecurity, food enjoyment, loneliness, program satisfaction, health care utilization, and program costs.
The two groups of patients will be compared using various bivariate and multiple regression methods.
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Fiscal Year: 2000
Department: FLORIDA INTERNATIONAL UNIVERSITY
Project Start: 09/01/2000 - Project End: 01/30/2002

Grant Number: R03 HS11457

PI Name: GOZALO, PEDRO

Project Title: Access to Medicare Hospice for Nursing Home Residents

Abstract: Recent research suggests that Medicare hospice care provides important benefits to dying
nursing home (INH) residents. Research shows hospice enroliment is associated with a greater probability of
residents having their pain assessed and managed and with a lesser probability of being hospitalized at the
end-of-life. However, enrollment in Medicare hospice is not available to all NH residents. NH residents can
only elect hospice if a NE has a contract with a hospice provider, and in practice, not all NHs have such
contracts. Furthermore, not all NH residents with access to hospice choose the benefit and the incentives of
the NE and hospice providers will likely influence this decision. An understanding of how this double-layer
selection process functions is essential to understanding access to hospice in NHs and to developing
statistical and economic models that most fully consider selection biases.

In this proposed project we examine the process by which the Medicare hospice benefit becomes available
to terminally ill NH residents, and when available, the process by which the residents select the benefit. We
propose a model of endogenous decision making that takes advantage of a rich longitudinal data set linking
Medicare claims, nursing home and hospice providers data and Minimum Data Set (MDS) clinical
information in the state of Ohio. The study Aims are: (1) Measure the effects of nursing homes, hospice
providers and market characteristics on the availability of hospice in nursing homes, and {2) Measure the
effects of patient, nursing home and hospice provider characteristics on the election of Medicare hospice
benefit by eligible nursing home patients. The model and data emanating from this study will be used in the
development of an RO 1 proposal to be submitted at the end of the project period. This project, and
subsequent work, will be important to policymakers for monitoring hospice care provision and for deciding
on future changes in the administration of the Medicare hospice benefit.

Fiscal Year: 2001

Department: BROWN UNIVERSITY

Project Start: 07/01/2001 - Project End: 06/30/2003

Grant Number: R03 HS11702

PI Name: GRABOWSKI, DAVID

Project Title: Medicaid Payment and Risk Adjusted Nursing Home Quality

Abstract: Quality of care problems have persisted for decades within nursing homes caring for Medicaid
beneficiaries. Previous research has attributed these problems in part to certificate-of-need (CON) laws and
construction moratoria, which are designed to control government expenditures by limiting the number of
nursing home beds in an area. Such policies create barriers to entry and can result in excess demand for
Medicaid funded nursing home care and therefore limit competition on the basis of quality. In markets with
excess demand for care, an increase in the level of Medicaid reimbursement has not been found to improve
the quality of care. However, declines in recent bed occupancy trends suggest the overall effect of CON
and moratoria regulations may be lessening within markets for nursing home care. Indeed, more recent
studies have found a modest positive relationship between Medicaid reimbursement rates and quality.

A common limitation across previous studies of nursing home quality is the lack of resident-level data
needed for adequate risk adjustment of quality measures. Any relationship between reimbursement rates
and quality (positive or negative) may be masked or distorted in the absence of risk-adjusted quality
measures. We propose to examine the effect of Medicaid reimbursement rates on nursing home quality in
the context of CON/moratoria policies using risk-adjusted quality measures (outcomes and staffing) from
every nursing home in the United States. By merging data from the Minimum Data Set (MDS), the Online
Survey, Certification and Reporting System (OSCAR) and the Area Resource File (ARF), the proposed
study will greatly increase our understanding of the role of Medicaid reimbursement and CON/moratoria
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policies in encouraging the provision of high quality care in nursing homes.
Fiscal Year: 2001

Department: UNIVERSITY OF ALABAMA AT BIRMINGHAM
Project Start: 09/15/2001 - Project End: 09/14/2003

Grant Number: RO1 HS10481

PI Name: GURWITZ, JERRY

Project Title: REDUCING ADVERSE DRUG EVENTS IN THE NURSING HOME

Abstract: Medications are pervasive in long-term care, representing an efficacious and cost-effective
therapeutic medality. However, nursing-home [NH] residents are at increased risk for experiencing adverse
drug events [ADEs]. ADE risk is increased by the physiologic decline and pharmacologic changes that
occur with aging, and by the clinical and social circumstances of institutional long-term care. In a previous
NIA study (AG 14472), the investigator determined that NH ADEs are common and often preventable, and
that the more serious the ADE are more likely to be preventable. Here, he would test whether a computer-
based clinical decision support system can lower the rate of ADEs and potential ADEs in NHs. Thisis a
randomized trial based in the resident care units of two large NHs. Within each facility, half of the resident
care units will be randomized to an intervention arm receiving the computer-based clinical decision support
system. This system will display warnings, messages, and prompts based on resident and drug use
characteristics, with over-rides by the prescriber required for some warnings. ADE and potential ADE rates
will be tracked by the study's on-site clinical pharmacists prior to and during the intervention period. Rates
will be compared between experimental and control units, and to pre-intervention rates in the same units,
The investigator will track all project costs directly related to the development and installation of the
decision support system. He will also develop and test the sensitivity and specificity of a computerized
ADE monitor and assess the validity of an NH resident risk model developed in his prior study of NH
ADEs.

Fiscal Year: 2000

Department: UNIV OF MASSACHUSETTS MED SCH WORCESTER

Project Start: 07/01/2000 - Project End: 06/30/2004

Grant Number: R03 HS11482

PI Name: HARADA, NANCY

Project Title: PATTERNS OF REHABILITATION USE FOLLOWING STROKE

Abstract: Stroke is the leading cause of disability and the third leading cause of death in the United States.
After suffering a stroke, the pattern of acute and postacute rehabilitation is often determined by the
physician with consideration of the patient's clinical status and the health care delivery system. As a result,
the types of acute and postacute services received by stroke patients may vary substantiaily. This study
focuses on the movement of patients from the acute hospital to postacute (skilled nursing facility (SNF)
and/or freestanding rehabilitation hospital) settings. The specific aims are to: (1) compare and contrast the
demographic, clinical, and organizational characteristics of stroke patients who receive six different
patterns of rehabilitation use: acute hospital rehabilitation only; acute hospital and SNF rehabilitation; acute
hospital and freestanding rehabilitation hospital care; SNF rehabilitation only; freestanding rehabilitation
hospital care only; and no rehabilitation; (2) to compare and contrast facility length of stay by rehabilitation
use pattern and identify characteristics associated with length of stay; (3) to compare and contrast total
episode days of care by rehabilitation use pattern and identify characteristics associated with total episode
days of care; and (4) to compare and contrast discharge destination by rehabilitation use pattern and
identify characteristics associated with discharge destination. To accomplish these aims, we will conducta
cross-sectional, secondary analysis of Fiscal Year 1995 administrative data obtained from the Health Care
Financing Administration. Several d: will be merged to develop an analytical file that contains
demographic, clinical, facility, and resource use variables. The specific data sets to be merged are: the
Medicare Provider Analysis and Review File, Provider Specific File, Hospital Cost Report Information
System Minimum Data Set, and SNF Minimum Data Set. Data will be analyzed using multivariate
techniques. The findings of this study will contribute towards our current knowledge of how patterns of
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rehabilitation utilization throughout an episode of care influence clinical outcomes of care. The findings
have implications for the development of an integrated payment system for postacute services.

Fiscal Year: 2001

Department: RAND CORPORATION

Project Start: 08/01/2001 - Project End: 07/31/2003

Grant Number: ROl HS10315

PI Name: HAWES, M

Project Title: QUALITY MEASUREMENT IN RESIDENTIAL CARE

Abstract: The overall purpose of this application is to develop quality measures for residential care
facilities. These quality measures can then be used in external quality-assurance systems, consumer report
cards, and in a feedback system for providers. An offshoot of this effort will be to develop quality-
improvement protocols for residential care facilities (RCF). Finally, the project will lead to an acuity-based
reimbursernent model for such facilities. One million aged and disabled individuals reside in residential
care facilities, which are also called group homes, board-and-care homes, personal care homes, and assisted
living. In contrast to nursing homes, there is very little regulatory control over these homes, and virtually
no information about quality of care. The applicant proposes to define and operationalize valid and reliable
quality measures that can be used to evaluate the performance of RCFs; to risk-adjust the quality measures
with relevant individual or organizational characteristics; to develop facility-level report cards that can be
used in various ways; to develop and test quality-improvement protocols; to develop a resident
classification model for use in adjusting payment rates; and to disseminate results to state policy-makers
and relevant others. The applicants will accomplish these goals by using primarily the Maine Minimum
Data Sets for residential care facilities as well as licensure data from Maine and cost-report data. In
addition, they will have data from several other prior studies that they participated in from North Carolina
and they will also collect primary data to assist in their development of quality indicators, with site visits to
RCFs in Maine.

Fiscal Year: 1999

Department: MENORAH PARK CTR FOR THE AGING MYERS RES

Project Start: 09/30/1999 - Project End: 09/29/2004

Grant Number: R13 HS12057

PI Name: HELMS, DAVID

Project Title: LONG-TERM CARE RESEARCH AND SERVICE DELIVERY

Abstract: The Academy for Health Services Research and Health Policy (Academy) is pleased to submit
this application to the Agency for Healthcare Research and Quality (AHRQ) to conduct a research
development conference that will address the role of research in strengthening service delivery in long-term
care (LTC). Conference participants will begin to identify ways in which researchers, LTC providers, and
policymakers can work together to identify research needs and incorporate research findings into LTC
service delivery and policy decisions. The conference will help to foster strong alliances among these
stakeholders and encourage action to address the many complexities of LTC. Finally, the conference will
serve as the backdrop for a number of written products which will be widely disseminated to researchers,
providers and policymakers. We anticipate that the conference will be sponsored by a coalition including
The Retirement Research Foundation, AARP and The Robert Wood Johnson Foundation, in addition to
AHRQ, and will be conducted by the Academy. To date, the Academy has received a grant in amount of
$48,878 from The Retirement Research Foundation, and the proposal has received positive staff support
from the Robert Wood Johnson Foundation (RWJF), where it is awaiting a final funding decision. The
attached letter also demonsirates AARP's support for the project. We have requested funding of
approximately $10,000 from AARP and $90,000 from the RWJF. The Academy will achicve the goals of
the conference through four major tasks: 1) plan and conduct a Planning Committee meeting; 2) plan and
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conduct an Invitational Conference; 3) reconvene a group (likely a subset of the planning committee) to
evaluate the key products of the conference as a whole; and 4) write a final report, circulate it for comment
to the planning committee, and disseminate the report, submitting other written materials generated from
the conference for publication consideration. The commissioned papers and conference discussion will be
organized around two themes:

- Service Delivery Research, including issues of improving care from an operational perspective, the
consumer/family role, using information services, integrating acute/chronic care, and staffing.

- Policy Research, including issues of financing, state and federal regulation, and licensor.

The two commissioned papers will be written by researchers very familiar with pragmatic issues in LTC
service delivery and policymaking: one by someone very familiar with service delivery issues, such as
Penny Feldman, and one by someone very familiar with the financing and regulatory issues, such as Joshua
Wiener. We will instruct the paper writers that they should meet with/interview key stakeholders, including
those in the industry, so that their papers include some real world examples/perspectives, rather than just a
review of the research literature. The papers will be written for a non-research audience, particularly
providers and policymakers. The two commissioned papers will be used as vehicles for stimulating
conference discussion and ideas for partnerships among these constituencies. As noted in the draft agenda
in Appendix A, panelists who are service providers or policymakers will be asked to respond to each of the
paper presentations. The panelists will help to identify how LTC researchers might "push the envelope" and
develop innovative ways to address important issues.

Fiscal Year: 2001

Department: ACADEMYHEALTH

Project Start: 09/30/2001 - Project End: 09/29/2002

Grant Number: U8 HS13696

PI Name: HORN, SUSAN

Project Title: Real-time Optimal Care Plans for Nursing Home QI

Abstract: The objectives of the proposed study are to design, support, and facilitate change that, according
to evidence from the National Pressure Ulcer Long-Term Care Study (NPULS) and other published
sources, is likely to lead to documented improvements in health care quality and ensure that these
improvements become part of the ongoing practice of health care providers and clinicians. This project will
broaden the parterships originally established in 1996 for the NPULS to implement best practices in long
term care. Key aims of our study are to: build partnerships to promote cooperation in implementing quality
improvement strategies in long-term care facilities; incorporate evidence-based best practices into everyday
workflow using technology to automate data collection; manage and track information, and support clinical
decision-making and care planning; and enhance education strategies to include principles of CPI and
organizational change. We also plan to facilitate clinical process redesign. We must redesign the process
rather than just improve existing processes. We intend to design, test, and evaluate automated processes to
transmit evidence-based information and provide decision support for providers in nursing home practice.
The information technology tools will enable automation of protocol driven care: patient assessment, daily
Jocumentation flow sheets, alerts or prompts for specific interventions based on patient needs, tracking
specific interventions delivered based on best practice, and izing documented clinical information
in a variety of formats previously requiring a chart pull and abstraction. The specific objectives of this
project are to: 1) Develop partnerships committed to integrating Clinical Practice Improvement study
results into daily practice; 2) confirm priority improvement areas and measurable objectives; 3) Gather
input from Advisory Board and Working Group to augment results of NPULS; 4) Develop implementation
strategy, materials and tools for implementation, and detailed implementation plans for each participating
site; 5) Facilitate impl tation and in process: and 6) Evaluate results and develop plans for
ongoing initiative to expand participating sites.

Fiscal Year: 2002

Department: INTERNATIONAL SEVERITY INFO SYSTEMS, INC.

Project Start: 09/30/2002 - Project End: 09/29/2006
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Grant Number: U18 HS11093

PI Name: JONES, KATHERINE

Project Title: IMPROVING PAIN MANAGEMENT IN NURSING HOMES

Abstraet: Inadequate pain management has been well documented across health care settings. It is a
particular problem in nursing homes, which have a high prevalence of pain but face significant barriers to
its effective diagnosis and treatment. Barriers include staff knowledge deficits, sociocultural beliefs about
pain and pain medication held by residents, family members, and staff, and system issues such as staffing
levels, turnover, and drug formulary policies. Residents who are cognitively impaired or are from
racial/ethnic minority groups are at higher risk for inadequate analgesia. This study proposes to develop
and implement a culturally-competent intervention to improve the quality of pain management in nursing
homes. Development of the educational materials is based on principles of competency-based education
and adult leaming. Implementation strategies are based on innovation diffusion theory. Specific aims are to
1) develop and implement a multi-modal, culturally-competent, evidence-based educational and behavioral
intervention to improve pain 1ent and pain manag t in nursing homes; 2) improve pain
assessment procedures and pain management strategies being used in nursing homes; 3) improve resident,
family, and staff knowledge and attitudes towards pain and pain g , 4) evaluate the
influence of organizational variables on achieving desired clinical and educational outcomes; and 5) assess
the cost-effectiveness of the multi-modal intervention for di inating pain and pain
management knowledge to nursing homes. Specific intervention components include videotapes and
manuals for staff training; a pain resource binder; physician and pharmacist seminars; chart review and
feedback to clinicians; creation of an internal pain team; site visits and interactive television conferencing.
Specific methods for measuring the impact of the intervention include focus groups, surveys, resident
interviews and observations, chart review, organizational observations, and secondary data analysis using
the Minimum Data Set. The uniqueness of this project is its attention to cultural variability in pain
assessment and treatment through the inclusion of Spanish speaking staff and residents, development of
Spanish versions of the intervention, use of an interdisciplinary internal pain team to sustain change, and
incorporation of the existing AHEC infrastructure for communication and coordination across settings,
facilitating future extension of the educational program.

Fiscal Year: 2000

Department: UNIVERSITY OF COLORADO HLTH SCIENCES CTR

Project Start: 09/27/2000 - Project End: 05/31/2004

Grant Number: P20 HS11523

PI Name: KOVNER, CHRISTINE

Project Title: Patient Safety in Home Care

Abstract: The New York University Division of Nursing (NYU-DON) and the Center for Home Care
Policy and Research (CHCPR) at the Visiting Nurse Service of New York VNSNY) propose to establish a
Developmental Center for Evaluation and Research in Patient safety (DCERPS). The DCERPS will focus
on health care provided in the home setting, particularly on care provided by nurses, and its relationship to
patient safety in home care. Home care is a significant sector of the health care system that has received
little attention, even though patient adverse events resulting from medical errors have been a focus of
heightened professional, public, and Congressional (GAQ, 2000) concem, especially since publication of
the Institute of Medicine's report To Err is Human (Kohn, 1999). In recent years, physician-related errors
and patient injuries occurring in hospitals and nursing homes have been the most widely studied, while less
is known about errors in non-institutional settings (Rothschild & Leape, 2000; Gurwitz, 1994).

The goal of the NYU-VNSNY DCERPS is to establish an ongoing center that can provide the intellectual
resources and disciplinary skills, the measurement tools and the organizational techniques for
understanding medical errors in home health care and designing and evaluating mechanisms for learning
from such errors and reducing them. Over the next three years (Phases 1 and 2 of the project) our goals and
to 1) develop a multi-disciplinary team to conduct research on patient safety, 2) strengthen the ties between
NYU-DON and VNSNY, 3) develop educational programs on the importance of patient safety and
evidence-based approaches to improving it, and 4) conduct research pilot studies. The DCERPS will
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mobilize resources from both institutions, as well as selected outside consultants, and will include a
multidisciplinary team of registered nurses (RNs), physicians, social scientists, statisticians, and
epidemiologists, and manag; it experts. The prime focus of our work will be care provided to older
adults and minority groups in inner-city areas. Unlike many home health agencies, VNSNY has a large
nonwhite population. Approximately two-thirds of the patients served by VNSNY are 65 or older, while
about 3 out of 10 are black and 2 out of 10 are Hispanic.

Fiscal Year: 2001

Department: NEW YORK UNIVERSITY

Project Start: 09/30/2001 - Project End: 09/29/2004

Grant Number: R18 HS11835

PI Name: LAPANE, KATE

Project Title: Pharmacist Technology for Nursing Home Resident Safety?

Abstract: In nursing homes, the average resident uses six different medications and 20% use at least 10
different medications. Given the medical complexity of nursing home residents, the use of multiple
medications may be clinically appropriate. Yet, changes in pharmacokinetics and pharmacodynamics make
older persons more vulnerable to adverse medication effects, placing them at increased risk for adverse
drug events (ADES). Gurwitz et al deemed 1.39 ADES per 100 resident months as fatal, life-threatening, or
serious. Of preventable ADES, 70% occurred at the monitoring stage of the medication use process.
Indeed, “...patients may be experiencing unnecessary adverse medication reactions as a result of inadequate
monitoring of medications.” (OIG, 1997) Few patient safety systems use information technology in the
monitoring stage. Our proposal is unique in that we aim to test information technology designed
specifically to alert prescribers and nursing facility staff to inférmation that can reduce the threat to patient
safety associated with ADES using a unique clinical tool for health professionals (Geriatric Risk
Assessment MDS Med Guide (GRAM)). The GRAM software is intended to assist in the decision-making
process of evaluating complex medication regimen of older patients; facilitate incorporation of patient
assessment data in the monitoring of medication therapy; and foster inclusion of recommendations in the
care plan to prevent avoidable medication-related problems. We propose a large-scale randomized trial. We
will recruit 26 nursing homes; half will receive the intervention. Evaluation of the project relies on existing
data sources to trigger in depth chart reviews. We will determine the extent to which the use of the GRAM
clinical tool increases the incorporation of monitoring recommendations to detect ADEs into the resident
care plan; reduces the incidence of delirium, falls with and without fracture, (the two most common ADES
in LTC) and hospitalizations due to ADES; reduces the triggering of resident assessment protocol (RAPS)
triggers for delirium and falls. We will also quantify the impact of the GRAM software on the efficiency,
productivity, workload, and job satisfaction of the consultant pharmacists and nursing facility staff.

Fiscal Year: 2001

Department: BROWN UNIVERSITY

Project Start: 09/30/2001 - Project End: 09/29/2004

Grant Number: R13 HS10967

PI Name: LAWHORNE, LARRY

Project Title: UNITING PRACTICE AND RESEARCH IN LONG TERM CARE

Abstract: The AMDA Foundation's research development conference, "Uniting Practice and Research in
Long Term Care", tentatively scheduled for November 2-3, 2001 is a central component of the
implementation of a newly formed practice-based research network of medical directors in long term care
facilities. The conference will set a national research agenda for the long term care research network. It will
provide training to network members in research methodologies, disseminate information on seminal long
term care research studies, and help identify and nurture new principal investigators. By bringing together
academic researchers and community based medical directors, it will provide a unique forum for
collaboration and development of one or more well-defined network research projects.

Fiscal Year: 2001

Department: AMERICAN MEDICAL DIRECTORS ASSOCIATION
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Project Start: 09/30/2001 - Project End: 09/29/2002

Grant Number: R13 HS13806

PI Name: LAWHORNE, LARRY

Project Title: Conference--Patient Safety Issues in Long Term Care

Abstraet: The AMOA Foundation's research development conference, "Patient Safety Issues in Long
Term Care” will further the development of the research agenda for the AMOA Foundation Long Term
Care Research Network, a national practice-based research network of long term care professionals
faunched in 2001. The conference will identify new research priorities and studies surrounding the issue of
patient safety in long term care with an emphasis on using performance measures (e.g., quality indicators,
survey deficiencies hospitalizations) and data sets (MOS, OSCAR, FIB) to compare research results against
national norms. The conference will also examine how the Research Network can collaborate with users of
large data sets to explain variations in practice patterns and outcomes that are observed in these large data
sets, such as geographic variations in the use of feeding tubes. Findings of research studies initiated in 2001
and their implications for improving quality and patient safety in long term care will also be discussed.

We will also discuss benefits and limitations of existing research methodologies and data collection
instruments currently being used in the Network and identify new ones that are feasible for the Network to
implement. We will provide training about the role of the site investigator in educating IRBs and their
facilities about research issues in long term care, including human subject protection and privacy.

Conference faculty will include leading national experts in long term care research, as well as experts on
patient safety and nursing home quality initiatives from AHRQ and CMS.

Fiscal Year: 2002

Department: AMERICAN MEDICAL DIRECTORS ASSOCIATION

Project Start: 09/30/2002 - Project End: 09/29/2003

Grant Number: U8 HS11113

PI Name: LOEB, MARK

Project Title: Optimizing Antibiotic Use in Long-Term Care

Abstract: The primary aim of this study is to determine if an evidence-based clinical algorithm for
managing urinary tract infections (UTIS) in older adults in residential long-term care facilities (LTCFs) can
reduce the overall use of antibiotics in LTCFs. Three secondary objectives are: 1) to demonstrate the
feasibility of implementing diagnostic and therapeutic evidence-based clinical algorithms in LTCFs; 2) to
assess the safety of reducing the number of diagnostic tests and antibiotic use for UTIs in the target
population; 3) to evaluate the process of adopting the algorithms in LTCFs. This study will use a combined
quantitative and qualitative approach to evaluate the process and outcomes of implementing a clinical
algorithm to optimize the use of antibiotics in residential LTCFs. For the quantitative component of the
study, a randomized matched pair design has been used where, within each of the 12 pairs of LTCFs, one
was randomized to the intervention {clinical algorithm). The other half is providing "usual" management of
presumptive urinary tract infections. Quantitative outcomes include 1) the proportion of antibiotic courses
prescribed for urinary indications, 2) the total number of courses of antibiotics used, 3) rates of urine
cultures ordered, 4) hospitalization rates for urinary tract infections, and 5) mortality rates. The qualitative
Component of the study will be a prospective Case study evaluation of the clinical algorithms. This
component of the study will exam the ease of implementation and health care provider satisfaction with the
algorithms.

Fiscal Year: 2000

Department: MC MASTER UNIVERSITY

Project Start: 09/30/2000 - Project End: 08/31/2004
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Grant Number: RO} HS10230

PI Name: MACIEJEWSKI, MATTHEW

Project Title: SELECTION BIAS BY MEDICARE BENEFICIARIES WITH DIABETES

Abstract: The purpose of this study is to examine the effect of Medicare HMO enroliment on the
mortality and cost of care for Medicare beneficiaries with diabetes between 1994 and 1998, There are two
major public policy concerns regarding individuals with chronic conditions that enroll in Medicare HMOs:
Does Medicare contain costs by encouraging people with chronic diseases, such as people with diabetes, to
join TEFRA-risk HMOs? and Are the quality of care and health outcomes provided to these enrollees
comparable to those in the fee-for-service sector? This study will provide insight into both of these
questions using Medicare administrative data from 1992 to 1998.

This proposal will extend recent work by Dowd, et al., (1998) and Maciejewski, et al. (2001) looking al
based selection of the general Medicare population into TEFRA-risk HMOs. It will use a unique dataset
(the National Medicare Diabetes Cohort), which contains 2.5 million elderly Medicare beneficiaries with
diagnosed diabetes mellitus in fee-for-service plans in 1994. The following specific research questions will
be addressed:

1) Do healthier beneficiaries with diabetes systematically enroll in Medicare HMOs?

2) Do HMO enrollees with diabetes have different five-year survival rates than Medicare beneficiaries with
diabetes who remain in the fee-for-service (FFS) sector?

3) Do unhealthier beneficiaries with diabetes systematically disenroll from Medicare HMOs?

4) Do HMO disenrollees with diabetes have different FFS costs than Medicare beneficiaries who remain in
the FFS sector?

The careful analysis of enrollment and disenrollment patterns of this chronically ill population, combined
with the mortality and cost analyses, will provide insight into the advantages and disadvantages of
enrollment in Medicare HMOs. Analyses will be conducted on a cohort of beneficiaries with diabetes in the
fee-for-service sector in 1992-1993, so results are not generalizable to people with diabetes who enrolled in
Medicare HMOs prior to 1994.

Grant Number: R03 HS13412

PI Name: MURRAY, PATRICK

Project Title: Outcomes of the Nursing Home Prospective Payment System

Abstract: The specific aims of the project are: 1. to describe the changes in provision of rehabilitation
services to newly admitted nursing home patients following the implementation of the Nursing Home (NH)
Prospective Payment System (PPS) 2. to detail changes in rehabilitation services by diagnostic group and
propensity to receive rehabilitation. 3. To evaluate the effect of these changes on survival and community
discharge rate by comparing pre and post-PPS cohorts.

Background: During the 1990's there was a rapid growth in the amount of rehabilitation therapy provided in
NHs induced by discharge of patients from hospitals "sicker and quicker” and supported by changes in
Medicare reimbursement policy. Patients who received rehabilitation services have been shown to have
faired better in terms of discharge outcomes and survival than similar patients who did not receive such
services. The new PPS for NHs reduces the financial incentives to NHs to provide rehabilitation services.
This research will examine the magnitude of the change in rehabilitation services during the early post PPS
period and the effect of the changes on important outcomes that have been reported in the past.

Outcomes: Cormunity discharge rates 3 months following the initial NH admission, operationalized py
linking death records and longitudinally collected Minimum Data Set (MDS). Survival as operationalized
by linking the MDS to the death records.
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Methods: Selection bias will be controlled using a previously developed propensity model employing 110
variables derived from the MDS. The propensity model will be developed and validated in a split pre-PPS
sample and then applied to the patients in the post-PPS period to predict their propensity to receive these
services, controlling for inter period selection differences. Susceptibility to long term NH residence and
death will be directly controlled through 21 clinically chosen MDS variables. The primary analytic
approaches will be case matching and multivariable modeling (logistic or proportional hazards). The
success of the propensity modeling in controlling for selection bias will be confirmed using the case
matching protocol. The study will provide valuable information concerning the results of a major public
policy change in the funding of NH services.

Fiscal Year: 2002

Department: CASE WESTERN RESERVE UNIVERSITY

Project Start: 09/30/2002 - Project End: 09/29/2004

Grant Number: P20 HS11588

PI Name: OUSLANDER, JOSEPH

Project Title: Devel Ctr for Eval & Res in Pt Safety in LTC

Abstract: The proposed developmental center for evaluation and research in patient safety will focus on
one of the most rapidly growing segments of the U.S. population, and one that is especially vulnerable to
medical errors and injuries: frail older residents of long-term care (LTC) institutions (including both
nursing homes and assisted living facilities). The "DCERPS - LTC" will be a collaboration of Emory
University, two Historically Black Institutions (Morehouse School of Medicine and Shaw University), the
VA VISN 8 Patient Safety Center, a network of LTC providers ("the Southeast Consortium for LTC
Quality"), the state department of health services, provider and consumer organizations, and a panel of
national experts. The DCERPS - LTC will focus on preventing two of the most painful and costly injuries
that can result from medical errors in L'TC: injurious f alls and pressure ulcers. During the first year
planning phase a multidisciplinary team of investigators encompassing expertise in Geriatric Medicine,
Gerontological Nursing, Physical Therapy, Health Services Research, Epidemiology, Economics, Human
Factors, Psychology, and Sociology will develop and test cuiturally sensitive educational materials and
quality improvement (Ql) tools that focus on the prevention of injurious falls and pressure ulcers and the
related clinical problems of mobility disorders and urinary incontinence. The team will also further develop
a pilot study that' will be conducted during project years 2 and 3. The pilot study will address several
factors that can play an important role in medical errors and patient injuries in LTC facilities, including:
fack of education among LTC staff and primary care providers on risk factors for patient injuries; lack of
effective tools that facilitate documentation and communication among LTC staff and primary care
providers; and sub-optimal use of information systems. Two examples of pilot studies are included in the
application that will utilize the educational products and QI tools developed in the planning phase, and
address 3 of the 4 key topic areas in the RFA: leaming from errors and communicating that information;
issues related to systems and cultures; and implementing informatics strategies. The educational products,
QI tools, and pilot study results will be disseminated in collaboration with an External Advisory Group
representing local and national organizations. The long-term goal is to develop a center that will design and
implement interdisciplinary, multi-institutional projects targeted at reducing patient injuries in LTC
facilities.

Fiscal Year: 2001

Department: EMORY UNIVERSITY

Project Start: 09/30/2001 - Project End: 09/29/2004

Grant Number: ROl HS12031

PI Name: PARKER, VICTORIA

Project Title: Task Design, Motivation and Nursing Home Care Quality

Abstract: Unlike many other domains of health care, the provision of high quality nursing home care
depends on relatively untrained workers executing the same basic tasks each day, without many of the high
stakes, unexpected, confusing situations that are often associated with omissions and errors in health care.
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In nursing home care, quality is compromised when workers as a group consistently neglect el ts of
good basic care; for example, when failure to regularly reposition immobile residents leads to the
development of pressure ulcers. The likelihood of such occurrences is heightened by the problems of
worker recruitment and retention in the low-skill, low-paying jobs that are central to the provision of such
care. Research across many industries has found that several characteristics of how jobs are designed can
be changed in ways that influence work motivation; creating conditions that make jobs more motivating,
eliciting improved performance, and reducing turnover. Task design features are important at both the level
of individual jobs and at the level of jobs performed by groups or teams. We hypothesize that variation in
job design, at both the individual and group levels, is associated with differences in staff satisfaction and
with differences in care quality indicators.

We will study 25 nursing homes, collecting data from several sources. We will administer the Job
Diagnostic Survey to nursing home employees to collect data on the design of individual jobs, and on
employee job satisfaction, across multiple job categories, primarily nurse aides and licensed practical
nurses. Data about group task design will be collected through structured observation and interviewing of a
sample of managers and 'employees in each nursing bome. Commonly accepted quality indicators derived
from the Minimum Data Set (MDS) wilf be used to assess care quality. Analyses will relate job design
characteristics to employee job satisfaction and to care quality.

This study will provide important information regarding the variation among nursing homes in the task
design of nursing care jobs, and about how such variation is related to differences in worker outcomes and
differences in care quality indicators. This information will fill an important gap in current knowledge,
which has largely focused on higher-level structural variables such as nursing home size and ownership, or
on individual employee variation in adherence to required elements of care. Findings may suggest
approaches to task design that are likely to be associated with better worker and quality outcomes. The
connections between task design, worker satisfaction and care quality are of interest in care settings beyond
nursing homes, particularly in other care settings where care is increasingly provided by health care
workers without extensive professional training.

Fiscal Year: 2001

Department: BOSTON UNIVERSITY CHARLES RIVER CAMPUS

Project Start: 09/30/2001 - Project End: 09/29/2003

Grant Number: RO1 HS10606

PI Name: PHILLIPS, CHARLES

Project Title: ASSISTED LIVING AND HEALTH SYSTEM USE

Abstract: This research will examine how the characteristics of assisted living facilities (ALFs) affect the
ways in which ALF residents interact with the health and long-term care systems, specifically their
utilization of Medicare-covered health services and transitions to other care settings. One of the most
dramatic expansions in long-term care services in the last decade has been the expansion in the role and
supply of "assisted living," a residential setting that provides 24-hour supervision and some personal care
services. The last five years have seen a dramatic expansion in State regulation and payment for assisted
living, in no small measure because States believe ALFs can be a cost-effective alternative to nursing home
care. Despite this hope, there is relatively little empitical information about the role ALFs play in meeting
the needs of the frail elderly. In addition, there is no information about the effects of variations among ALF
organizational features that may affect the degree to which residents use other health care services. Thus,
the four specific aims of the proposed research are: Aim #1: To describe the ALF residents' health service
utilization. Aim #2: To investigate the association between specific organizational characteristics of ALFs
and residents' health service use. Aim #3: To describe the patterns of transitions in living arrangements
experienced by ALF residents who leave assisted living. Aim #4: To investigate the association between
residents’ transitions to nursing homes and the organizational characteristics of ALFs. These issues will be
investigated with data from the only nationally representative sample of ALFs, their staff, and their
residents. The results of the proposed research should be of considerable interest to consumers, providers,
policymakers at both the State and Federal levels, and to health services researchers.

Fiscal Year: 2000
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Department: MENORAH PARK CTR FOR THE AGING MYERS RES
Project Start: 06/01/2000 - Project End: 05/31/2002

Grant Number: U18 HS13710

PI Name: POLAKOFF, DAVID

Project Title: Long Term Care Quality Improvement Partnership

Abstract: The AMDA Foundation proposes to develop a Long Term Care Quality Improvement
Partnership that will enhance the quality of care and quality of life for the 1.6 million older adults who
reside in the nation's 16,800 nursing facilities. The specific aims of the partnership during the next four
years are to: 1) Create a national partnership of organizations involved in the quality of nursing home care
that in turn will promote the formation of local partnerships. 2) Develop implementation toolkits for
AMDA's evidence-based clinical practice guidelines (CPG) that relate to publicly reported quality
measures. 3) Identify and train interdisciplinary educators and mentors in five states who will provide on-
site implementation training for 10 nursing facilities (50 total). 4) Evaluate the impact of CPG
implementation on process and outcome indicators in the 50 facilities. 5) Describe a set of model
approaches to CPG implementation based on facility size and staffing, facility location and ownership, and
facility case mix. 6) Disseminate the mode! approaches for implementation along with refined toolkits in
both online and print versions. National partners include AMDA, AMDA Foundation, AIVIDA Foundation
Research Network American Health Quality Association representing all quality improvement
organizations (QIOs), major national nursing home trade associations, and representatives from key
national long-term care professional associations. AMDA will build upon its already existing national and
local relationships with most of these partners to promote culture change within the facilities that fosters a
sustainable approach to implementing CPG guidelines. Partnering with the QIO community, AMDA will
develop supporting material and approaches to implementation of three CPGs in phase I and at least three
additional CPGs in phase I1. In phase 11, through partnership with the foundation's research network (a
practice-based research network of 200 medical directors in 32 states) and the state QIO associations, we
will select 50 pilot nursing homes to (a) receive more intensive CPG implementation onsite training, and
(b) evaluate change in processes of care and outcomes as well as resource utilization. Throughout phase [
and II, we will use the QIOs and other partners to disseminate material and lessons learned to all nursing
homes throughout the country. Human subjects issue needs to be clarified - the applicant would need IRB
approval for Phase 2.

Fiscal Year: 2002

Department: AMERICAN MEDICAL DIRECTORS ASSOCIATION

Project Start: 09/30/2002 - Project End: 09/29/2006

Grant Number: R0O3 HS11256

PI Name: QUILLIAM, BRIAN

Project Title: Secondary drug prevention of stroke in long-term care

Abstract: Secondary prevention of stroke has been demonstrated efficacious in numerous large-scale
randomized clinical trials (RCT's). Despite the large number of RCT'S, few have included elderly people.
This lack of research on secondary stroke prevention in the elderly seems to be paradoxical as the incidence
of stroke increases with increasing age with some evidence of 2 worsening prognosis as well. As RCT's
often exclude those at greatest risk, well-designed observational studies can complement RCT's by
providing information to further understand both the beneficial, as well as unintended effects of secondary
dru

pregerm‘on of stroke. Yet, confounding introduced by non-random allocation to drug treatment, defining of
exposures when treatment may vary through time and bias introduced with informative censoring pose
methodological challenges. In the nursing home setting these challenges are compounded since both within
facility clustering of residents and the interrelation between organizational factors and hospitalizations
occur.

The overall goal of this study is to quantify the beneficial and unintended effects of drug therapy used in
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the secondary prevention of ischemic stroke in an elderly nursing home population. Of particular concern
are the differences in treatment patterns and how they effect both mortality and rates of

subsequent stroke. Using data collected from the Health Care Financing Administration (HCFA) Multistate
Nursing Home Case-mix and Quality Demonstration Project, newly admitted nursing home residents in §
states (ME, MS, K8, NY and SD) from the years 1992 to 1996 will be identified. Residents who are at least
65 years of age and have. had an ischemic stroke within the 90 days prior to admission will be eligible for
inclusion.

The specific aims of this study are 1) to quantify the effects of antiplatelet therapy on the secondary
prevention of ischemic stroke, 2) to determine the extent to which antiplatelet therapy increases the risk of
unintended adverse effects and 3) to compare methods to analytically control for confounding in
observational pharmacoepidemiology studies and further determine their differential effects on precision.
Fiscal Year: 2000

Department: BROWN UNIVERSITY

Preject Start: 09/30/2000 - Project End: 09/29/2001

Grant Number: RO1 HS11976

PI Name: ROSEN, JULES

Project Title: Organization Change to Improve Nursing Home Environment

Abstract: Approximately 1.56 million Americans over age 65 reside in nursing homes and 8% of our
national health budget is spent on nursing home care. However, nursing homes are far from ideal in terms
of the quality of care provided and the quality of life for residents. Although not always preventable,
residents' injury and morbidity, such as pressure ulcers, injury from restraints and falls, malnutrition,
dehydration and depression have been attributed, in large part, to the skill and motivation of the caregivers.

The proposed study will evaluate the impact of a global organizational intervention aimed at enhancing the
ability as well as the motivation of all nursing home employees at two facilities in order to improve
residents care and safety. Ability will be enhanced for all staff via a unique computer-based training
program that provides a comprehensive curriculum of individual, self-paced education through Inter-active
video documentaries. Motivation will be enhanced via a two pronged approach aimed at: (1) empowering
employees using role structuring techniques developed following 2 TQM paradigm, and (2) changing
employee attitudes by introducing them to market orientation techniques that enable them to balance the
priorities of all constituents: self, resident and nursing home. This TQM process will require 18 months of
active intervention.

Outcome measures will be obtained at quarterly and at bi-annually. Quality of care will be based on the
Facility Quality of Care Index and frequency of resident complaints. Quality of We will be assessed with a
new instrument that has been developed in a multi-center study. Staff outcomes will include objective data
of injury rate, retention and days off work. Subjective staff measures will include the Job Satisfaction Scale
and the Sheltered Care Environment Scale. Outcomes from the administrative perspective will include a
"gap analysis which assesses how closely the desired goals of a program are achieved, as well as some
financial markers of cost savings.

Fiscal Year: 2001

Department: UNIVERSITY OF PITTSBURGH AT PITTSBURGH

Project Start: 09/30/2001 - Project End: 09/29/2004

Grant Number: R03 HS11477

PI Name: RUSSELL, LOUISE

Praject Title: Projecting Consequences of Better Hith for Older Adults

Abstract: The Risk and Risk Factor Model is an established computerized simulation model that projects
the consequences over time of changes in baseline risk factors, such as smoking, blood pressure, and
diabetes. Based on data from the NHANES I Epidemiologic Follow-up Study (NHEFS), the model projects
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all-cause mortality and hospitalization for the NHANES I cobort of adults, which is representative of the
U.S. adult population in 1971-75. The proposed project will augment the model in two ways to make it
suitable for projecting outcomes in a contemporary cohort of older adults.

(1) We will extract data from the NHANES 111 for adults 45-74 and adapt the model so that it can project
mortality and hospitalization for this cohort. Fielded in 1988-94, the NHANES 11 is the most recent
NHANES and better represents the current prevalence of risk factors in U.S. adulis.

(2) We will address the problems that prevented the inclusion of nursing home admissions in the current
Risk and Risk Factor Model and add this outcome to those projected by the model.

The augmented model will be capable of exploring the consequences over time for mortality,
hospitalization, and nursing home admissions of changes in such risk factors as smoking habit, obesity,
blood pressure, and chronic disease. Its projections can be used to examine the impact on middle-aged and
older adults of important public health programs and goals, such as the Healthy People 2010 targets. The
report for this project will present some illustrative projections.

Fiscal Year: 2001

Department: RUTGERS THE ST UNIV OF NI NEW BRUNSWICK

Project Start: 06/01/2001 - Project End: 01/31/2003

Grant Number: R03 HS13005

PI Name: SAMBAMOORTHI, USHA

Project Title: Qut-of-Pocket Prescribed Drug Costs Among Elderly Women

Abstract: Paying for prescription drugs is becoming a significant and growing problem for older
Americans. Qut-of-pocket prescription drugs (OOP-PD) spending places a disproportionate burden on
older women, yet few studies have provided detailed and current information on the determinants of that
burden. The present study estimates OOP-PD expenditures burden by women Medicare beneficiaries over
age 65, using nationally representative data. OOP-PD burden will be measured in relation to income. The
proposed project will explore patterns and correlates of OOP-PD burden among older women using
longitudinal data from the multiple years of Medicare Current Beneficiary Survey (MCBS). The proposed
project will estimate the proportion of elderly women with high OOP-PD burden and how health care
access problems affect OOP-PD burden among subgroups of elderly women. The aims include: what were
the trends in OOP-PD burden in a nationally representative sample of elderly women from 1992 through
19987 Was there a change in the predictors of high OOP-PD burden over time from 1992 through 19987
Among elderly women, who have been diagnosed with chronic conditions specific to women such as
osteoporosis what factors predict high OOP-PD burden? And how do OOP-PD expenditures in MCBS
compare with data from other nationally representative datasets such as Medical Expenditure Panel Survey
(MEPS)? Examining the determinants of OOP-PD burden in this manner can assist policy-makers in
understanding the sources of need for further assistance with evaluating alterative solutions to prescription
drug issues.

Fiscal Year: 2002

Department: RUTGERS THE STATE UNIV OF NI NEW BRUNSWICK

Project Start: 09/30/2002 - Project End: 09/29/2003

Grant Number: RO1 HS12028

PI Name: SCOTT, JILL

Project Title: Nursing Home Working Conditions and Quality of Care

Abstract: Major concerns exist about the quality of care being delivered in the U.S. health care system in
general and in the nursing home sector specificaily. It has been suggested that working conditions such as
staffing levels, the physical environment, workflow design, and organizational culture may effect the
ability of health care workers to provide safe and effective care. Rapid growth in the number of older
persons is expected to occur over the next 20-30 years, with approximately 5% of persons aged 65 years
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and older residing in a nursing home at any one time. It is imperative that the factors associated with poor
outcomes in nursing homes be better understood, so that appropriate quality improvement programs can be
designed and successfully implemented. Nursing homes present a unique challenge in the consideration of
organizational performance and how this performance may need to be improved. They are highly regulated,
primarily for-profit, and staffed in large part by non-professionals. It is our belief that the' nursing home
culture and the interactions that occur among nursing home staff play an important, if not vital, role in the
ability of the nursing home to deliver high quality care. The purpose of this exploratory study is to describe
selected working conditions ' in the nursing home and to determine what relationship these selected
conditions have to nursing home performance. The specific aims of this study are: 1) determine the
frequency and variability of selected working conditions (culture and environment, staff interaction, and
staffing) among a sample of Colorado nursing homes; 2)-determine the frequency and variability of
targeted organizational performance measures (MDS Quality Indicators, state survey citations and
complaints filed with the state, and perceived effectiveness); 3) examine the relationship between selected
working conditions and targeted organizational performance measures and; 4) elicit an in-depth description
of organizational culture (rituals, heroes, celebrations) from key informants and explore their relationship to
quality care. Data related to nursing home working conditions will be gathered via surveys of all nursing
home staff, interviews of key informants, and using the Observable Indicators of Quality Scale.
Performance measures will be collected using staff surveys of perceived effectiveness, quality indicators
from the Minimum Data Set (MDS) Resident Assessment, state survey citations and complaints filed with
the state. Thirty-six nursing homes will be selected for the study using a stratification process based on 3
MDS quality indicators.

Fiscal Year: 2001

Department: UNIVERSITY OF COLORADO HLTH SCIENCES CTR

Project Start: 09/30/2001 - Project End: 09/29/2004

Grant Number: R03 HS11709

PI Name: SHUGARMAN, LISA

Project Title: Urban/Rural Differences in Long-Term Care Utilization

Abstract: Elders with disabilities overwhelmingly prefer their own home to an institutional site of care.
Partially in response to this preference, home and community-based services (HCBS) have expanded to
meet the needs of elders with disabilities. However, elders in rural areas continue to use nursing homes at a
higher rate than their urban counterparts. Little is known about the various influences on elders who access
long-term care services and how the separate effects of need and access influence the use of such services.
This study proposes to analyze a sample of admission assessments for two years (July 1999-July 2001)
from administrative data based on the Minimum Data Set for Nursing Homes (MDS) and the Minimum
Data Set for Home Care (MDS-HC) to assess urban/rural differences in the characteristics of admission
cohorts of nursing home residents and HCBS recipients in Michigan. The content and large sample size
afforded by these datasets permits cross-comparisons of elders using similar measures across sites of care
and ensures sample sizes large enough to test potential interactions in multivariate analyses. Until now, the
data necessary to do these analyses have not been available.

The proposed study will: (1) describe urban/rural differences in demographic and need characteristics of
HCBS users; (2) describe urban/rural differences in demographic and need characteristics of nursing home
users; (3) examine differences between HCBS and nursing home users within urban/rural boundaries; and
(4) determine how differences in community resources influence access to long-term care services. This
study will lay the groundwork for a future study on how access to HCBS influences outcomes of long-term
care.

Fiscal Year: 2001

Department: RAND CORPORATION

Project Start: 09/30/2001 - Project End: 03/29/2004

Grant Number: R03 HS11276
PI Name: SILVER, HEIDI
Project Title: Family Carers' Response to Home Tube Fed Older Adults
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Abstract: Home enteral nutrition, i.e., administration of liquid nutritional formula through a feeding tube
into the gastrointestinal tract, is provided to older adults who are unable to ingest, digest or absorb adequate
nutrients to meet their nutritional and metabolic requirements. The national cost of home enteral nutrition
(HEN) is calculated at more than $800,000,000 with Medicare being the single largest payer. Increasing
use of HEN in older adults combined with early hospital discharge and lack of insurance reimbursement for
nutrition services has fostered reliance on family caregivers to manage HEN. Little is known of the impact
HEN family caregiving has on older adult recipients nor on their caregivers.

This study aims to establish baseline data in a population of family caregivers and older adult HEN care
recipients. In-home interviews with a minimum of 30 dyads will occur at one month and three months after
hospital discharge on HEN. Care dyads' perspectives and professional assessment will be used to: (1)
determine the unique responsibilities HEN family caregivers undertake; (2) evaluate the adequacy of
training family caregivers have to manage HEN; (3) assess the impact HEN family caregiving has on each
member of the care dyads' daily life, health, nutritional status and quality of life; and (4) assess changes in
HEN family caregiving over time.

This data is useful to design and evaluate programs that will empower caregivers to provide Effective HEN
management that restores older adults’ nutritional status, health and functional independence. Effective
caregiving may also prevent caregivers from suffering adverse health effects as a result of caregiving.
Therefore, effective caregiving may preserve the structure of family caregiving by retaining older adults in
the home environment and maintaining the future pool of unpaid family caregivers. It is estimated that
family caregiving has a national economic value of $196,000,000,000.

Fiscal Year: 2000

Department: FLORIDA INTERNATIONAL UNIVERSITY

Project Start: 09/15/2000 - Project End: 02/15/2002

Grant Number: R03 HS09855

PI Name: SOUMERAI, STEPHEN

Project Title: EFFECTS OF DIFFERENTIAL COST SHARING IN THE ELDERLY

Abstract: The application for a focused-research project proposes to study the effects of reference pricing
for certain anti-hypertensive drugs among people > age 65 in British Columbia. Under policy changes
effective in early 1997, the govemnment plan pays the cost of selected drugs within a therapeutic class,
while patients are responsible for paying the additional cost of any more expensive drugs.

The policy excludes prescriptions by certain specialists and those for people with diabetes or asthma, and
applies to ACE-inhibitors and calcium channel blockers, but not to several other classes that include anti-
hypertensive drugs.

For the two years before and one year after the policy change, the study would compare changes in drug
use for patients who were prescribed the affected anti-hypertensive with use for two other groups: patients
prescribed a calcium channel blocker not subject to reference pricing, to control for changes in use

within the same therapeutic class, and patients treated with the affected drugs in the neighboring province
of Saskatchewan, to contro} for time trends in anti-hypertensive drug use that were not affected by payment
policy changes.

The control groups will be matched by age, gender, and economic status. The investigators would use
segmented linear regression to estimate changes in level and trend of use rates before and after the policy
change.

Fiscal Year: 1999

Department: HARVARD UNIVERSITY (SCH OF PUBLIC HLTH)

Project Start: 09/01/1999 - Project End: 08/31/2001

Grant Number: R0] HS10336
PI Name: TENO, JOAN
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Project Titie: RESIDENT ASSESSMENT OF PAIN MANAGEMENT (RAPM)

Abstract: Frail, older persons residing in nursing homes are a vulnerable population. Often, these patients
are disabled, cognitively impaired, and financially impoverished. Nationally, one in five persons dies in a
nursing home. Research has shown that between 33% and 83% of patients have ongoing pain that impairs
mobility, results in depression, and diminishes quality of life. A recent study from the Center for
Gerontology and Health Care Research at Brown University reported that one in four of cancer patients
discharged from an acute care hospital who were assessed to be in daily pain was not administered any
analgesic medicine The observed high rates of unrelieved pain are not based on a scientific controversy
regarding pharmacological management. They are not based on patient preferences. Educational
interventions and professional guidelines have not remedied this situation-far too many persons are still not
receiving adequate palliation.

An important step to improving the quality of care is raising health care providers' awareness of the
opportunity to improve. The overall goal of this project is to develop and validate an efficient measurement
strategy for accountability and quality improvement of pain management in nursing homes.

Potential sources of data include interviews with nursing home residents or a surrogate in the case of
nursing home residents with severe dementia and the computerized Minimum Data Set (MDS). We propose
to develop and validate a brief, survey of nursing home residents or their loved ones concerning the
quality of pain management through focus groups, cognitive interviews, and conducting tests of reliability
and construct validity (Specific Aim I a). Interviews with the patient or family will utilize the methodology
of Patient-Centered Reports as applied in the Consumer Assessment of Health Plan Study. Because of the
high burden of cognitive impairment in nursing home residents, we will examine the validity and potential
bias of relying on a surrogate to examine the quality of pain management (Specific Aim IT). While MDS
pain assessment instrument reliability has been examined with trained research nurses, a third effort will
examine the reliability and validity of the MDS in its "real world" application (Specific Aim I'b). Based on
the collected information on reliability, validity, and case of data collection, we will formulate an efficient
and valid strategy to examine the quality of pain management for frail, older persons residing in nursing
homes. Qualitative reviews include focus group discussions, expert panel review of proposed instruments,
and cognitive testing. The latter involves carefully interviewing individuals regarding their response
processes. Quantitative analyses include testing intra-rater reliability using the kappa statistic to

identify agreement between tests separated in time. The investigators will test validity by comparing the
correlation between the number of problem areas detected by their instrument and various independent
measures including: 1) the patient's pain intensity measured by the nurse, 2) the pain management index,
3) pain documentation, 4) a registered nurse's assessment of the quality of pain management.

Fiscal Year: 2000

Department: BROWN UNIVERSITY

Project Start: 09/30/2000 - Project End: 08/31/2003

Grant Number: R18 HS11869

PI Name: TEIGLAND, CHRISTIE

Project Title: Using Prospective MDS Data to Enhance Resident Safety

Abstract: The goal of the proposed research is to determine whether preventable adverse outcomes for the
frail elderly population in long term care settings can be reduced by providing prospective computerized
information alerting nursing and other staff to the likelihood of the problem occurring, and further
providing resident specific risk factors likely to cause the adverse outcome so that preventive actions can be
taken. Through the use of prospective clinical data, we hope to shift the focus from using Minimum Data
Set (MDS) assessment data for investigating adverse outcomes after they occur, to one centering on the
safety of individual residents before an adverse event occurs. We plan to test three specific outcomes of
care that are directly related to patient safety and are known to be preventable adverse events -- falls,
pressure ulcers and urinary tract infections (UTIs). These clinical outcomes represent major socio-
economic problems in health care. The specific aims of the project are to: (1) Support the use of clinical
informatics by "front line' staff that are in daily contact with residents. (2) Utilize predictive logistic
regression models that identify the critical risk factors and calculate the likelihood of an adverse outcome
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occurring with a high degree of accuracy. (3) Encourage the day-to-day use of targeted clinical information
through development of a web based application that will flag residents by predicted probability of the
event occurring--high, moderate or low--and report the residents' risk factors based on the most recent
assessment data so that interventions can be initiated before a negative outcome occurs, thereby improving
the processes and outcomes of care. (4) Test the feasibility of accessing the web based application using
‘bedside’ electronic technology vs. hard copy reports. (5) Educate nursing staff about how to use the
technology. (6) Conduct special training aimed at providing a basic understanding of the relevance and
practical application of statistical and clinical information in avoiding errors and improving resident safety,
{7) Measure statistically significant improvements in facility rates for the adverse outcomes following
implementation of the information. (8) Identify 'best practices’ in implementing the use of clinical
informatics, as well as barriers to implementation. (9) Extend the collection and use of this data to the
entire continuum of long term care providers.

Fiscal Year: 2001

Department: FOUNDATION FOR LONG TERM CARE

Project Start: 09/30/2001 - Project End: 03/31/2005

Grant Number: ROl HS119%0

PI Name: TRINKOFF, ALISON

Project Title: Organization influence both patient and worker safety

Abstract: Several recent reports have highlighted growing concerns about the quality of patient care in the
U.S. (I0M, 2001; Kizer, 2000, Kohn, Corrigan & Donaldson, 2000; Schuster et al., 1998). While these
concerns are not new, there is a perception that the quality of patient care is decreasing. At the same time,
injuries to health care workers remain a serious problem. As it is likely that reductions in staffing and other
organizational changes may act as risk factors for adverse outcomes for both patients and worker(1, patient
and worker outcémes will be linked by institution to address this crucial hypothesis. To do this, patient and
worker injury rates in both acute and long term care facilities will be assessed with an ecological
framework, measured over time, using the following specific aims: 1) Examine the relationship of adverse
patient outcomes (post-surgical complications, post-surgical misadventures) to staffing variables (staffing,
skill mix, RN to total) at the institutional level; 2) Examine the relationship of adverse worker outcomes
(worker injuries) to staffing variables at the institutional level; 3) Identify changes in the rate of adverse
patient outcomes in relation to staffing variables by institution, over time (1998-00); 4) Identify changes in
the rate of adverse worker outcomes in relation to staffing variables by institution, over time (1998-00); and
5) Examine the organizational characteristics of hospitals and nursing homes in relation to rates of adverse
patient and worker outcomes. Three years of administrative data (1998-2000) will be compiled from three
states using acute care hospitals and nursing homes. Acute care adverse patient outcomes will come from
the HCUP QI and for nursing homes from the HCFA Minimum Data Set. Organizational descriptors will
be obtained from the AHA Annual Survey database (e.g. total FTEs, RN FTE, nonprofit status, and size)
and OSCAR (beds, special services, and staffing). Worker injuries will be obtained from state First Report
of Injury databases. Longitudinal trends over three years will be examined, using (Generalized Estimating
Equations, in addition to cross-sectional analyses. This study will provide empirical data to support the
utility of modifications in the organization of health systems, which are designed to have the quality and
safety of patient care while maximizing the health and productivity of workers.

Fiscal Year: 2001

Department: UNIVERSITY OF MARYLAND BALT PROF SCHOOL

Project Start: 09/30/2001 - Project End: 09/29/2004

Grant Number: R13 HS10974

PI Name: VILLANI, PATRICIA

Project Title: TOWARD EXCELLENCE IN HOSPICE & PALLIATIVE CARE IN MCOS

Abstract: In March 2000, the American Hospice Foundation (AHF) conducted a conference, Toward
Excellence in Hospice and Palliative Care in Managed Care Organizations that brought together 70
prominent leaders from MCOs large employers, and hospice organizations. The specific aims of the second
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annual "dissemination conference,” planned for November 7-8, 2001, at the Cosos Club in Washington,
D.C,, are to:

- Document and present effective models of end-of-life care in managed care organizations.

- Foster partnerships to ensure rapid adaptation, replication, and dissemination of effective models.
- Collaborate on the development of a template for end-of-life care guidelines for managed care
organizations.

Among the MCOs that will be represented are: United HealthCare, Aetna U.S. Healthcare, Pacific are
Health Systems, Sierra Health Services, Kaiser Permanente, Trigon BC/BS, Harvard Vanguard, Group
Health Incorporated, as well as the American Association of Health Plans. These insurers will confer with
providers and purchasers about services for dying patients and their families, develop partnerships, discuss
ways to implement innovative models, and build the capacity for participation in research activities
discussed at the event.

Based on recommendations made in the first conference, the evening and one-day program will include the
following topics: effective hospice referral programs in MCOs, a model MCO-based physician education
program, a model case management training program, and end-of-life guidelines for disease management
protocols. It is anticipated that the results will include the publication of conference proceedings on the
Web, publication of articles in several national newsletters, development of new research protocols,
establishment of new partnerships, and implementation of models in a variety of managed care
environments.

Fiscal Year: 2001

Department: AMERICAN HOSPICE FOUNDATION

Project Start: 09/30/2001 - Project End: 09/29/2002

Grant Number: U18 HS11064

PI Name: WATSON, NANCY

Project Title: A MODEL FOR USE OF THE Ul GUIDELINE IN US NURSING HOMES

Abstract: This study will test the effectiveness of a new model of care to translate the AHCPR Urinary
Incontinence (UI) Guideline into practice in nursing homes. The model will utilize nurse practitioners in
nursing homes to implement a carefully designed and focused effort to identify, work up, treat and follow
up new cases of urinary incontinence on an ongoing basis -- in collaboration with medical and nursing
staff. The model will be tested utilizing existing nurse practitioners in nursing homes, but has potential
application for all nursing homes -~ regardless of whether they have nurse practitioners on staff -- since the
nurse practitioners’ work could be effectively accomplished by consulting nurse practitioners and could
likely be reimbursed under existing HCFA mechanisms. A quasi-experimental design will be used to
evaluate the practice performance of five experimental nurse practitioners at experimental nursing home
sites and five control nurse practitioners at control nursing home sites

who will be followed prospectively for 15 months prior to the intervention and 15 months during the
intervention using detailed chart review by blind nurse reviewers. A total of 200 cases of new Ul prior to
the intervention and 200 cases of new Ul during the intervention will allow comparison of changes or lack
of changes in key practice performance areas. The study will determine the feasibility of this focused
approach by nurse practitioners for improving specifically targeted areas of Ul care in nursing homes (i.e.,
case identification, treatment of reversible causes of Ul, basic physical examination, rectal examination,
post-void residual testing, bladder training, use of recommended Ul medications) as well as the
effectiveness of the model in reducing Ul in nursing homes, preventing the complications associated with
Ul and improving the quality of life of nursing home residents and families. The cost of the model will also
be determined and compared to usual care.

Fiscal Year: 2000

Department: UNIVERSITY OF ROCHESTER

Project Start: 9/01/2000 - Project End: 08/31/2004
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Grant Number: R03 HS10794

PI Name: WEINER, ANDREA

Project Title: EFFECT OF FORMAL HOME CARE SERVICES ON CAREGIVER BURDEN

Abstract: This proposal addresses providing a better understanding of the dynamics of family Caregiving
to low income and frail elderly individuals living in the community as well as to test the ability of a
program enrolling Medicare- and Medicaid-eligible individuals to support the role of informal care. The
proposed research will accomplish these objectives within the context of the Minnesota Senior Health
Options (MSHO) program! a Medicare- and Medicaid-capitated, integrated health care program for seniors
who are "dually-eligible" (i.e. eligible for Medicare based on their age and eligible for Medicaid based on
their socioeconomic status).

This study uses data from a survey of home and community based MSHO enrollees and two sets of
matched controls not enrolled in MSHO to examine the following specific objectives: 1) To test whether
coverage of dual eligible individuals through the MSHO program reduces family caregiver burden, in
comparison to those not enrolled in MSHO. 2) To determine if family caregiver burden decreases with
increased amount and frequency of home care services, including home health care services, and whether
increased skill level of the formal home care provider will result in lower levels of caregiver burden. 3) To
determine whether formal care use decreases family caregiver burden for patients in the MSHO and non-
MSHO groups, and whether the impact of MSHO on family caregiver burden is a function of formal care
use.

To address these research aims, the Principal Investigator will use a social support conceptual framework 1o
examine how community and home care services moderate the effect of stressors such as care recipient
impairment on caregiver burden. Ordinary least squares regression and structural equation modeling

will be used to carry out the analyses.

Minnesota Senior Health Options (MSHO) began in February 1997. Services are provided through three
health plans and a network of care systems and providers. The demonstration program was offered in four
counties initially and is currently expanding to additional counties in the metropolitan Twin Cities area,
Enrollment in the program is voluntary. The proposed study will use data from dual-eligible individuals
living in the community and their family members.

A subset of three surveys from the main evaluation of MISHO will be used for this study. The survey
nstruments collect data for four purposes: 1) verification of information obtained from secondary data
sources; 2) explanatory variables to be used in analyses of outcomes; 3) provide outcome measures {(e.g.
satisfaction); and 4) classification of enrollees by health and/or functional status to be used for case mix
adjustments.

Fiscal Year: 2000

Department: UNIVERSITY OF MINNESOTA TWIN CITIES

Project Start: 06/15/2000 - Project End: 09/30/2001
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CENTERS FOR DISEASE CONTROL AND PREVENTION
NATIONAL CENTER FOR INJURY PREVENTION AND CONTROL

CDC’s National Center for Injury Prevention and Control (NCIPC) is involved in a wide array of
activities to promote enhanced mobility and independent living among older Americans by
preventing injuries and injury-related disabilities. The Injury Center’s research and programmatic
efforts that target older Americans focus preventing falls, understanding issues affecting older
drivers, and preventing elder abuse. CDC supports the National Resource Center on Safe Aging,
an organization that focuses broadiy on unintentional injury prevention among older Americans:

. CDC funds the National Resource Center on Safe Aging (NRCSA), a joint effort
between the Center on Aging at San Diego State University and the American Society on
Aging, to provide information about preventing injuries among older adults to public
health professionals, senior service providers, and others through an interactive web
site (www.safeaging.org). NRCSA provides information about both intentional and
unintentional injuries. Falls, pedestrian injuries, fires, and elder abuse and neglect are
focus areas.

Falls Prevention

Falls are the leading cause of injuries and disabilities among persons aged 65 and older. Up to
40% of people age 65 and older fall each year, and 208% to 30% of those who fall suffer
serious injuries such as fractures or head traumas that reduce mobility and independence,
and increase the risk of early death. In 2001, 10,300 older adults died and 1.6 million were
treated in emergency departments for fall-related injuries. Hip fractures are the most serious fall-
related fracture. In 2000, there were 319,400 hospital admissions for hip fractures. About 20% of
hip fracture patients die within one year following their injury and many other never regain their
former level of function. Only half of all older adults who were living independently before their
fracture are able to live on their own a year later.

Falls are the leading cause of traumatic brain injury (TBI) among older adults (aged 65 years and
older) in the United States. Approximately 64,000 fall-related TBIs occur annually; that is, each
day an estimated 175 older Americans sustain a fall-related TBI. Of these, 11 die and 44 are
hospitalized because of their injuries. Among older adults, the annual cost of TBl-related
hospitalizations alone is 3.3 billion dollars. With the expected aging of the U.S. population, the
importance of TBI as a public health problem will increase dramatically in the coming years.

Disseminating What Works
CDC researchers have developed The Tool Kit to Prevent Senior Falls, a comprehensive

collection of fall prevention materials for health professionals. The Tool Kit, originally published
in 1999, contains fact sheets, health education materials, and a home assessment checklist
designed to reduce falls and related injuries among older adults. Materials are based on the
published literature and research conducted and sponsored by CDC since the late 1980s. The
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Tool Kit materials, in both English and Spanish, are currently available online. More than 6,000

recipients have requested the Too! Kit for fall prevention programs. Tool Kif materials have been
distributed to clients at senior centers, hospitals, and health departments. The materials have also
been used in professional presentations and for teaching nursing and health care students.

Published by CDC in 2000, U.S. Fall Prevention Programs for Seniors: Selected Programs
Using Home Assessment and Modification describes 18 fall prevention programs in 12 states.
The book, available online, includes a description of the population the program serves, a
summary of the program, its strengths and weaknesses, program materials, funding source, and
contact information. The book also includes contact information for 22 additional programs.
While these programs are diverse, all use comprehensive education and fali-risk reduction
strategies including home assessment and home modification. An appendix provides examples
of materials such as educational brochures and home safety checklists that can serve as models.

Falls Prevention Programs

In FY 2002, CDC funded the California State Health Department to study the effectiveness of
“No More Falls!”, a community-based fall prevention program for independently-living older
adults. The overall goal of this study is to demonstrate the effectiveness of a fall prevention
intervention that is integrated into an existing community-based public health program for older
adults. The study has been implemented among 552 seniors attending Preventive Health Care for
the Aging clinics in two counties: urban San Diego county and rural Humboldt county. The
intervention includes four elements: education about fall risk factors, exercise to increase
strength and balance, medication review, and home assessment and modification. The goal of the
intervention is to reduce incidence of falls requiring hospitalization by 10%. Results of the study,
which is expected to be completed by October 2004, will help guide future efforts to develop
multifaceted fall prevention programs.

In FY 2002, CDC funded state health departments in Arkansas, Maryland, Minnesota, North
Carolina, and Virginia to implement and evaluate a program to teach older adults how to prevent
fires and falls. Remembering When: A Fire and Fall Prevention Program for Older Adults is a
curriculum developed by the National Fire Protection Association, CDC, the U.S. Consumer
Product Safety Commission, and other partners. This program uses lesson plans, brochures, fact
sheets, game cards, and other educational materials to present 16 life-saving lessons developed
for older adults. It is the first program of its kind to educate older adults about both fire- and fall-
related injury prevention, and is one of the few off-the-shelf programs available for communities
to use for this purpose. To date, 382 group presentations and 457 individual presentations have
been conducted; and 3245 alarms have been installed. Tn August 2002, Georgia State University
was awarded to perform an in-depth evaluation of the effectiveness of this program to assess its
ability to improve the knowledge and skills of older adults to prevent fires and falls. Evaluation
results will be used by CDC to make informed decisions about future support and how to
disseminate the program.
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In addition, CDC began funding two state health departments in FY 2002, the Michigan
Department of Community Health and the Washington State Department of Health, to address
falls among older adulss.

. The Michigan Department of Community Health is developing, implementing, and
evaluating hospital-based geriatric fall prevention clinics. The project goals are: 1) to
develop a fall prevention training program; 2) to improve ED provider skills and clinical
pathways; 3) to develop a model hospital-based geriatric fall prevention clinic; and 4) to
reduce all fall risk factors among older adults. It is hoped that the insights and lessons
learned from this project will assist in future deployment of the hospital-based geriatric fall
prevention model.

. The Washington State Department of Health is implementing and evaluating a fall
prevention program (that includes exercise and referrals for medical care management
and education) in three settings and is developing a best practices model to be used
rhroughout the state and nationwide. This intervention follows a community medical
model, which weaves together skills and resources of public health, social service agencies,
and health care providers. Program staff will conduct a systematic evaluation to
determine the impact and outcomes of the targeted intervention activities. It is hoped
that the findings from this program will assist in the development of guidelines for
implementing this type program using existing community-based resources.

Gathering Better Data on Falls

In order to understand more about fall-related risk factors and how falls occur (e.g,
circumstances, predisposing and enabling factors, especially for population subgroups such as the
oldest old and minorities), CDC is supporting the expansion of the National Electronic Injury
Surveillance System of the Consumer Product Safety Commission to collect information about
fall injuries from hospital emergency departments. CDC is also funding the 2" Injury Control
And Risk Survey, a national injury survey that will include information about the prevalence of
falls and fall prevention behaviors among seniors.

Research on Falls Prevention
CDC conducts research by CDC scientists, and through a peer-reviewed, investigator-initiated
grants program in universities and other research institutions across the country.

In a study using National Hospital Discharge Survey data, CDC analyzed hip fracture
hospitalization rates between 1988 and 1996, and found that rates for older women increased
40% while the rates for men remained stable. Of the 340,00 hospitalizations for hip fracture in
1996, 80% occurted among women.

While we know that multi-component interventions have been successful in reducing falls among
high-risk older adults, few studies have addressed how such approaches can be practically and
effectively applied within existing community structures. In FY 2002, CDC began funding the
Wisconsin Department of Health, in collaboration with the University of Wisconsin, to conduct
a randomized controlled trial to assess the effectiveness of a comprehensive approach to
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preventing falls among adults ages 65 and older at high risk for falls. This project will use two
complementary strategies: a comprehensive at-home assessment followed by individualized risk
reduction strategies, and a broad-based program to engage and educate service agencies and
health providers.

The intervention involves two components: identifying predisposing fall risk factors through a
comprehensive assessment, and facilitating risk reduction through changes in medical condition,
vision, medications, behavior, physical functioning, home environment, and social support. The
intervention will include participation in existing exercise classes that have been certified by the
project, and will also link participants to existing medical care and human service networks. After
one year, the intervention group is expected to show a 40% decrease in fall rates. Other expected
outcomes include decreased hospital and nursing home stays, improved physical function, and a
decreased fear of falling. The study is expected to be completed in August 2005.

Previous extramural research (peer-reviewed, investigator-initiated grants) on reducing falls in
nursing homes has shown promising results in reducing falls by as much as 19 percent. Building
on these results, researchers have conducted a randomized controlled trial to test the
effectiveness of the Tennessee Fall Prevention Program, a statewide effort to train nursing home
staff about safety practices that can prevent falls among residents. If this program is effective, it
will provide a model for cost-effective injury prevention programs in long-term care facilities.

Extramural research grants funded in FY 2001 and FY 2002 were the following:
. Project Title: “Biomechanics of Injury Prevention During Falls”

Project Director: Stephen Robinovitch, Ph.D.

Institution: San Francisco General Hospital; Biomechanics Research Laboratory; San

Francisco, California
Considerable evidence now exists that fall severity, as defined by the configuration and velocity
of the body at impact, is a stronger predictor than bone density of hip fracture risk. Data also
suggest that specific protective responses exist for reducing fall severity and fracture risk,
including braking the fall with the outstretched hands, and absorbing energy in the lower
extremity muscles during descent. This study is designed to better define the biomechanical and
neuromuscular variables that govern safe landing during a fall, and to identify the neuromuscular
variables governing the efficacy of the protective responses as the basis exists for designing
exercise-based interventions for reducing hip fractures in the elderly and other fall-related
injuries.

. Project Title: "Biomechanics of Injury Prevention During Falls”
Project Director: Walter Short H., M.D.
Institution: SUNY Health Science Center; Department of Orthopedic Surgery; Syracuse,
New York

Data suggest that specific protective responses exist for reducing fall severity and fracture risk.
These include breaking the fall with the outstretched hands and absorbing energy in the lower
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extremity muscles during descent. However, no study has directly compared these responses in
the young and elderly, or identified the neuromuscular variables governing the efficacy of these
responses. Accordingly, little basis exists for the design of exercise-based interventions for
reducing hip fractures in the elderly. This project seeks to understand these questions.

Older Drivers

In 2000, 7,529 people 65 years and older died in motor vehicle crashes. People 65 years and
older represented 13 percent of the population in 2000 and 17 percent of motor vehicle deaths.
The 65-and-older age group is the fastest growing segment of the population. By 2030, elderly
people are expected to represent 20 percent of the population. Elderly people are more
susceptible than younger people to injury and death following motor vehicle injuries.

Identifying the Severity of Problem and the Risk Factors Involved

CDC has analyzed fatal and nonfatal injury data to assess trends over time in motor vehicle-
related deaths to older persons. The rate of both fatal and nonfatal motor vehicle-related injury
increased during the study period. Rates increased as age increased, and men had rates twice as
high as women. CDC collaborated with the University of California, San Diego to explore why
older drivers stop driving. This study found that medical conditions were the most commonly
given reason for stopping, and vision loss was the most common problem.

CDC also conducts research through peer-reviewed, investigator-initiated grants program in
universities and research institutions across the country. In FY 2001 and FY 2002, the following
extramural research grant related to older drivers was funded:

. Project Title: “Motor Vehicle Crashes Among the Elderly”

Project Director: Maria Segui-Gomez, M.D., S¢.D.

Institution: Johns Hopkins University; School of Public Health; Baltimore, Maryland
This study measures outcomes and crash-related problems one year after injury; identifies factors
that predict poorer outcomes; and compares the prevalence of problems amongelderly MV crash
victims, the general elderly population, and other injury victims.

Elder Abuse

Abuse of elderly persons is on the rise in the U.S. In 1996, the National Elder Abuse Incidence
Study reported 550,000 incidents of abuse among elderly persons. There are no federal
requirements for elderly protective servioes, nor are there regulations on training staff who
provide protective services or for those investigating alleged cases of elder abuse. State
protective services for the elderly vary widely; some are merged with children’s services while
others are separate.

Research on Elder Abuse
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In FY 2001 and FY 2002, CDC’s NCIPC and Public Health Practice Program Office awarded a
grant to the University of Jowa to evaluate the implementation and impact of state adult
protective service statutes and regulations on the conduct of elder abuse investigations and
outcomes. This study found that states that require mandatory reporting of elder abuse and that
closely track the number of these reports have higher investigation rates. Additionally, there are
substantial differences among the states in the extent to which they investigate and are thus able
to substantiate elder abuse cases. This difference is partially attributed to variations in state
statutory requirements for mandatory reporting of elder mistreatment. Thus, to better address the
growing public health concern of elder abuse, there is need to improve data collection at the state
level.

NATIONAL CENTER FOR INFECTIOUS DISEASES

Infectious diseases remain a serious problem in the U.S. Pneumonia and influenza remain the
sixth leading cause of death in the United States and septicemia has risen dramatically during the
past three decades to become the 11th leading cause of death. Chronic liver disease, a substantial
proportion of which is due to hepatitis C virus, is the 10th leading cause of death in the U.S.
Pneumonia and septicemia are also contributing and precipitating factors in the deaths of many
Americans with other ilinesses, especially cardiovascular diseases, cancer, and diabetes.
Infectious diseases have a disproportionate impact on older Americans, 65 years old and older.
Quality of life also declines for millions of older Americans as a result of infectious ilinesses.
Prevention and control of infectious diseases will enhance and lengthen the lives of older
Americans, make them more productive, and reduce associated medical costs.

CDC emphasizes surveillance and training to prevent and control hospital-acquired and other
institutionally acquired infections in elderly patients. Additionally, CDC staff provides education
regarding infection control to care providers at nursing home and patient care conferences. This
education focuses on patient care treatment and procedures associated with the highest risk of
infection. Through the National Nosocomial Infections Surveillance (NNIS) system, special
infection risks of elderly patients have been identified. According to NNIS, over half of the
hospital-acquired infections occur in elderly patients, although these patients represent about one-
third of all discharges from hospitals. The use of certain devices, such as urinary catheters,
central lines, and ventilators, are associated with high risk of infection in all types of patients. In
elderly patients, the risk of infection is high even when a device is not used, suggesting that
infection control must address other risk factors such as lack of mobility and poor nutrition, in
addition to device use.

Monitoring Influenza

Although delivering the influenza vaccine to persons at risk is a critical step in preventing illness
and death from influenza, immunization is only part of the prevention equation. Other CDC
efforts to combat influenza in the elderly include: (1) improving domestic surveillance through
the sentinel and state health department laboratory surveillance networks; (2) conducting
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surveillance for influenza viruses in the U.S. and increasing surveillance of influenza in the
People's Republic of China and other countries in the Pacific Basin so the virus strains in the
influenza vaccine can be updated each year ; (3) conducting studies to better define the
immunological response of the elderly to influenza vaccines and to natural infection; (4)
conducting immunological studies involving laboratory and clinical evaluation of inactivated and
live attenuated influenza vaccines in an effort to identify improved vaccine candidates; (5)
improving methodologies for rapid viral diagnosis; (6) using recombinant DNA techniques to
develop influenza vaccines that may protect against a wider spectrum of antigenic variants; and
(7) providing laboratory training in the People’s Republic of China, other Pacific Basin countries,
and Latin America to develop and expand capacity for the diagnosis and detection of antigenic
changes in the virus.

Preventing Pneumococcal Disease

Prevention of pneumococcal disease in the elderly requires widespread application of
effective immunization. New data from CDC’s Active Bacterial Core Surveillance, a
component of the Emerging Infections Program, indicate that disease rates are dropping in
the elderly as a result of providing the new pneumococcal conjugate vaccine to children.
Disease rates remain high in elderly persons, however, and giving pneamococcal vaccines
to this age group remains important. CDC is working to improve use of the currently-
available pneumococcal polysaccharide vaccine and is helping to evaluate possible new
vaccines, such as conjugate and commeon protein antigen vaccines, for the elderly. These
measures are critical to decrease illness and death from pneamococcal infections in the
elderty. The elderly are also at high risk for disease due to drug-resistant pneumococeal
strains; through the ABCs system, CDC is monitoring the spread of drug-resistant
preumococcal strains and evaluating factors contributing to resistant infections.

Other Respiratory Infections

Recent studies have suggested that noninfluenza viruses such as respiratory syncytial virus and
the parainfluenza viruses may be responsible for as much as 15 % of serious lower respiratory
tract infections in the elderly. These infections can cause outbreaks that may be controlied by
infection control measures and treated with antiviral drugs. It is important to define the role of
these viruses and risk factors for these infections among the elderly. CDC is working to define
the disease burden associated with respiratory syncytial virus and parainfluenza virus infections
in the elderly and helping to develop vaccination strategies for respiratory syncytial virus.

Healtheare-acquired Infections and Adverse Health Events

The Institute of Medicine (IOM) has reported that preventable adverse events associated
with healthcare, including healthcare-acquired infections, result in 98,000 deaths and $29
billion in additional healthcare costs annually. Overall, 3-4% of all patients suffered a
healthcare related adverse event. The elderly are disproportionately affected by such
adverse events.
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Existing technology and knowledge can prevent many adverse events but prevention
strategies have not been widely and successfully implemented. However, some successes
have occurred. For example in 2000, CDC reported that bloodstream infections among
patients in U.S. intensive care units, most of whom are elderly, declined by 32% to 43%
during the 1990’s (MMWR 2000:49;149-153). This success is due to improved efforts in
infection control in U.S. hospitals, to technological advances, and to improved patient care .
CDC is embarking on a 5 year plan to substantially reduce bloodstream infections in other
healthcare settings such as cancer and dialysis centers, respiratory infections in long term
care patients, infections following surgery, and infections due to antimicrobial resistant
organisms. CDC has increased its focus on the use of new information technologies to
improve efficiency, developed new collaborations with both private sector partners and
public sector partners, and expanded its work in non-hospital settings (long-term care,
home health care, cancer centers, dialysis centers) where a substantial portion of
healtheare for the elderly is provided. Regarding antimicrobial resistance, CDC, through
the Campaign to Prevent Antimicrobial Resistance in Healthcare Settings
(http://www.cdc.gov/drugresistance/healthcare) Is promoting strategies for clinicians to
use to prevent antimicrobial resistance in many healthcare settings for the elderly (e.g.,
hospitals, dialysis centers, long-term care facilities).
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Group B Streptococcus Disease

Group B streptococcus (GBS) is a major cause of invasive bacterial disease in elderly persons in
the U.S. To document the magnitude of GBS disease in the elderly and develop preventive
measures, CDC established population-based surveillance for GBS disease and case control
studies to identify risk factors. An analysis of active surveillance data from 1993-1998 that was
published in the New England Journal of Medicine in 2000 showed that the incidence of disease
in adults > 65 years old in 1998 was 20.1/100,000 population and the case fatality ratio was 15%
compared to 8% in adults 15-64 years old. Consistent with findings from earlier surveillance, the
incidence of disease in black adults was approximately twice that in non-black adults. These
data, along with serotype data on adult invasive GBS isolates, will be utilized to develop and
evaluate vaccines and to promote the prevention and treatment of GBS disease in the elderly
population.

Foedborne disease

Foodborne disease is of particular concern in the elderly, who typically can have higher iliness
and death rates from foodborne pathogens than younger persons. Of particular concern are
Salmonella enteritidis infections, often caused by undercooked eggs, and Escherichia coli
0157:H7 infections, often caused by undercooked hamburger. CDC is working with USDA and
FDA to encourage use of pasteurized eggs in nursing homes and thorough cooking of hamburger
meat.

Listeriosis is a severe bacterial foodborne infection that particularly affects the elderly, as well as
pregnant women and immunocompromised person. CDC is participating in the interagency
federal control plan for listeriosis, that includes enhanced surveillance, investigation of sporadic
cases and of outbreaks to determine the sources, so that control measures can be targeted, and
increased efforts to educate persons at higher risk in prevention measures.

Preventing Legionnaires’ Disease

An estimated 8,000 - 18,000 cases of Legionnaires’ disease occur each year in the United
States. Legionnaires’ disease is a severe form of pneumonia caused by the bacterium,
Legionella spp. Between 5%-30% of persons contracting Legionnaires’ disease die
depending on underlying risk factors. The elderly, particularly those with underlying
chronic diseases, are at greatest risk. Although attack rates are low, legionnaires’ disease
can be transmitted when susceptible persons are exposed to mists that come from a water
source (e.g., air conditioning cooling towers, whirlpool spas, showers) contaminated with
Legionella bacteria. Novel prevention strategies are focusing on the use of new
disinfectants in water systems that may have the potential for greatly reducing the
occurrence of legionnaires’ disease. In addition, CDC is developing improved surveillance
systems to more quickly identify outbreaks.
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Gastrointestinal Disease

Studies using information from national data bases show that of all age groups, the elderly (=70
years old) have the highest rates of hospitalizations and deaths associated with diarrhea in the
United States. In the elderly, caliciviruses (also called Norwalk-like viruses or Smali Round
Structured Viruses) are likely to be the most common cause of both epidemics and sporadic
hospitalizations for acute gastroenteritis and studies needed to confirm this hypothesis are now
underway. These studies should lead to a better understanding of ways to prevent gastrointestinal
disease in the elderly. The recent identification of rotavirus as a cause of epidemic diarrhea in
the elderly suggests that one approach to control may involve use of vaccines currently used for
young children. Further study is now needed to determine the importance of rotavirus to
gastrointestinal disease in the elderly.

Other Infectious Diseases

It is becoming increasingly evident that infections play a major role in causing or contributing to
some chronic diseases. Some of these conditions result from infection acquired at a younger age
(including liver cancer and cirrhosis related to chronic hepatitis B or hepatitis C, stomach and
duodenal ulcers or gastric cancer from Helicobacter pylori), while others develop from exposures
later in life. CDC is actively promoting and pursuing ways to prevent initial infection and the
chronic consequences of such infections. Microbes are also suspected but not yet proven as
triggers of still other chronic conditions. CDC is developing research activities that identify and
define these relationships. The potential to use infection control in the prevention or treatment of
infections that produce chronic disease can improve the quality and length of life for many
elderly persons.

NATIONAL IMMUNIZATION PROGRAM

CDC(C’s National Immunization Program provides medical and epidemiologic expertise and
collaborates with other CDC organizations and HHS agencies in developing strategies to
enhance immunization coverage among adults, including influenza, pneumococeal,
hepatitis B, measles, mumps, rubella, and varicella vaccines and combined tetanus and
diphtheria toxoids. One of the greatest public health challenges is extending the success in
childhood immunization to the adult population. The burden of vaccine-preventable
diseases in adults in the U.S. is staggering - approximately 46,000 to 48,000 adults die each
year from vaccine-preventable diseases.

Despite the progress that has been made, adult vaccines continue to be underutilized.
Reasons for this include: 1) limited appreciation of the impact of adult vaccine-preventable
diseases and missed opportunities to vaccinate during contacts with health-care providers;
2) failure to organize programs in medical settings that ensure adults are offered the
vaccines they need; 3) doubts about the safety and efficacy of adult vaccines; 4) selective
rather than universal approaches to vaccination; and 5) inadequate reimbursement for
adult vaccination services.
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To address these challenges, CDC has taken a number of steps, including:

Tools for Supporting Adult Immunization Practices

Enhancing education and training is a priority in adult vaccination efforts. In 2002, the
first version of the Adult Clinic Assessment Software Application (ACASA) was produced
and distributed. This software application is a tool that can be used by health care
practitioners and clinic managers to estimate their vaccine coverage levels and help
determine an appropriate course of action to improve coverage. ACASA is public domain
software and can be installed at no cost to the health care practice.

CDC and the Association of Teachers of Preventive Medicine produced the “Increasing
Adult Immunization Rates: What Works” interactive software (CD ROM) program
targeted at private primary care providers who provide health care services primarily for
adults. This program focuses on strategies to increase immunization coverage levels among
adults and technical issues relating to adult vaccinations. Over 3,000 copies were
distributed, free of charge, between October 2001 and January 2002.

NIP staff are developing guidance to be published in 2003 to help health care providers
decide which combination of interventions from the “Vaccine-Preventable Disease” section
of the Guide to Community Preventive Services (Communily Guide), is most appropriate for
their practice settings and mix of patients. The Community Guide provides public health
decision makers with recommendations to promote health and to prevent disease, injury,
disability, and premature death, inclading a range of interventions that are known to raise
adult vaccination coverage.

Recommendations

Revision of Standards for Adult Immunization Practices, which were first developed in
1990, were completed during 2001-2002. The updated standards were published in the
American Journal of Preventive Medicine in 2003.

Development of an adult immunization schedule was begun in April 2001 by a sub-group of
the Advisory Committee on Immunization Practices (ACIP) and published in 2002. The
schedule provides a user-friendly summary of immunization recommendation for adults.

The Advisory Committee on Immunization Practices updated the recommendations for the
use of influenza vaccine in the April 12, 2002 MMWR. This update included the
recommendation that priority of early (October and November) vaccination be given to
high risk groups, including adults 65 years and older.

In May 2002, NIP and the American Medical Association co-sponsored the second National
Immunization Vaccine Summit. One hundred and thirty five representatives from over 50
public, private, and nonprofit organizations explored relevant issues and made
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recominendations regarding the annual effort to encourage influenza immunization. By
the close of the summit, 50 recommendations had been made in six categories -
Communication; Vaccine Payment; Vaccine Handling, Distribution, and Storage;
Community Immunization; State and Local Support and Promotion; and Implementation
of Interventions.

Standing Orders

Dissemination of guidelines for health care providers is another impertant activity. CDC,
in collaberation with the Advisory Committee on Immunization Practices and the Centers
for Medicare & Medicaid Services (CMS), has recommended a key strategy called
“standing orders” to improve influenza and pnenmoceccal vaccination levels in nursing
homes throughout the country. A standing order enables nursing homes to provide these
vaccinations to nursing home residents without an individual prescription.

In 2002, CDC and CMS completed a 3-year program to promote standing orders for
Medicare patients in nursing homes. Initial data showed that standing orders are both
more effective and more cost-effective than other available or used methods for
immunizing nursing home residents and influenza and pneumococcal diseases.

Delivering Vaccines to Adults

Adult immunization coverage levels are well below the Healthy People 2010 goal of 90
percent, and racial and ethnic disparities in influenza and pneumococeal vaccine coverage
rates continue to exist. In the 2001 National Health Interview Survey, 65% of whites, 52%
of Hispanics, and 49% of Blacks reported receiving influenza vaccine in the preceding 12
months. The disparities for pneumococcal vaccination are even greater: 58% of whites,
33% of Hispanics, and 35% of blacks had received pneumococcal vaccination. HHS has
made elimination of these disparities a priority, and to help address this priority, in 2002
CDC launched the Racial and Ethnic Adult Disparities in Immunization Initiative
(READII) demonstration project.

The READII demonstration project is being conducted in five sites (Chicago, Illinois;
Rochester, New York; San Antonio, Texas; Milwaukee, Wisconsin; and 19 counties in the
Mississippi Delta region) to identify successful interventions to improve influenza and
preumococcal vaccination coverage among adults 65 years and older. The sites are
collaborating with community partners to identify evidence-based interventions and
innovative approaches to increasing immunization levels, such as supporting provider-
based interventions, increasing community demand for vaccinations, enhancing access to
vaccination services, and implementing vaccination interventions in non-medical settings.
At the conclusion of the demonstration project, CDC plans to share lessons learned and
should additional resources become available, replicate “what works” in other sites across
the country.

Testing Vaccine Safety and Effectiveness
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CDC is actively engaged in determining vaccine safety and effectiveness. CDC and three
health plans assessed the effectiveness of influenza vaccine in patients age 65 or older in
preventing hospitalizations and deaths during the 1996 through 2001 influenza seasons.
Results showed that vaccination prevented 18-24% of the hospitalizations for pneumonia
and 35-61% of all deaths. These findings support the concept that health plans should
cover influenza vaccination, as well as actively promote the vaccine each fall.

In 2002, CDC collaborated with a health plan to examine whether influenza vaccine
protects older adults against recurrent coronary events, This study examined 1,378 health
plan enrollees who experience a first myocardial infraction in 1992-1996 to determine if
receiving the influenza vaccine reduced the risk of recurrent coronary events. The resuits
of this study suggest that influenza vaccine does not protect older adults against recurrent
coronary events.

CDC and Emory University are planning to conduct a clinical trial to determine if
protection from the pneumococcal polysaccharide vaccine (PPV) can be increased among
elderly adults by using a combination of PPV and the pneumococcal conjugate vaccine
(PCV). If a combination of vaccines if more effective than using PPV alone, studies will be
performed to measure how much better this protects the elderly from pneumonia.

Understanding Gaps

CDC has commissioned two Institute of Medicine (IOM) studies related to vaccine
financing. Calling the Shots: Immunization Policies and Practices found that “additional
funds are needed to purchase vaccines for uninsured and underinsured adult populations
within the states.” Regional meetings were held in Chicago, Austin (Texas), and Los
Angeles and a national meeting were held in Washington, D.C., to promote the study's
conclusions and recommendations. Summaries of the Chicago and Austin meetings, which
emphasized regional and local issues, have been published. Meeting reports from the other
meetings will be published in 2003. Financing Vaccines in the 21% Century: Assuring Access
and Availability, which was released in the summer of 2003, suggests that a new set of
financing strategies are necessary to assure access to recommended vaccines and to sustain
the availability of vaccines in the future, including vaccines that are recommended for
adults.

CDC conducts research to better understand and improve adult vaccine delivery,

including:

* Reviewing adult immunization activities in the state immunization programs, 1997-
99, to determine best practices.

* Tested AFIX (Assessment, Feedback, Incentive, and eXchange) methods, very
successful for childhood immunizatien, for physicians of Medicare beneficiaries in
New Jersey.

* Surveying African American physicians to identify barriers to delivery of adult

immunization, and will use the results to design and evaluate a provider-based
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intervention to improve vaccination services.

* Designing and evaluating a multi-component intervention in New Jersey to improve

the use of influenza and pneumococcal vaccination and cancer screening
(mammography and Pap testing) among African American women enrolled in
Medicare.

Influenza Communication and Communications Research

Beginning in August 2001, NIP introduced the Flu Bulletin, which is produced and
distributed to provide the latest information on developments in vaccine production,
supply, distribution and other relevant news. The publication is electronically distributed
to partner organizations and is also available on the NIP website.

In 2002, NIP held a series of focus group discussions with Hispanic and African American
seniors and in-depth interviews with physicians. The information is being used to assist the
five Racial and Ethnic Disparities in Adult Immunization Initiative (READII)
demonstration sites develop programs, educational materials, and media campaigns
promoting influenza and pneumococcal vaccination to Hispanic and African American
adults 65 years and older. This research found that regardless of race, gender, or
geographic location, the most common reason for not getting an influenza vaccination was
the belief that the vaccine could give them influenza. Participants were motivated by the
concept of “protecting other,” and the groups were most responsive to posters showing
images of seniors with their families. When asked about pneumococcal vaccination, many
people said they were not aware of it or that it was recommended for their age group.

NIP worked with a national social marketing firm to include questions related to
immunization in the national Healthstyles Survey in 2002. One set of questions was
designed to help CDC learn more about older Americans’ knowledge and use of influenza
and pneumococcal polysaccharide vaccines.

Adult Immunization Influenza Campaigns

As a result of the delay in the distribution of influenza vaccine during the 2001-2002
influenza season, NIP conducted a national public education campaign to help ensure that
the first available doses of vaccine went to people at highest risk for complications from
influenza, such as adults 65 years and older. NIP developed posters and fliers for health
care providers to use with their patients. These materials stressed the benefits of influenza
vaccination, especially for people at risk of serious complications, and were available in
both Spanish and English. Over 30,000 posters and 10,000 kits containing materials and
instruction on the most effective use of the materials were sent to local and state health
departments, partners, professional bealth care organizations, and others. The materials
were also available on the NIP website. In addition, a national media campaign targeting
older adults, adults suffering chronic illness, and individuals at risk in African American
and Spanish-speaking communities was conducted. Between September 2001 and January
2002, radio and television public service announcements and video news releases (VNRs)
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were produced in Spanish and English and distributed nationally. Almost 8 million people
in the U.S. saw the VNRs, and of these, approximately 1.5 million saw the Spanish-
language VNRs. Over 5.5 million people viewed the television PSAs of which almost 4
million were Spanish-speaking, 40 million people throughout the county heard the audio
news releases of which almost 38 million were Spanish-speaking, and over 19 million
people heard the radio PSAs of which almest one million were Spaunish-speaking.

During the 2002-2003 influenza season, the major vaccine manufacturers were able to
produce a record supply of vaccine - 95 million doses. Eighty-two million doses were
delivered by the end of October 2002. The ample supply of vaccine allowed NIP to
concentrate on promoting the benefits of influenza vaccine for children and adults and the
most current Advisory Committee on Immunization Practices influenza vaccine
recommendations. NIP developed a number of print materials in English and Spanish,
which were made available in multiple formats on the NIP web site. In mid-October, print
materials were sent to 3,000 local and state health departments and private providers.
Eight new posters and five new flyers were available for patient education as well as a
checklist for organizations holding mass immunization clinics. In mid-November, a second
set of print materials were distributed to 3,000 local and state health departments and
private providers and 3,000 pharmacists in states where pharmacists can administer the
influenza vaccine. These materials encouraged those who had not yet received the vaccine
to get a shot to protect themselves and their loved ones. In addition, a national media
campaign was launched in October 2002 to inform the public that an ample supply of
influenza vaccine was available and to reinforce CDC's influenza immunization
recommendations. In October, a press conference and a media teleconference were held,
followed by a second media teleconference in November. Between October 2002 and
January 2003, three English and two Spanish VNRs and four English and three Spanish
audio news releases were produced and distributed to every major city in the country.

NATIONAL CENTER FOR HEALTH STATISTICS

CDC’s National Center for Health Statistics (NCHS) is the Federal Government's prineipal
health statistics agency. The NCHS data systems address the full spectrum of concerns in
the health field from birth to death, including overall health status, morbidity and
disability, risk factors, and health care utilization.

The Center maintains over a dozen surveys and vital statistics data files that collect health
information through personal interviews, physical examination and laboratory testing,
administrative records, and other means. These data systems and the analyses that result
are designed to provide information useful to a variety of policy makers and researchers.
NCHS frequently responds to requests for special analyses of data that have already been
collected and solicits broad input from the health community in the design and
development of its surveys.
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A broad range of data on the aging of the population and the resulting impact on health
status and the use of health care are produced from these systems. For example, NCHS
data have documented the continuing rise in life expectancy and trends in mortality that
are essential to making population projections. Data are collected on the extent and nature
of disability and impairment, limitations on functional ability, and the use of special aids.
Surveys are designed to examine the use of hospitals, nursing homes, physicians' offices,
home health care and hospice, and are being expanded to cover hospital emergency rooms
and surgi-centers.

In addition te NCHS surveys of the overall population that produce information about the
health of older Americans, 2 number of activities provide special emphasis on the aging.
They are described below.

The Second Longitudinal Study of Aging

The Second Longitudinal Study of Aging (LSOA II) is a collaborative project of the
National Center for Health Statistics and the National Institute on Aging. This prospective
survey consists of a baseline interview, the Second Supplement on Aging (SOA II), and two
follow-up interviews fielded at two-year intervals. The SOA II interviews were conducted
with a nationally representative sample of 9,447 civilian noninstitutionalized Americans 70
years of age and over. It was fielded as part of the 1994 National Health Interview Sarvey
and interviews were collected in-person between 1994 and 1996. The follow-up interviews
were administered by phone, one in 1997-1998 and one in 1999-2000.

The LSOA II is designed primarily to measure changes in the health, functional status,
living arrangements, and health services utilization of older Americans as they move into
and through the oldest ages. In addition, the study provides a mechanism for menitoring
the impact of proposed changes in Medicare and Medicaid and the accelerating shift
towards managed care on the health status of the elderly and their patterns of health care
consumption. Finally, the LSOA II replicates the first Longitudinal Study of Aging which
was conducted ten years earlier between 1984 and 1990. To this end, questions concerning
physical functioning and health status and their correlates which were part of the first
LSOA are repeated in the LSOA II. These include questions on activities of daily living,
instrumental activities of daily living, and work-related activities, as well as medical
conditions and impairments, family structure and relationships, and social and community
support. In addition to these repeated items, the LSOA II questionnaire has been
expanded to include information on risk factors (including tobacco and alcohol use),
additional detail on both informal and formal support services, and questions concerning
the use of prescription medications.

Public-use data files for the LSOA 11 are available at http://www.cde.gov/nchs/Isoa.htm.
These files include all public-use data derived from interviews conducted with the LSOA 11
cohort during the baseline contact and at each of the two follow-up contacts. Data
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obtained at the follow-up interviews from surviving sample persons, as well as data
obtained for decedents, are included. Finally, codebooks for each of the data files,
Statistical Analysis System (SAS®) program files, and all LSOA II questionnaires have
been made available as well. These data, when used in conjunction with data from the first
LSOA, enable researchers to: a) identify changes in functional status, health care needs,
living arrangements, social support, and other important aspects of life across two cohorts
with different life course perspectives; and b) examine trends and determinants of “healthy
aging.” Users of the LSOA and LSOA II data have typically consisted of researchers in the
Federal government and university settings, policy planners, and agencies and
organizations serving older persons.

Health, United States, 2001, Special Excerpt: Trend Tables on 65 and Older Population
In March 2002, the Health, United States, 2001, Special Excerpt: Trend Tables on 65 and
Older Population was published. This special excerpt from Health, United States, 2001
contains select tables that include data on the 65 and older population.

Data Warehouse on Trends in Health and Aging

This data dissemination project, funded in part by the National Institute on Aging, is
iocated in the Office of Analysis, Epidemiology, and Health Promotion. The Warchouse
presents data on the health and health care use of the elderly population in the United
States, from data sources within CDC, and from other federal sources such as the Census
Bureau and the Centers for Medicare and Medicaid Services. The data are presented in
interactive tables using a user-friendly dissemination tool, Beyond 20/20 software. The
data in the tables can be manipulated and presented in charts and maps. The data are
intended for use by policy and program analysts, researchers and the general public. The
tables cover such topics as hospital and nursing home use, functional status, life
expectancy, health risk factors and health care spending. The data are typically broken
down by age, gender, race and Hispanic origin and contain explanations of the data source,
data limitations, and interview questions. The data are often age-adjusted and measures of
variability sach as standard errors are provided. New developments in the Warehouse
include statistical utility which allows users to perform statistical tests on the difference
between two estimates or two trend lines and a Spanish version of the Warchouse. The
Warehouse can be accessed at: hitp://www.cde.gov/nehs/agingact.htm.

The Federal Interagency Forum on Aging-Related Statistics

The Forum was initially established in 1986, with the goal of bringing together Federal
agencies with a common interest in database development and statistical compilation on
issues in aging. The Forum has played a key role in improving aging-related data by
critically evaluating existing data resources and limitations, stimulating new database
development, encouraging cooperation and data sharing among Federal agencies, and
preparing collaborative statistical reports.

The Forum has spent the past year updating its successful chartbook Older Americans
2000: Key Indicators of Well-Being. The purpose of this chartbook is to provide readers
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with a broad range of indicators that can be used to track those areas of health and well-
being that are improving for the older population, as well as highlight those areas that
require more attention and effort.

To assist the Forum in developing recommendations for health insurance coverage
measures in its chartbook, the Forum co-sponsored a workshop (with the Agency for
Healthcare Research and Quality) entitled “Health Insurance for the Elderly: Issues in
Measurement.” The workshop presented Forum members with descriptions of current and
future issues in health insurance coverage for the elderly as well as provided them with
expert advice on short- and leng-term data needs and measurement issues facing the
Federal statistical system.

In addition to these activities, the Forum’s working group on data needs spent the past year
developing a template to collect detailed information on how residential settings for people
age 65 and over are identified, defined, and classified in Federally-sponsored surveys. This
activity addresses one of the nine data needs identified in Older Americans 2000: Key
Indicators of Well-Being --"Distinguishing between different types of long-term care
facilities and the transitions that occur between them.” Working in conjunction with
several other interagency efforts, the working group plans to collect key data elements
from Federally sponsored surveys to produce a compendium that provides detailed
information on how the surveys include or exclude “institutions” from their sampling
frames.

During the coming year, the Forum will continue to address the data needs that are
identified in the Forum’s chartbook, particularly in areas such as transitions into and
between long-term care settings, and improving measures of income and wealth in surveys.
The Forum will also continue working on the next edition of Older Americans 2004: Key
Indicators of Well-Being, while concurrently updating the existing indicators on the
Forum's Web site at: http://www.agingstats.gov.

NHANES I Epidemiologic Follow-Up Study

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 re-interviews the 14,407 participants who were 25-74 years of age when first
examined in NHANES 1. NHEFS was designed to investigate the relationships between
clinical, nutritional, and behavioral factors assessed at baseline (NHANES I) and
subsequent morbidity, mortality, and hospital utilization, as well as changes in risk factors,
functional limitation, and institutionalization.

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
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pressure and weight measurements. Continued follow-ups of the NHEFS population were

conducted by telephone in 1986 (limited to persons age 55 and over at baseline), 1987, and
1992.

Participant 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, providing a valuable
group for examining the aging process. All NHEFS Public use data tapes are available via
the Internet, CD-Rom, and from the National Technical Information Service for all four
waves of follow-up. 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.
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While no full-scale interview re-contacts are currently planned for this cohort, mortality
data collection is scheduled to continue indefinitely. NCHS will continue collecting cause of
death information for the NHEFS cohort by matching records to the National Death Index.
NCHS will produce an updated mortality file through 1997, which will extend the follow-
up period to 25 years.

NHANES

The current National Health and Nutrition Examination Survey began field operations in
April of 1999 as a continuous survey with some content changes anticipated every two
vears. Although a wide range of the conditions assessed in NHANES are most common
among the elderly, several components are particularly relevant to aging research:

. Muscle Strength, Impairment, and Disability: From 1999-2002, all persons age 50+
had measurement of isokinetic muscle strength of knee extensors and flexors, and
from 1999-2004 all persons age 60+ will have an assessment of ability and time to get
up from an armless chair five times and time to perform a twenty foot walk at the
usual speed. Both sets of measures provide important data on physical impairment
and function in the elderly and can be correlated to other disability related self
reported items and other objective measurements obtained in the survey.

. Lower Extremity Disease: For the first time, the survey includes an evaluation of
lower extremity disease in persons age 40+, including Ankle-Brachial Pressure
Index measurement and assessment of peripheral neuropathy, These data are
especially important for assessing the complications of diabetes and the prevalence
of peripheral vascular disease.

. Visual and Hearing Impairment: Vision (age 12+) and hearing (age 20+) are being
assessed including assessment of visual acuity, near vision (age 50+), pure tone
audiometry thresholds, and typanometry. Sensory impairment is an important
component of functional impairment in the elderly.

. Bone Mineral Status: Bone mineral status is being assessed including total bone
mineral content and bone mineral density by dual X-ray absorptiometry.
Osteoporosis is an important risk factor for hip fractures in the elderly.

. Cognitive Function: Cognitive function was assessed in persons age 60+ with the
Digit Symbol Substitution Test from 1999-2002.

. Balance and Vestibular Function: The standard Romberg test of postural sway is
being assessed in all persons age 20+. Balance impairment is related to the
incidence of many fractures caused by falling, especially hip fractures in the elderly.
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. Physical Activity: Beginning in 2003, all persons age 6+ are being asked to wear
physical activity monitors to assess physical activity levels. The monitors capture
locomotion-type activities such as walking or jogging and other movement that is
difficult for participants to self-report. Physical inactivity is a risk factor for many
diseases including coronary heart disease, colon cancer, and Type 2 diabetes.

Vital Statistics on Aging

Information on mortality from the national vital statistics system plays an important role in
describing and meonitoring the health of both the institutionalized and non-institutionalized
elderly population. The data include measures of life expectancy, causes of death, and age-~
specific death rate trends. The basis of the data is information from death certificates,
completed by physicians, medical examiners, coroners, and funeral directors, used in
combination with population information from the U.S. Bureau of the Census.

Effective with mortality data for 1997, additional detail on the aging population was
included in the official national life tables. For the first time life expectancy and other life
table values for the population aged 85 to 100 years were shown in the annual life tables by
incorporating information from the Medicare program on the mortality experience of the
aged population with standard information from the vital statistics system.

Effective with mertality data for 1999, two important changes are being implemented for
state and national mortality statistics: (1) causes of death are coded and classified by the
Tenth Revision of the International Classification of Diseases (ICD-10), replacing ICD-9,
which was used by the U.S. during 1979-1998; and (2) the standard population used for
age-adjusting death rates is changed from 1940 to the year 2000 population. The 1940
standard has been used for about 50 years. Use of ICD-10 affects the comparability of
cause-of-death trends over time; the extent of the discontinuities is measured using a
Comparability Study, results of which will be available at the time the 1999 mortality data
are published in early 2001. The new population standard for age-adjusting death rates
affects the absolute level of death rates for many causes of death, in particular, deaths from
chronic diseases; it also affects the relationship of mortality among the race groups.
Surveys currently examine the use of hospital inpatient and outpatient services (including
emergency care), nursing homes, physicians’ offices, home health care and hospice
agencies.

With the publication of 2001 mortality rates, all rates for the years 1991-2000 were revised
using populations consistent with the April 1, 2000 census. Populations for rates were
produced for NCHS under a collaberative arrangement with the U.S. Census Bureau. The
2000 census allowed respondents to report more than one race for themselves and their
household members and also separated the category for Asian or Pacific Islander into two
groups (Asian and Native Hawaiian or other Pacific Islander). These changes reflected the
Office of Management and Budget's (OMB) 1997 revisions to the standards for the
classification of Federal data on race and ethnicity. However only one race is currently
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reported on death certificate data in most states. Therefore, the 2000 census populations
were "bridged" to the single race categories specified in OMB's 1977 guidelines for race
and ethnic statistics in Federal reporting, that are still in use in the collection of vital
statistics data, The 2000 census populations as well as the intercensal populations for 1991-
1999 and postcensal populations for 2001 are employing the "bridged" race categories. As
states gradually begin to collect data on race according to the 1997 OMB guidelines, it is
expected that use of the "bridged” populations can be discontinued.

The National Health Care Survey

The National Health Care Sarvey (NHCS) is an integrated family of surveys conducted by
the NCHS to provide annual national data describing the Nation’s use of health care
services in ambulatory, hospital and long-term care settings. Currently, the NHCS includes
six national probability sample surveys and one inventory. These seven data collection
activities include:

« The National Hospital Discharge Survey (NHDS) which examines discharges from
non-Federal, short-stay and general hospitals;

+ The National Survey of Ambulatory Surgery (NSAS) which examines visits to
hospital-based and freestanding ambulatory surgery centers;

« The National Ambulatory Medical Care Survey (NAMCS) which examines office visits
to non-Federal, office-based physicians;

« The National Hospital Ambulatory Medical Care Survey (NHAMCS) which examines
visits to emergency and outpatient departments of non-Federal, short-stay and general
hospitals;

« The National Health Provider Inventory (NHPI) which is a national listing of nursing
homes, hospices, home health agencies and licensed residential care facilities;

* The National Home and Hospice Care Survey (NHHCS) which examines current
patients and discharges from agencies that provide home health and hospice services;
and

o The National Nursing Home Survey (NNHS) which examines current residents and
discharges from certified and non-certified nursing homes that are licensed by the
State, including freestanding facilities or distinct units that are part of a larger facility.

This family of provider-based surveys routinely redesigns survey content and other survey
design features to meet the current and future needs for health care utilization information
by researchers and policy makers in the areas of health services research, professional
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medical services, epidemiology, and Federal agencies. While the surveys collect data on
medical encounters for all age groups, secondary analysis of the public use microdata files
can be performed on older age groups. The standard content of the surveys inciudes
information on patient age, sex, race, expected source of payment, diagnoses, medical and
surgical procedures, and disposition; but each survey also collects information pertinent to
the particular health care setting. The National Nursing Home Survey, scheduled to be
fielded in 2004, has been redesigned to collect data using a computer-assisted data entry
system that will improve the quality of data collection and processing. The redesigned
NNHS will collect new information on medication use, hospitalizations, and emergency
room visits. A new item was added to the 2001 NHAMCS to collect information for
emergency room encounters about whether the patient resides in a nursing home or other
institation thus yielding important information about emergency care provided to both
nursing home and community dwelling seniors. Data on drug prescribing at ambulatory
care encounters has been used widely for examining inappropriate drugs prescribed to
older patients. A pilot test is currently being fielded to collect data on medications
administered to hospital inpatients on the NHDS. These surveys have been fielded from 10-
40 years depending on the survey so trend data for aging can be analyzed for a variety of
health care topics.

National Center for Chronic Disease Prevention and Health Promotion
Arthritis

Arthritis and other musculoskeletal diseases are among America’s most prevalent and
disabling chronic diseases; in 2001, 49 million adults reported doctor-diagnosed arthritis--
nearly 1 of every 4 adults--making it among the most common health problems in the
United States. An additional 21 million Americans reported chronic joint symptoms.
Nearly 60 percent of persons 65 years and older have arthritis or chronic joint symptoms
and their numbers are projected to increase from 21 million today to more than 41 million
in 2030. Data are needed to describe the natural history of disease as well as to direct
development of effective intervention efforts. To address the burden of arthritis,
NCCDPHP:

. . implemented activities recommended in the National Arthritis Action
Plan—A Public Health Strategy. This 1999 plan, now widely disseminated, was
developed under the leadership of CDC, the Arthritis Foundation, and the
Association of State and Territorial Health Officials. The plan proposes action in
three major areas: surveillance, epidemiology, and prevention research;
communication and education; and programs, policies, and systems. It is designed
to encourage public health organizations, arthritis organizations, and other
interested organizations to work together at the national, state, and local levels.
Indeed, 36 states now have Arthritis Programs working te improve the quality of
life among persons affected by arthritis.



242

. evaluated physical activity and self management education programs. CDC
analyzed the Arthritis Self-Help Course, showing the course to be a cost-
saving intervention from both the societal and health care system
perspectives. CDC is working with the Arthritis Foundation and several
universities to analyze People with Arthritis Can Exercise (PACE™a physical
activity program designed specifically for people with arthritis.

. determined that blacks had an even higher prevalence of hip and knee
osteoarthritis among whites and blacks than whites and their disease
progressed faster than whites. The Johnston County, North Carolina
Osteoarthritis Project follows 3200 white and black residents of a rural
North Carolina county te determine the modifiable risk factors associated
with the development and progression of hip and knee osteoarthritis--the
leading causes of arthritis disability.

Alzheimer’s Disease

Chronic neurological diseases, conditions common among elderly, causes high levels of
morbidity, disability, family stress, and economic burden. For example, the costs due to
dementias were estimated at $24 billion in 1985, and will increase as the population ages.
However, the epidemiology of these conditions is poorly understood. NCCDPHP is studing
the epidemiology of Alzheimer’s Disease to determine disease rates, risk factors, and
prevention factors.

Health Care and Long-Term Care Needs:

CDC provides information on critical health issues for older Americans through the
Behavioral Risk Factor Surveillance System (BRFSS.) BRFSS is a state-based system of
health surveys that collects information on health risk behaviors, preventive health
practices, and health care access. For many states, the BRFSS is the only available source
of timely, accurate data on health-related behaviors. States use BRFSS data to identify
emerging health problems, establish and track health objectives, and develop and evaluate
public health policies and programs. BRFSS tracks issues specific to the health of older
Americans such as: colorectal cancer, mammography and pap exams, adult immunization,
and health-related quality of life. BRFSS data on general health issues can also be
analyzed for the older population, including such topics as obesity, physical activity,
nutrition, diabetes, cardiovascular disease risk factors, smoking, seatbelt use, healthcare
access, etc.

Heart Disease and Siroke

Growth in the elderly population is projected to be particularly rapid as the "baby beom"
generation turns 65 years of age beginning in 2011. Untreated risk factors in this
generation combined with aging will undoubtedly result in increased incidences of
coronary artery disease, heart failure, and stroke. As the proportion of the elderly
increases in the US population in the upcoming decades, greater health care resources and
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expenditures will be required for the treatment and management of heart disease and
stroke. Recognizing the current and potential immense burden of heart disease and
stroke, in 1998 Congress funded CDC to launch a nationwide effort to help states develop
the capacity, commitment, and resources necessary for a comprehensive program te
prevent death and disability from heart disease and stroke and to improve the
cardiovascular health of all Americans. The program expanded in 2001 and 2002. With
fiscal year 2002 appropriations of $37 million for this program, CDC funded 29 states plus
the District of Columbia (8 for basic implementation and 22 at a lower capacity-building
level.)

Other highlights of CDC's efforts to address heart disease and stroke during 2001-2002

include:

With support from Congress, established the Paul Coverdell National Acute Stroke
Registry, which measures and improves the delivery of acute care to stroke patients in
order to reduce death and disability from stroke. Eight University-based prototypes
tested methods from 2001-2002. CDC will begin to fund registries in state health
departments in 2004. Data from the initial prototypes show that large gaps exist
between recommended treatment guidelines and what is actually being practiced in
hospitals. Participating prototypes have implemented quality improvement
interventions to address these acute care gaps.

Undertook development of a National Public Health Action Plan to Address Heart Disease
and Stroke, which was released in early 2003. This document charts a course for CDC,
collaborating public heaith agencies, and other pariners to prevent heart disease and
stroke over the next two decades and beyond.

Publication and release of Women and Heart Disease: an Atlas of Racial and Ethnic
Disparities in Mortality (2000), Men and Heart Disease: an Atlas of Racial and Ethnic
Disparities in Mortality (2001), and Atlas of Stroke Mortality: Racial, Ethnic, and
Geographic Disparities in the United States (2003).

Publication of Medicare claims data in Morbidity and Mortality Weekly Reports about
hospitalizations for stroke (2003) and arterial fibrillation (2003)--major health
problems for adults aged 65 years and older.

Diabetes

The burden of diabetes is heavier among elderly Americans. More than 18% of adults over
age 65 have diabetes. And, because women make up a greater proportion of the population
and women with diabetes live longer than their male counterparts, elderly women with
diabetes outnumber elderly men with diabetes. Diabetes is one of the leading causes of
death among women 65 and older. Elderly women with diabetes are particularly high risk
for coronary heart disease, visual problems, hyperglycemia or hypoglycemia, and
depression.”

CDC funds diabetes “prevention” and control programs (DPCP) in all 50 states, the District
of Columbia, and eight U.S. affiliated island jurisdictions to effect changes and



244

improvements in systems that care for and support people with diabetes. The primary goal

of the DPCPs is to improve access to affordable, high-quality diabetes care and services.

Priority is on reaching high-risk and disproportionately burdened populations which

include the aged. CDC provides resources and technical assistance to state-based diabetes

control programs to:

. determine the size and nature of diabetes-related problems and why they exist,

. develop and evaluate new strategies for diabetes prevention,

. establish partnerships to prevent diabetes problems,

. increase awareness of diabetes prevention and control opportunities among the

public, the health care and business communities, and people with diabetes, and

. 4 improve access to quality diabetes care to prevent, detect, and treat diabetes

complications.

To address the unique and profound burden diabetes has on elderly women, CDC
spearheaded the National Public Health Initiative on Diabetes and Women's Health. CDC
and the initiative's co-sponsors, the American Diabetes Association, the American Public
Health Association, and the Association for State and Territorial Health Officers, issued a
call for action involving various organizations concerned about women's health. The co-
sponsors and these organizations will directly support the implementation of specific
strategies to help improve the health and well-being of women with or at risk for diabetes.

Oral Health

Over the past several decades the percentage of older adults who have their natural teeth
has increased steadily, and complete tooth loss is no longer an inevitable consequence of
aging. In fact, findings of a recent CDC analysis, submitted to MMWR's Public Health and
Aging series, indicated that in more than half of the states the majority of older adults
reported having most of their natural teeth (reporting loss of 5 or fewer teeth). This trend
of increasing retention of natural teeth is expected to continue and result in improved oral
function and quality of life. With increased tooth retention, however, older adults remain
at risk for the two most prevalent oral diseases, tooth decay and periodontal disease (i.e.
disease that destroys tooth-supporting tissues and can cause teeth to loosen and fall out).
About 1 in 3 older adults has untreated tooth decay and 1 in 4 has serious periodontal
disease. In the absence of timely prevention and control interventions these conditions can
demand extensive and costly treatment. In the United States, older adults primarily pay for
dental services out of pocket. Medicare does not cover routine services, and Medicaid
provides limited coverage in some states

CDC is supporting a range of community-based approaches to reduce the burden of oral
disease among older adults and assist increasing numbers of older adults better manage
their oral health needs. CDC is working with its partners, especially with organizations
focused on aging issues, to increase awareness of common oral conditions, risk factors, and
healthy behaviors, particularly use of fluorides. Community water fluoridation remains the
most effective and cost-effective method for prevention of tooth decay and brushing teeth
twice daily with fluoride toothpaste is currently recommended for all persons. With its
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partners, CDC is promoting cessation of tobacco use, which accounts for up to half of all
cases of periodontal diseases in the United States.

CDC is also working to:

¢ Enhance surveillance of oral diseases by assembling, in partnership with the
American Academy of Periodontology, an expert workgroup to recommend new
measures for periodontal infections

« Support research at CDC’s Prevention Research Centers to examine the
effectiveness of innovative strategies to promote adult oral health and assure timely
receipt of clinical services

¢ Support water fluoridation threugh surveillance, training, and quality assurance

¢ Influence oral health policy and practice by developing and distributing guidelines
based on sound science, e.g., fluoride use, infection control

Elimination of Health Disparities

Chronic diseases disproportionately affect racial and ethnic minority populations in the
U.S. The leading causes of death and disability (such as cardiovascular disease) are
dramatically higher among these populations. Rates of death from stroke are 60% higher
among African Americans than among whites. The prevalence in diabetes is higher among
every racial and ethnic minority compared to whites of similar age. Among persons 65
years of age or older with one or more physician visits in the past year, influenza and
pneumococcal vaccination levels among African Americans and Hispanics are substantially
lower than those of whites. Death rates due to cancers, such as prostate and breast, are
often higher among minorities as well.

NCCDPHP administers the Racial and Ethnic Approaches to Community Health Program
(REACH 2010), a major part of the President’s Initiative on Race. The goal of this
program is to eliminate disparities in heaith status experienced by racial minority and
ethnic populations in key health areas (including cardiovascular disease, diabetes, and
immunizations) by the year 2010. REACH demonstration projects are two-phase projects
through which communities mobilize and organize their resources in support of effective
and sustainable programs that will eliminate the health disparities of racial and ethnic
minorities. These demonstrations require collaboration of both program and research
experts for the purpose of identifying and/or developing successful community-based
disease prevention and health promotion models that ean be replicated for the ultimate
goal of eliminating health disparities among racial and ethnic minorities. In Phase I,
REACH communities are granted 12 months to develop a Community Action Plan (CAP).
Phase II communities are granted four additional years of funding to implement and
evaluate the CAP. Thirty-two community coalitions were funded in FY 1999. The
California Endowment contributed funding to support three additional organizations in
the state of California identified through CDC's competitive process. In FY2000, 24 Phase
II and 14 new Phase I communities were funded.
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Through an inter-agency agreement, NCCDPHP provided $1 million to the Administration
on Aging (AcA) to fund four demonstration projects focusing on health disparities among
older racial and ethnic minority populations. In addition to the four projects funded
directly by the AoA, other REACH 2010 communities include activities that impact aging
populations as well. Elderly-specific projects were:

Boston Public Health Commission was funded to address cardiovascular disease (CVD),
diabetes, and immunization in elderly African American communities.

The Latino Education Project, Inc. was funded to address CVD and late-stage diabetes
among rural and urban elders of Hispanic decent.

Special Services for Groups, Inc. was funded to lead six community coalitions to
address CVH, diabetes, and immunization disparities among individuals of Southeast
Asian decent.

National Indian Council on Aging, Inc. was funded to lead a community coalition
focused on Indian and Alaska native elders in nine states.

NCCDPHP funding will support Phase I of demonstration projects. These projects serve
as the foundation for Phase II projects. The AoA is responsible for funding Phase II of
REACH 2010 contingent upon availability of funds.

Cardiovascular disease (CVD) continues to be the leading cause of death in the United
States for women. African-American women are at particular risk, with coronary heat
disease (CHD) and mortality rates 35.3% higher and stroke rates 71.4% higher than for
white women. Low socioeconomic status (SES) is also associated with higher CVD
incidence and mortality. NCCDPHP is collaborating with the University of Alabama at
Birmingham Prevention Research Center to produce the "Women's Wellness Sourcebook
Module 1T Heart Disease and Stroke". The Sourcebook is a culturally-appropriate
training curriculum designed to promote CVD prevention among low SES minority women
by teaching Community Health Advisors (CHAs) to conduct risk-reduction counseling.

The Johns Hopkins University Prevention Research Center, in partnership with the
NCCDPHP, is exploring how church-based programs in Baltimore can help prevent or
control chronic diseases. Program components include weight control and nutrition,
exercise and fitness, and smoking cessation, offered in the church by trained lay leaders;
interwoven with the spiritual life and activities of the church, such as prayer groups,
sermons, testimony, choir practice, and meals.

The St. Louis University Prevention Research Center, another NCCDPHP-supported
center, has collected and analyzed determinants of physical activity among 3,000 US
women aged 40 to 75 years, including 600 each from the following subgroups: African-
American, Asian/Pacific Islander, American Indian/Alaska Native, Hispanic,White, and
low education (high school or less).

Disability Prevention and Health Promotion
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NCCDPHP is collaborating with the AARP, the American College of Sports Medicine, the
American Geriatrics Society, the National Institute on Aging, and The Robert Wood Johnson
Foundation to create a “National Plan to Increase Physical Activity Among Adults Aged 50 and
Older.” These partners hosted the “Blueprint Conference” on physical activity promotion in
Washington, DC on October 30-31, 2000. The “National Blueprint: Increasing Physical
Activity Among Adults Aged 50 and Older” was published May 2001.
(http://www.cdc.gov/ncedphp/dnpa/press/archive/blueprint.htm) The report represents a
renewed and aggressive commitment to meet the challen