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LONG-TERM CARE FINANCING: BLUEPRINTS
FOR REFORM

THURSDAY, JUNE 20, 2002

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

The committee convened, pursuant to notice, at 9:32 a.m., in
room SD-192, Dirksen Senate Office Building, Hon. John Breaux
(chairman of the committee) presiding.

Present: Senators Breaux, Wyden, and Ensign.

OPENING STATEMENT OF SENATOR JOHN BREAUX

The CHAIRMAN. The Select Committee on Aging will please come
to order. This morning, we have a very distinguished panel of wit-
nesses who we are very anxious to hear. I am joined by our col-
league, Senator Wyden, and other Members of the Special Commit-
tee on Aging will be with us in just a moment.

I would just point out in opening remarks that our committee
has the responsibility to look ahead and see that, as a nation, we
are prepared to handle the long-term care needs of the pending age
wave of the 77 million baby boomers. Unfortunately, our country,
arguably the strongest nation in the history of the world, still lacks
a comprehensive long-term care system, and that is why this Com-
mittee on Aging has devoted 13 separate hearings in the 107th
Congress to the issue of long-term care, examining what is cur-
rently available in our country, how we finance long-term care, and
what we still need to do to guarantee a wide range of quality, af-
fordable services to all disabled and elderly persons.

To capture the highlights of all the expert witnesses who have
testified before our Aging Committee, we have produced a Findings
Report, which I have in my hand, which members have seen and
I think is available outside. This Findings Report is kind of a road
map. It is a road map on how we can hopefully get from here to
where we as a nation would like to be as far as providing services
to our nation’s seniors.

[The Findings Report follows:]
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FOREWORD

During the 107" Congress the Senate Special Committee on Aging examined the current status
of long-term care in the United States and also considered proposals for potential reform. This
report summarizes findings from a thirteen part series of hearings on long-term care. These
findings were created to assist Members of Congress, their staffs, and the general public in
understanding and responding to the growing needs of the elderly and disabled.

John Breaux,
Chairman.
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COMMITTEE JURISDICTION

It shall be the duty of 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 assuring adequate income, of finding
employment, of engaging in productive and rewarding activity, of securing proper housing, and,
when necessary, of obtaining care or assistance.

Source: The Congressional Standing Committee System, Congressional Research Service,
Library of Congress. Report 92-707 GOV. September 14, 1992,

A Committee is a panel of members elected or appointed to perform some service or function for
its parent body. The legislative subjects and other functions are assigned to a committee by rule,
precedent, resolution, or statute. In general, committees conduct investigations, make studies,
issue reports and make recommendations. Select or Special Commiitees are established by a
resolution for a special purpose and, usually, for a limited time. Most select and special
committees are assigned specific investigations or studies, but are not authorized to report
measures to their chambers. Within assigned areas, these functional subunits gather information;
compare and evaluate legislative alternatives; identify policy problems and propose solutions;
select, determine, and report measures for full chamber consideration; monitor executive branch
performance {oversight); and investigate allegations of wrongdeing. While special commitiees
have no legislative authority, they can study issues, conduct oversight of programs, and
investigate reports of fraud and waste.
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COMMITTEE BACKGROUND

The Senate Special Committee on Aging was first established in 1961 as a temporary committee.
It was granted permanent status on February 1, 1977.

Throughout its existence, the Special Committee on Aging has served as a focal point in the
Senate for discussion and debate on matters relating to older Americans. Often, the Committee
will submit its findings and recommendations for legislation to the Senate. In addition, the
Committee publishes materials of assistance to those interested in public policies which relate to
the elderly.

The Committee has a long and influential history. It has called the Congress' and the nation's
attention to many problems affecting older Americans. The Committee was exploring health
insurance coverage of older Americans prior to the enactment of Medicare. After Medicare was
enacted, the Committee reviewed its performance on an almost annual basis. The Committee has
regularly reviewed pension coverage and employment opportunities for older Americans. It has
conducted oversight of the administration of major programs like Social Security and Medicare.
Finally, it has crusaded against frauds targeting the elderly and Federal programs on which the
elderly depend.

Chairmen of the Special Committee on Aging have established an impressive tradition. Senator
Frank Moss brought to light unacceptable conditions in nursing homes. Senator John Heinz
reviewed Medicare's Prospective Payment System to see whether it was true the system was
forcing Medicare beneficiaries to be discharged "quicker and sicker." When the statute of
limitations for age discrimination in employment claims had lapsed, Senator Melcher restored
the rights to 1200 individuals. Senator Pryor investigated the pricing practices for prescription
drugs and changed pricing behavior of pharmaceutical companies. Senator Cohen led the way to
enactment of strong health care anti-fraud legislation. Senator Grassley worked tirclessly in a
number of areas protecting senior citizens. In particular, he focused his efforts in the area of
enhancing the quality of care in the nation's nursing homes and other long-term care facilities.
Over the years, the Committee has been in the thick of the debate on issues of central concern to
older Americans.
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SENATE COMMITTEE HEARINGS

Comunittee hearings afford Senators an opportunity to gather information on, and draw attention
to, legislation and issues within a committee’s purview, conduct oversight of programs or
agencies, and investigate allegations of wrongdoing,

Hearings are committee or subcommittee meetings to receive testimony for legislative,
investigative, or oversight purposes. Witnesses often include government officials,
spokespersons for interested groups, experts, officials of the General Accounting Office, and
members of Congress. Committees may issue subpoenas to summon reluctant witnesses.
Both houses require that the vast majority of hearings be open to the media and public and, if
possible, publicly announced at least a week before they begin.

Witnesses before Senate committees (except Appropriations) generally must provide a
committee with a copy of their written testimony at least one day prior to their oral testimony
[Rule XX VI, paragraph 4(b)]. It is common practice to request witnesses to limit their oral
remarks to a brief summary of the written testimony. A question-and-answer period usually
follows a witness's oral testimony. Following hearings, committees usually publish the
transcripts of witness testimony and guestions and answers.

A Senate rule merely urges its committees "to make every reasonable effort” to make transcripts
of hearings available before floor consideration. More and more often, committees are making
statements of witnesses and, less often, full transcripts of hearings, available on their websites.

Congressional committee hearings may be broadly classified into four types: legislative,
oversight, investigative, and confirmation. Hearings may be held on Capitol Hill or elsewhere,
perhaps a committee member's district or state or a site related to the subject of the hearing. All
hearings have a similar formal purpose, to gather information for use by the committee in its
activities.
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Executive Summary

The first wave of our nation’s 77 million baby boomers will soon reach the age of 65. This group
is generally described as well educated, more financially secure than their parents and willing to
demand a wide array of services to meet their needs. Thanks to advances in health care and
medical technology, life expectancies have increased and many Americans can expect to live
well into their seventies and beyond. However, with these longer lives often comes increased
prevalence of age-related disabilities.

During the 107" Congress, the Senate Special Committee on Aging devoted a series of hearings
to long-term care reform. Expert testimony illustrated that the current financing mechanisms for
long-term care will not be sustainable in decades to come. In fact, without significant reform,
experts predict that the United States could be on the brink of a domestic financial crisis.

The current long-term care system is funded primarily by state and federal programs. More
specifically, Medicaid is the primary payor of long-term care in this country. Medicaid paid for
45% of the $137 billion this country spent on long-term care in FY 2000, Yet, despite the amount
of money that state and federal programs are allocating to long-term care, individuals and their
families still pay out-of-pocket for nearly one-third of long-term care expenses.

Though the elderly and disabled populations have indicated a preference for receiving long-term
care in home and community-based settings, a federal institutional bias exists. However, new
options for long-term care are emerging. Aging and disability advocates are working with the
health care industry to create a “continuum of care” including such services as assisted living,
adult day services and home care. Governors have creatively used the Medicaid waiver process
to increase home and community-based services for the elderly and disabled.

Although financing is the cornerstone of the long-term care issue, other issues are critical in
buiiding an adequate, seamless, and effective long-term care system to meet the increasing needs
of aging baby boomers. These issues include: supporting family caregivers, addressing
workforce shortages, improving the quality of long-term care services and improving access to
transportation and housing.

The Senate Special Committee on Aging’s hearings are an effort to turn the nation’s attention to
a very important issue facing all of us - long-term care reform. Whether our personal experience
with long-term care comes in the form of providing care for family members or friends or
whether we are in need of care at some time in our lives, this issue will touch all of us. It is the
Committee’s hope that Congress and the nation will focus immediate attention on long-term cars
before the crisis occurs ~and not before it is too late.



Preface

Recognizing that the impending age wave of baby boomers will soon significantly increase the
demand for long-term care in the coming decades, the Senate Special Committee on Aging has
dedicated a series of hearings to long-term care financing and reform. Between March 2001 and
June 2002, the Aging Committee held thirteen hearings on long-term care. This paper is intended
to provide a summary of the Committee’s findings as a result of this series of hearings.

Setting the Stage: A Need for Reform
Just nine years from now, the first wave of this nation’s estimated 77 million baby boomers will

reach the age of 65. The boomers who will soon comprise this nation’s senior population are
generally described as informed and far more likely to demand services and options to meet their
needs. Yet, as more of our senior population will come to expect more choices in every aspect of
their lives, their options may become increasingly limited in the very near future. The confluence
of the anticipated shift in demographics and limitations on state and federal resources has
increased debate about the need for comprehensive long-term care reform. Experts warn that this
nation’s long-term care system is on the brink of a crisis situation. )

Over the course of the 20™ century, life expectancies have increased by more than 30 years.
Thanks to advances in health care and medical technology most Americans now live well into
old age. But with increasing longevity often comes increasing age-related disability. As the baby
boomers begin to move into their 60s and beyond, issues surrounding financing and delivery of
services to meet increased needs will become more and more significant. By 2040, the number of
individuals aged 65 and older will more than double current levels. In 2000, there were four
million Americans over 85, a number projected to more than triple to 14 million by 2040, and the
population of Americans aged 85 and older is the group most in need of assistance with activities
of daily living. (See Fig. 1)

As this new wave of seniors begins to experience age-related disability, our current long-term
care system — funded with state and federal dollars — will not be able to support this demographic
shift. According to the General Accounting Office (GAO), entitlement programs such as
Medicare, Medicaid and Social Security will nearly double as a share of the nation’s economy by
2035 (See Fig, 2). Without fundamental changes, spending on these programs could crowd out
the availability of federal and state resources for other programs. Unless entitlement reforms are
made, other federal priorities such as defense and education will be pitted against long-term care
services.

Whereas at one time long-term care was generally only available in nursing homes and in private
residences with the help of informal family caregivers, we now have an entire “continuum of
care” of options, including assisted living, adult day services and home health care. Setting and
services depend on many factors, including the recipient’s needs and preferences; availability of
formal and informal support services; and whether the individual qualifies for public assistance,
has long-term care insurance and other income-related issues. Additionally, service availability
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can differ not only among the states, but also among local communities, as Commitiee hearing
testimony has illustrated. The result is a “patchwork” long-term care system that is in dire need
of cohesive and comprehensive reform.

Long-term Care Defined
The Congressional Research Service defines long-term care as: “a wide range of supportive

and health services for persons who have lost the capacity for self-care due to illness or
frailty.” One’s need for long-term care is measured by how much assistance is needed with
activities of daily living, often referred to as “ADLs.” Examples of ADLs include: eating,
dressing, bathing, toileting and transferring from a bed to a chair.

In considering any of the models of long-term care reform it is crucial to keep in mind that long-
term care is a multi-dimensional issue -- involving not only health care, but also the difficult
issues surrounding housing, nutrition, workforce, transportation and social supports available to
maintain independence.

Long-term care is not only an issue for older Americans but also for younger disabled individuals *
as well, and any long-term care reform proposal must account for both populations.

Current Financing Unsustainable
When Medicare and Medicaid were established in 1965, they were created to cover medical and

health care costs for the elderly and the poor, respectively. At that point in time, there were not
nearly as many people living for as many years with age-related disability — death as a result of
an acute illness was far more common than the longer term chronic illnesses we see today in later
life. Today, nearly four decades later, Medicaid has become the single largest public payor of
long-term care services in this country.

In 2000, national spending for long-term care was $137 billion. Of that amount, Medicaid
covered 45% and Medicare paid for 14%, with the remainder paid for out-of-pocket or via
insurance coverage. These dollars are spent not only on institutional care — such as nursing home
care~ but also on home and community-based services. Under the Home and Community-Based
Services (HCBS) waiver authority - discussed later in greater detail — states are authorized to
provide services not generally covered by the Medicaid program.

Although the waiver program enables people to receive long-term care services in their homes,
data shows that there is a federal institutional bias when it comes to long-term care. In FY 2000,
58.5% of Medicaid spending went toward nursing home care, (See Fig. 3), yet nursing home
residents account for only one quarter of all Medicaid recipients. Some argue that it wounld be
more cost-efficient to shift more federal funding to home and community-based services and
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away from institutional care. The recent U.S. Supreme Court Olmstead v, L.C. decision
underscores the national momentum and support for allowing aging and disabled populations to
live in the least restrictive settings as long as possible.

Government projections developed by the Lewin Group for the U.S. Department of Health and
Human Services find that annual expenditures for long-term care will reach $207 billion in 2020
and $346 billion in 2040, and could nearly quadruple in constant dollars to $379 billion by 2050.
(See Fig. 4) GAO long-term budget simulations illustrate the increasing constraints on federal
budgetary flexibility that will be driven by entitlement spending growth. Absent reform
spending, Social Security, Medicare and Medicaid would consume nearly three-quarters of
federal revenue by 2030. This will leave little room for other federal priorities such as defense
and education. By 2050, total federal revenue would be insufficient to fund spending for
Medicare, Medicaid, Social Security and interest payments. (See Fig. 5)

Medicare generally covers acute care and short-term health needs of the elderly (primarily in the
form of skilled nursing and home health) and — from a long-term care perspective — is not relied
upon nearly fo the same extent that the Medicaid program is. In fact, although Medicaid was not -
originally conceived of as a program for the elderly and disabled, it has in fact become the single *
largest payor funding long-term care services. (See Fig. 6) Medicaid costs account for 20% of
state budgets, the second largest expenditure after education. In 2001, States experienced a
10.6% increase in Medicaid budgets, primarily due to health care inflation rates of 13-15% and
prescription drug inflation rates of 18%. Without fundamental reform, Medicaid can be expected
to remain a considerable funding source of long-term care for the elderly, exacerbating the
current budgetary strain. Though many Americans believe Medicaid only provides assistance to
individuals with very low incomes, the reality is far different. Many individuals who are
considered “middle class™ are forced to “spend down”™~ or deplete — their income and assets to
qualify for Medicaid services and receive assistance with the high costs of long-term care.

Despite the amount of money that federal and state programs are spending on long-term care,
individuals and their families still pay out-of-pocket for nearly one-third of long-term care
expenses. Average annual long-term care direct costs vary widely. The average cost of nursing
home care reaches almost $50,000 a year. In addition to direct costs, families and other informal
providers are the primary caregivers. Often, the burdens of caregiving require that a relative or
friend reduce time spent at his or her workplace, which can lead to a reduced income. Reducing
time or completely leaving the workplace can also affect benefits, such as health insurance
coverage. Faced with such costs, it is unsurprising that older persons and their families often
deplete their own resources and are forced to turn to public assistance.

For those who have purchased long-term care insurance, discussed in greater detail later in this
paper, the need for public assistance may be reduced to some extent, and may provide a good

'Qlmstead v. L.C., 521 U.S. 581, 119 S.Ct. 2176.
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model for how public-private parinerships can help to reduce overall long-term care costs on
society,

Home and Community-Based Services

While many people equate the term “long-term care” with someonce who lives in a nursing home
or other institutional facility, almost 80% of the elderly and 41% of severely disabled individuals
live at home or in community-based settings. Many disabled persons and older persons with
functional limitations or cognitive impairments choose to remain in their homes or live in
supportive housing if they can receive assistance with activities of daily living such as eating,
bathing and dressing. Studies show that generally people prefer to receive long-term care
services in their homes or in other community-based settings.

The heavy bias in Medicaid funding toward institutional care does not reflect this growing
preference for home and community-based services. Ironically, while the disabled population
and growing elderly population prefer to receive services at home or in the community, the
federal government imposes a strong bias toward institutional care through existing Medicaid
and Medicare laws. Of total Medicaid spending for long-term care in 2000, 72.5% was for
institutional care and 27.5% for home and community-based services. Governors have expressed
frustration over the fact that while it is an entitlement for seniors and the disabled to receive
services in an institution, states must apply for waivers to keep people in their own homes or in
their communities. Yet, experts disagree over whether or not home and community-based care is
less expensive than institutional care. While the average cost of caring for a person in the home
and community is much lower than in an institutional setting, the costs of transportation,
housing, meals and the burden to family caregivers such as out of pocket costs and lost wages are
often not taken into account in this analysis.

Governors and other witnesses also argued that money could be saved if Medicare and Medicaid
dollars could be blended to avoid duplication or delay of services, which are common in the
“dual eligible” (those eligible for both Medicaid and Medicare) populations. Other savings could
result in using Medicaid and Medicare funding to pay for preventive care, with a goal of delaying
institutionalization. To pay for expanded home and community-based services, states have taken
deliberate and aggressive action to develop an array of funding sources including state and local
general revenues. States also use Medicaid state plan services, Medicaid HCBS waivers and
1115 Waivers, the Social Services Block Grant and the Older Americans Act.

Medicaid Waivers

In the 1970's, policy makers observed that payments for nursing home care had begun consuming
an increased proportion of Medicaid expenditures. At that time, the only comprehensive long-
term care benefit offered by Medicaid for the disabled and elderly was institutional care. Federal
task forces along with research and demonstration projects attempted to identify cost-effective
alternatives to institutional care. In 1981 the Medicaid Home and Community-Based Services
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(HCBS) waiver program was created by amending Section 1915 (c) of the Social Security Act.
It was intended to correct the “institutional bias” in Medicaid services.

Within long-term care, HCBS expenditures make up a growing share of the Medicaid budget as
many states use waivers. Medicaid HCBS waiver expenditures have grown from $1.2 billion in
1990 to $12.7 billion in 2000. All states except Arizona offer 1915 (c) waivers for the elderly
and disabled. HCBS waivers vary largely between states, and often the demand for services
available under HCBS waivers exceeds what is available. HCBS waivers are capped so if waiver
slots are filled, only nursing homes or other institutional settings are offered.

One frequent criticism of the HCBS waiver program is that while supportive housing costs are
covered under the general Medicaid program, similar costs cannot be paid for through the
waiver. This drastically limits what states can do without losing federal financial support.

State Initiatives to Expand Home and Community Based Services

The National Governors Association and two governors testified before the Committee and
explained how the Medicaid program is often inflexible and does not provide all the necessary
services to the elderly and disabled. Often, governors pool various state and local resources to
provide preventive services to individuals who do not qualify for Medicaid. They believe that
“early intervention” is critical to the elderly in helping them maintain independence for as long
as possible — either preventing or delaying insitutionalization or hospitalization. Below are some
issue areas and specific programs that Governors have launched to expand and increase long-
term care services:

Medicare/Medicaid Integration Program - These projects seek to integrate Medicaid’s long-
term care services with Medicare’s acute services through managed care for the dually eligible.
MMIP projects are currently underway in 13 states.

Workforce Issues - Initiatives have been created to improve recruitment and retention in long-
term care services, including grant funded programs.

Cash and Counseling - Consumer-directed care and family caregiver support programs are
related to home health and nursing home aide shortages. The program provides people with long-
term disabilities greater choice in selecting their own personal assistance workers (which may
include friends and relatives.) These programs support caregivers providing ongoing long-term
care assistance to family members. Counseling is provided regarding bookkeeping and services
management.

State Funded Program Innovations - These are funded by state and/or local revenues. These
programs offer a variety of long-term care services that enable individuals needing assistance to
remain in their homes. Many of these programs emphasize early intervention or prevention.
Many services are provided to individuals who would otherwise not qualify for means-tested
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services.

State Pharmacy Assistance Programs - Almost half of the states have pharmaceutical
assistance programs in operation, and many other states are developing programs. These
programs include direct subsidy or discounts, bulk or cooperative purchasing programs, drug
buying pools and experimentation with Medicaid waivers.

Partnerships for Long-Term Care - Public-private alliances between state government and
insurance companies to create long-term care insurance programs. These programs use two
models: the “Dollar for Dollar” model and the “Total Assets” model. Federal law prohibits the
expansion of these programs.

Single Point of Entry Programs- A number of states have instituted single point of entry or “no
wrong door” programs designed to assist seniors in obtaining the services they need regardless of
income levels or where they first go to obtain help.

Increasing Assisted Living/Housing for Low and Moderate Income Seniors - Novel
programs such as the “Coming Home Program™ a grant-funded program designed to foster
affordable assisted living for low-income seniors primarily in rural areas, are increasing access
for people of all income levels.

Disability and Aging
Almost 11 million Americans of all ages have a disability and require some form of assistance.

Nearly 5 million are severely disabled (need assistance in at least 3 activities of daily living).
More than 80% of the severely disabled are over age 65. Only 1.8 million of the 11 million
persons with disabilities receive institutional care:

. Including 1.6 million people in nursing facilities;

. 106,000 in institutions for the mentally retarded and developmentally disabled;
and

. 57,000 in state and county facilities for the mentally ill.

The probability of disability rises dramatically with age. 58% of people over the age of 80 have
a severe disability. Demographic trends suggest that the number of disabled elderly people
needing long-term care will increase between one-third and two times the current number by
2040.

A major factor in determining whether or not someone can remain in the community or needs to
be transferred to an institutional setting is the availability of family to help care for the
individual. 60% of the disabled elderly in the community rely exclusively on their families and
other unpaid sources of care. 90% of long-tenn care for elders is provided by family members.
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Olmstead

In 1999, the United States Supreme Court ruled in the Olmstead v. L.C.? that The Americans with
Disabilities Act (ADA) prohibits states from keeping people in institutions when they could be
“reasonably accommodated” in less restrictive settings. The ADA requires public entities to
provide services in the “most integrated setting appropriate to the needs of qualified individuals
with disabilities.” The decision has led to discussion about the implications on long-term care
services for the disabled and the growing numbers of baby boomers who will need services in the
futare. Over 200 lawsuits have been filed in the United States seeking to apply or clarify the
ruling in Olmstead.

One of the most profound outcomes of the Olmstead decision is an emerging alliance between
the aging and disability communities. One quarter of the nation’s elderly are likely to experience
multiple disabling conditions, rendering them dependent on others for long periods of time. This
will only increase once the age wave of 77 million baby boomers reaches retirement age. There
is a natural overlap between these conununities because both groups require similar services.
Furthermore, many experts in the field are now looking at long-term care services froma
“lifespan” approach rather than from an aging or disabled perspective. In January 2001, the
Department of Health and Human Services announced the Real Choice Systems Change grant
program to facilitate state compliance with the Olmstead decision. These grants have prompted
most states to create new coalitions or working groups of aging and disability advocates.

Implications of the Supreme Court’s Olmstead decision are still unfolding. Discussions
regarding how to provide current and future services inevitably lead to reviews of the Medicaid
program. Within federal guidelines, states have flexibility to decide who will receive long-term
care services, what services are available and for what length of time. Both populations know
that gaining access to a broader array of services will require a careful review of limited
Medicaid dollars - upon which both populations rely. Most state aging and disability coalitions
have coordinated with governors® offices in preparing plans which provide goals and action plans
for expanding home and community-based services.

Aging and disability coalitions established in the wake of Olmstead view chronic disabling
conditions as a social problem, a functional problem and a family problem. They tend to be
advocates for “consumer-directed care,” an approach to long-term care that seeks to maintain the
independence of disabled and elderly persons by giving them more decision making authority in
their care. Advocates believe that when consumers direct their own care they experience a better
quality of life. The “Cash and Counseling” demonstration projects, sponsored by the Robert
Wood Johnson Foundation are consumer-directed care projects which support this theory.

I
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Caregiving

Family caregivers are the cornerstone of our long-term care system in the U.S., providing 80% of
all long-term care in this country. They are the “quict heroes” who provide day-to-day care, for
weeks, months — and even years for family members and friends who have chronic illnesses.
Today, one in three adult Americans — over 50 million people — care for a family member or
friend. 40% of all informal caregivers for the elderly are baby boomers.

Most older persons remain in their own homes or in the community with the support of family
caregivers. Only 5% of older Americans who need long-term care rely exclusively on paid care,
mostly in institutional settings. 65% of seniors rely exclusively on friends and family, while
30% use a combination of paid caregivers and friends and/or family.

Women comprise a disproportionate share of caregiving, providing 75% of all caregiving for
family members. The average American woman can expect to spend 17 years caring for a child
and 18 years caring for an elderly parent for a total of 35 years as caregiver. Caregiving exacts
heavy tolls from women as they often suffer depression, fatigue, poor health and loss of income
due to their caregiving duties. One study found that on average, a worker who takes care of an
older relative loses $659,139 in lost wages, pension benefits and Social Security income.

Conversely, family caregivers provide a significant resource to the economy and long-term care
system in this country. If the work of these unpaid family caregivers were replaced by paid
home care providers, estimates show this could cost $196 billion. At a time when most states are
experiencing budget deficits and the Medicaid system is overburdened, state and federal
governments can not assume financial responsibility for all of the people currently receiving their
primary care from family members and friends. Research shows that caregivers need a variety of
services to support them in their caregiving role. One such service is respite care, which
primarily offers hourly or daily temporary care enabling primary caregivers to take a break from
the daily routine of caregiving and temporarily relieve the stress they may experience while
providing care. If properly supported, caregivers can remain in the caregiving role for longer
periods of time, often delaying or preventing the need for more costly institutional care.
Therefore, any support offered to informal caregivers is essential to their ability to continue
functioning as caregivers for long periods of time.

Many witnesses before the Special Committee on Aging have expressed their sentiments that it is
in the best interest of the government to support family caregivers. In 2000, Congress took its
first step toward recognizing the significant contribution of family caregivers when it passed the
National Family Caregiver Support Program, included in the reauthorization of the Older
Americans Act Amendments of 2000. Grants given to states provide funding for respite care,
counseling, information and training. Other House and Senate legislative initiatives include tax
credits for caregivers who provide significant care to family members and tax deductions for
individuals who purchase long-term care insurance.
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Assisted Living

Assisted living is a relatively new residential care option for individuals who need assistance
with long-term care. Whereas at one time, nursing facilities were the only residential care option
for individuals needing assistance with activities of daily living, assisted living is just one of the
plethora of care options now available for this nation’s seniors and disabled. There are currently
about 33,000 assisted living facilities in the U.S. More than 90% of assisted living is privately
funded. Though the majority of states do have Medicaid waivers available to pay for the health
care portion of the costs of assisted living, fewer than 60,000 Medicaid recipients currently reside
in assisted living facilities. Unlike nursing facilities, which are closely regulated at the state and
federal level, assisted living is regulated within the states.

State assisted living regulations vary greatly. What is defined as a “board and care” home in one
state may be called “assisted living” in another. For the states that do use “assisted living” as a
category there is not a uniform definition for what that category is. Self-accreditation by
individual assisted living facilities has been viewed by some as a possible quality improvement
mechanism, however, to date so few facilities have undertaken the accrediting process that it
cannot be viewed as a reliable self-policing tool.

The Aging Committee has held several hearings and forums exploring quality of care issues in
assisted living. Following the most recent hearing, Committee members called upon the assisted
living industry, consumer advocates, providers and other interested parties to work together to
make recommendations to the Committee about how best to ensure quality in assisted living
facilities. As a result, over 30 organizations are currently collaborating and will present
consensus recommendations to the Committee in April 2003.

Adult Day Services
Adult day centers are a viable, cost-effective, and community-based service option that helps

keep individuals at home, in the community, with family and friends for as long as possible.
Recently they have become a practical and appealing part of the solution to long-term care needs.

A national study, by Partners in Caregiving: The Adult Day Services Program (a national
program of The Robert Wood Johnson Foundation at the Wake Forest University School of
Medicine), confirmed there are 3,493 adult day centers in the United States. These adult day
centers serve individuals ranging in age from 18 to 109 with a variety of chronic conditions such
as dementia, mental retardation/developmental disabilities, mental illness, HIV/AIDS, brain
injury, and those who are physically disabled but cognitively intact.

Twenty-one percent of adult day centers are based on the medical model of care, 37% are based
on social model of care (with no medical component), and 42% are a combination of the two
which provide a vast array of services such as: therapeutic activities, social services, personal
care services, meals, transportation, medication management, caregiver support groups,
rehabilitation therapy, medical services, and emergency respite.
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Most people attending an adult day center live in the community with an adult child or a spouse.
The average length of regular center participation is two years. The number one reason for
discharge from the center is placement in a residential setting, such as an assisted living facility
or nursing home.

The majority of adult day centers are not-for-profit, operate under the umbrella of a large parent
organization, and are open 5, 6, or 7 days a week for 8 or more hours a day. On average, adult
day centers serve 25 people per day at an average cost of $56/day, with 38% of all revenue
coming from third-party public reimbursements (e.g., Medicaid Home and Community-Based
waiver dollars) and 35% of revenue is from private pay. Many centers rely on grants and
donations in order to continue to provide services.

Growth in this industry is evident. Twenty-six percent of all currently operating adult day centers
opened only within the last five years. However, the need for this service is greater than the
industry growth rate; only 1,141 out of 3141 counties currently served. Currently only 39% of
current need is being met, however 5,444 new adult day centers are needed nationwide (1,071 in
rural areas and 4,373 in urban areas).

Long-Term Care Insurance
As mentioned earlier in this report, 77 million baby boomers threaten to overwhelm our nation’s

long-term care system. Six out of every ten Americans who reach age 65 will need long-term
care services.

The average cost of one year in a nursing home is approximately $50,000 while one year of
home and community-based care averages $20,000. Since health care insurance does not cover
long-term care expenses, people must either pay out of pocket for long-term care or spend down
their assets to qualify for Medicaid. With the rapid rate of health care inflation, long-term care
costs are estimated to be three or four times current costs by 2030. For example, according to the
American Council of Life Insurance, by 2030 a year of nursing home care could cost $190,600
and a year of at-home care could cost $68,000. Either way, individuals and the government face
€normous expenses.

In the 1980's, long-term care insurance emerged in the insurance industry as a new product that
consumers could buy to protect their assets and guarantee choice of long-term care options.
Financial planners now often recommend long-term care insurance to their clients as a way to
ensure financial security in retirement. While the number of policies sold in America has
increased from 815,000 in 1987 to over 7 million in 2000, the product is still relatively new and
only covers about 7% of all Americans.

Coverage is more comprehensive today than it was just a few years ago. The proportion of dual-
coverage policies, those covering both institutional care and home care, grew from 37% in 1990
to 77% in 2000. Most purchasers want to ensure that a wide array of home and community-
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based services are available to them. Such options include: assisted living facilities, formal
home care services such as nurses, home health aides, therapists, informal home care services
such as non-licensed caregivers and family caregivers, adult day care, hospice care and respite
care.

People are more likely to purchase long-term care insurance if it is offered by their employer.

In an effort to increase the number of individuals who have long-term care insurance coverage,
Congress passed the Long-Term Care Security Act (P.L. 106-265) of 2000 to provide coverage
for federal employees. The federal government is the nation’s largest employer. Twenty million
federal employees and select family members are potentially eligible to participate in this pilot
program and many hope that this program will be seen as a demonstration model for other
employers. The federal government is also launching a national education campaign to inform
employees about the need for long-term care. Several witnesses before the committee expressed
hope that the public relations efforts for the federal employee program will result in an increased
awareness of the general public about the need for long-term care insurance.

Workforce Shortage
It is well-established that the number of older people in this country is continuing to grow with

each passing year, while the number of individuals entering the workforce to care for this
growing population is dropping. The number of health care professionals with specific geriatric
training is not keeping pace with the changing demographics. All 125 of our nation’s medical
schools have a pediatrics department yet only three medical schools have a geriatrics department.
Many experts have recommended a significant increase in the number of specialized physicians,
murses, and other health care professionals trained in geriatrics. However, we are currently a long
way from having an established cadre of trained practitioners: at the current time, Medicare
supports almost 100,000 medical residency/fellowship positions but only about 300 are in
geriatric medicine.

Similarly, recruitment and retention of paraprofessionals such as certified nurse aides is also a
growing challenge. The Bureau of Labor Statistics estimates that in response to the rising
demands of the growing number of individuals needing assistance with long-term care, that
personal and home care assistance will be the fourth-fastest growing occupation by 2006, with a
dramatic 84.7 percent growth rate expected. The number of jobs available for home health aides
has been projected to increase by almost 75 percent while that of nursing aides will increase by
more than 25 percent. Yet, while these projections indicate that demand for direct care workers
will increase, factors such as rates of economic growth; purchaser ability; and availability of
individuals willing to become direct care staff may drastically affect the actual number of those
employed in these positions.

Furthermore, even if new positions are created they will likely be relatively low-paid, low-
benefit positions. As recruitment efforts build, it will become increasingly important for
providers to offer sufficient training and education to ensure that all staff are able to perform
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work in a manner respectful and appropriate for care recipients. The workforce challenge is being
addressed at several levels, via legislative vehicles for grants to increase staffing levels and to
improve quality of care in residential care facilities and home and community-based services.

Guiding Principles

While many witnesses had differing suggestions for reforms to our long-term care system, there
were a number of guiding principles that most witnesses did agree upon. They include the
following:

Long-term care encompasses more than health care. It comprises a variety of services that an
aged and/or disabled person requires to maintain quality of life — including housing,
transportation, nutrition, and social support to help maintain independent living;

Especially in light of the Olmstead decision, alternatives fo institutional care should continue o
be expanded for ail persons;

Consumers and their families should be involved in care decisions about long-term care
services;

Home care services should support but not necessarily replace family caregiving;

Increased access to respile services and training for family caregivers is needed to sustain their
efforts and ensure that people receive care in the least restrictive setting possible;

Peaple of all income levels should have access to long-term care services;

Just as no “one size fits all” type of care exists for individual long-term care needs, financing
options must be similarly flexible;

Any long-term care system should encompass a “universal approach” and support both disabled
individuals under the age of 65 as well as older Americans who may or may not also have
disabilities.

Conclusion

The Committee’s hearings have helped bring to light some extremely important issues
surrounding the delivery and financing of long-term care services. Thanks to the expert
testimony from our witnesses and multiple reports released as a result of the Comumittee’s series
of hearings, we have a solid base of information and awareness of the looming crisis in long-term
care. Clearly, current financing mechanisms will becore unsustainable in the near future and
without significant reform, our nation’s 77 miltion baby boomers will not be able to find the
wide array of affordable and high-quality long-term care options we all expect and deserve. Itis
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the recommendation of this Committee that Congress focus immediate action on this impending
crisis in American domestic policy. Congress should begin debating various proposals to reform
our long-term care system before — and not afier the crisis occurs.
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Figure 1: Elderly Population Will More than Double by 2040
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Figure 2: Projected Federal Spending for Medicald, Medicare, and Social Security Will
Deouble as a Share of GDP by 2035
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Figure 3: Medicaid Spending for Long-term Care, 1990 and 2000
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Figure 4: Projected Long-Term Care Expenditures for the Elderly Could Nearly
Quadruple by 2050
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Figure 5: Medicare, Medicaid, Social Security, and Net Interest Will Put Unsustainable
Pressure on the Federal Budget
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Figure 6: Medicaid Is the Largest Funding Source for Long-Term Care
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Medical Never-Never Land: 10 Reasons Why America Is Not Ready for the Coming Age
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The CHAIRMAN. Today, we will be hearing from another group of
expert witnesses who will talk about reform options to pay for a
comprehensive long-term care system. Much good work has already
been done and we want to take advantage of that wisdom. Other
witnesses have come up with new approaches that are worthy of
our time and attention, and equally important is the chance to
learn what other developed countries around the world are doing
to finance their long-term care service, as well.

While we have talked about this issue in terms of billions of dol-
lars that are spent each year on services and the institutional bias
that exists and the unmet need for the services that exist, what we
really need to remember is that the issue of long-term care is very
personal for individuals and their families and their relatives and
their friends. It affects each and every one of us and our families
at some point in time. It will affect all of us, if it already has not
done so.

I would just like to read a short copy of a letter that I received
which is really typical, unfortunately, of many of the hundreds and
hundreds of letters that this committee has received from families
around the country expressing their concern. This one is from a
constituent of mine from Louisiana, and she says, “My name is
Frances Stevenson. I am 73 years old and I live in Napoleonville,
LA, with my husband, Dave. Dave is 76 years of age, is insulin-
dependent diabetic who has had several mini-strokes, high blood
pressure, dementia, and has had a feeding tube since May 1999
when his blood sugar elevated above 400. He wears diapers and
must be bathed and changed at least twice a day. I must monitor
his blood sugar at least three times a day, must bathe him in the
evening, change his feeding bag daily, give medicine, insulin, and
tend to his oxygen tank.”

“Last May, Dave had surgery to remove his gallbladder, and at
that time, he spent several days in an intensive care unit and a
few more days in step-down. Home health care is allowed to come
in for a few weeks at a time after each stay in the hospital and
then I am on my own. My family helps me as often as they can,
but each of them have jobs. My son is an Army officer stationed
in Washington, DC. He gets to come home only about once a year.
I have tried to get the VA to give us some aid since Dave is a
World War II veteran. He served in the Marines for 5 years.”

“I have been paying for an aide to come in and bathe him every
morning for the last 4 years. Dave and I worked very hard
throughout our whole lives and we felt that we would be all right
in our later years. I can barely make ends meet with the costs of
medicine, insurance, diapers, pads, bandages, a nursing aide, et
cetera. The Council on Aging put Dave on a program in February,
but that will end in a few weeks. He had 24-hour sessions of res-
pite care, 34 hours of personal care, and 18 hours of sitter care.”

“I want him to be cared for at home because I know that is
where the best tender loving care will be given. I need home health
care and someone to help with home living. Please give us some
help.”

I think you would agree with me that this story of one person
from Louisiana is far too typical of literally hundreds, and indeed
thousands of Americans throughout this country as we struggle
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with the process of aging. If it is bad today, I would only point out
that by the year 2040, we are projected to be spending some 75
percent of our nation’s entire financial budget on Medicare, Medic-
aid, and Social Security. If we have problems today with about 40
million Americans over the age of 65, we can only wonder what it
will be like when 77 million additional baby boomers become sen-
iors who are going to be living a lot longer than their children
would have expected.

So we have a challenge that I think is not insurmountable, but
it indeed is one of the biggest issues facing us as a nation. Hope-
fully, this report will move us toward the process of looking at
what we have done in 13 hearings and hopefully be able to come
together in a bipartisan fashion to determine what some of the an-
swers are.

I am delighted that I am joined by my two colleagues, who I will
introduce in just a minute. I want to recognize a group of intern
teachers that we have from Louisiana who work in our office for
a short period of time to try and learn a little bit about how Con-
gress works. Hopefully, being at our hearing today will give them
a little sense of how hearings work in the U.S. Senate.

I would recognize Senator Wyden for any comments that he
might have.

STATEMENT OF SENATOR RON WYDEN

Senator WYDEN. Thank you, Mr. Chairman.

The first question, of course, that comes up when somebody talks
about long-term care is can America afford such a program, par-
ticularly now with the war on terrorism, the claim on funds in a
variety of areas. I think that is going to be the key question.

To me the question is not can America afford it, the question is
can America afford not to do it, given this demographic tsunami
that is coming. I think the answer is clearly yes. People can go
through $40,000 a year easily on long-term care now. Given the
population trends that you have outlined, it is obvious that the
costs are just going to get worse.

So I would like to just touch very quickly on a couple of areas
that I think are particularly important as we explore by way of try-
ing to lay out a structure for new public and private partnership.

The first area that I feel very strongly about is making much
more aggressive use of waivers so that programs at the State and
local level can stretch the public dollars that are available for long-
term care. One of the things that I am proudest of, when I came
to the House after 7 years as Director of the Gray Panthers—I had
a full head of hair and rugged good looks—Senator Rockefeller,
who my guess is did not even know who I was, helped me with a
program that really helped to start the assisted living field. It was
a waiver program so that you could use Medicaid dollars that were
then earmarked for nursing home care for home health care, and
a number of States around the country have used it. Governor
Dean is going to talk today about more aggressive use of waivers
with home health and I support what the Governor is talking
about, as well.

However, I think we should also look in a multi-disciplinary way
at waivers. For example, I do not see any reason why we do not
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allow waivers so that the VA, HUD, and Medicaid, could not team
up on some innovative approaches in terms of long-term care.
Those would be using existing dollars. They could come out of the
State and local level. This is an area I will want to explore with
our witnesses. So more aggressive use of waivers would be a top
priority for public funds.

Then on the private side, where I know a number of Senators
had an interest, I would like to see us allow penalty-free withdraw-
als from private retirement accounts for long-term care. We allow
those penalty-free withdrawals for a whole lot of other stuff that
America feels strongly about, like college and saving for a home
and that sort of thing. I would like to see us take a look at penalty-
free withdrawals from retirement plans for long-term care so that
we could shore up a little bit of what is going on the private side
in terms of saving for retirement.

Finally, a third area that I know Senator Rockefeller has a lot
of history on, I would like to see us go back to explore the idea of
a voluntary Part C of Medicare. As all you know, we have got Part
A, the hospital portion, Part B, the outpatient portion. We have
talked over the years sort of sporadically about a voluntary Part C
of Medicare that could be designated for long-term care, where per-
haps government contributions could be matched by private con-
tributions, as well.

Your report in my view, Mr. Chairman, gives us a very good out-
line. I am looking forward to having a lot of people at that witness
table who I have worked with over the years give their views and
working with you, and Senator Ensign has had a long-term interest
in this, as well, so I think we have got some bipartisan opportuni-
ties here.

The CHAIRMAN. Thank you, Senator Wyden.

Senator Ensign of Nevada?

STATEMENT OF SENATOR JOHN ENSIGN

Senator ENSIGN. Thank you, Mr. Chairman. I will keep my re-
marks brief. I am looking forward to hearing from the panel.

Anybody who has gone around their States—who has spent any
time at all looking into this issue-realizes that there are some seri-
ous concerns not only today, but even more so into the future. I
think the demographics show as the Chairman mentioned this
morning, as we go into the future, that if we do not start address-
ing this problem now, we are going to be behind the biggest eight-
ball that we could possibly imagine.

The continuum of care that is out there, and there are a lot of
innovative things being done in the continuum of care, is such a
big issue. This is because almost everybody is thinking about their
continuum of care as they are getting older. Obviously, the closer
you get and the more gray hair that you get, or the less hair,
whichever the case may be—— [Laughter.]

The more that we have the fear that we may be in a situation
where the care is not good. The care is something that is not only
inadequate, but sometimes neglectful. There are a lot of people
doing a lot of good stuff out there, but I think a lot of people, as
they get older, have a big fear of the type of care that is going to
be available.
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So I think that this is an incredibly important issue for us. Un-
fortunately, we are not getting enough younger people thinking
about the issue yet and I think that that is going to be one of the
keys. Government has an important role in this, but the more that
we can get the private sector involved and get individuals when
they are younger to start saving and buying long-term care insur-
ance—I think that that has got to be a big part of the answer.

Then as innovative ideas come forward and we figure out the
best ways that we can use preventative medicine to keep people out
of assisted care, the better off that we are going to be. This is be-
cause more people will be able to take care of themselves. A great
example of this is the physical therapy cap. Now, there is a budg-
etary reason. If we do not get people back to being more on their
own or maybe in a less-intensive health care situation, the more
expensive it is for us and the worse their quality of life is.

So preventative medicine, to me, as part of this whole thing, has
to be stressed, where we have dietitians teaching diabetics and
cancer patients and heart patients how to eat better, not only how
to shop for the food, how to buy the food, how to prepare the food.
We have got to have physical therapists and speech therapists and
occupational therapists involved in these things and then commu-
nities and non-profits involved. I think that if we look at this from
a holistic approach, I think that we are all going to be better off
and that is all going to be part of the solution for the future.

I appreciate the Chairman’s interest in this issue. I think you
need to be applauded for this because this is such an important
issue.

The CHAIRMAN. Thank you, Senator Ensign.

You mentioned long-term care insurance. I would note for the
first time that the Federal Employees Health Benefit Plan will be
offering long-term health care insurance for the nine million Fed-
eral employees, not only Members of Congress, but also nine mil-
lion others. As well, and I think that will be a very important test
to see how it works. It is already available in the private sector and
I think people are just becoming aware of the need for it.

We have a very distinguished panel of witnesses, as I mentioned.
I will introduce them all collectively. It starts with a very distin-
guished colleague who has a long history of service in the health
care areas. He chaired the Pepper Commission a few years back
which dealt with the question of providing health insurance for the
millions of Americans who are uninsured, outlining a blueprint for
the future. Unfortunately, Congress has not really acted on those
recommendations. We still have about 44 million Americans who
have no insurance at all. We talk about Medicare not being enough.
There are 44 million Americans who have nothing and that is still
a problem and Senator Rockefeller was one of the leaders on that
Pepper Commission.

Howard Dean will be our next witness. He is back to the Aging
Committee. He has been before us on a number of occasions with
his ideas and suggestions. He is testifying on behalf, really, of his
own views, but also representing the National Governors Associa-
tion, which has really gotten involved in this issue, and is incred-
ibly important. We are looking forward to his testimony.
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Our former colleague of this committee, as well as, and the Sen-
ate Finance Committee, David Durenberger, is back as Chairman
of the Citizens for Long-Term Care Coalition, which has done out-
standing work in trying to put together all of the health care
groups to address this problem collectively because, really, we all
have the same goal in mind. So your work in that coalition is out-
standing.

Carol O’'Shaughnessy will be testifying. She has been around on
the Hill a number of times before this committee, and has a real
expertise in health care and aging issues in particular. The work
that they have done over at CRS, the Congressional Research Serv-
ice, which provides us with information, has been most helpful.

Steve Chies is Vice Chairman of the American Health Care Asso-
ciation, which is a federation of all of the nonprofit as well as the
for-profit assisted living facilities, nursing homes, residential serv-
ices, et cetera, who have a major role in this area of helping us
with long-term care. He also will be testifying.

I know Senator Rockefeller has a busy schedule, so Jay, if you
would like to give your testimony, maybe we can ask you a few
questions and you can leave. Welcome to the committee.

STATEMENT OF HON. JOHN ROCKEFELLER IV, A U.S. SENATOR
FROM THE STATE OF WEST VIRGINIA

Senator ROCKEFELLER. Actually, I do not have a busy schedule,
Mr. Chairman, but I am delighted that——

The CHAIRMAN. But you want to get out of here anyway? [Laugh-
ter.]

We are glad to have you.
