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The Alliance for Retired Americans commends the Senate Finance Committee for 

holding a hearing on expanding options for home and community-based services in long-
term care (LTC).  Founded in 2001, the Alliance is a grassroots organization representing 
more than 3 million retirees and seniors nationwide.  Headquartered in Washington, D.C., 
the Alliance’s mission is to advance public policy that protects the health and economic 
security of older Americans by teaching seniors how to make a difference through 
activism.   
 

Long-term care reform is not a new concept in Congress and particularly in the 
Senate.  During the past several decades, advocates and policymakers have attempted to 
bring long-term care to the forefront of public awareness.  In the 1970s, the Senate 
Special Committee on Aging Subcommittee on Long-Term Care conducted 
investigations and hearings on the quality of care in nursing homes and in the 
community.  Later, the Long Term Care Campaign, a coalition of aging and disability 
organizations, succeeded in making long-term care an issue in the 1988 presidential 
primary campaigns and subsequent congressional elections.  And 17 years ago this 
month, the bipartisan and bicameral Pepper Commission, named in honor of 
Congressman Claude Pepper, released a blueprint for long-term care reform.   

 
On behalf of our members nationwide, the Alliance for Retired Americans hopes 

that today’s hearing will finally result in action.  Action is needed to assure that this 
nation’s 10 million individuals with disabilities, chronic illnesses, or ongoing limitations 
in their daily activities will receive the range of medical, personal and social services they 
need to function independently and in the setting of their choice. 

Public Support for  LTC Improvements 
The Alliance released a poll, conducted by Lake Research, earlier this month on 

issues important to voters age 65 and older in the upcoming election year.  Over half 
(52%) of the respondents said that they were ‘very or somewhat worried’  that all of their 
savings would be wiped out on paying for their long-term care costs.  When asked what 
Congress should do to address the range of health care needs—making long-term care 
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more affordable ranked among the highest responses along with guaranteeing all 
Americans health care, and controlling rising health care costs. 

The 1,200 delegates to the 2005 White House Conference on Aging (WHCoA) 
had two top resolutions and policy recommendations.  First, the delegates recommended 
swift reauthorization of the Older Americans Act.  Second, they recommended that the 
government develop a coordinated, comprehensive long-term care strategy that addresses 
financing, choice, quality, service delivery and the paid and unpaid workforce.  The 
WHCoA delegates were able to recommend an additional twenty priority 
recommendations for LTC reform including: training for the health care workforce, 
promotion of innovative models of non-institutional LTC, a national strategy for 
supporting informal caregivers, and long-term care financing models. 

In a poll conducted for the National Academy of Social Insurance, baby boomers 
and the generations before them say they are concerned about paying for LTC, and that 
the current system needs major improvements or an overhaul.  Nearly three-quarters of 
Americans over age 40 are concerned either a ‘great deal’  (54%) or a ‘ fair amount’  (18%) 
about paying for LTC.  Over half (53%) say that addressing LTC costs should be a ‘high 
priority’  for the nation, including 34% who say it should be a ‘very high priority.’  1 

The increasing numbers of Americans who will need LTC in the future, and the 
costs of such associated that increase, make it imperative that we raise the political and 
public profile of LTC to an immediate national priority.  Currently our financing and care 
delivery model of LTC relies heavily on the Medicaid program, which has become the 
primary source of public funding for LTC.  Ironically, many individuals do not realize 
that in order to qualify for government assistance through the Medicaid program, they 
must deplete their financial resources.  Additionally, many see the significant expense of 
LTC insurance as unreliable and exorbitant.  These issues add urgency to addressing LTC 
as a public policy issue.  Consequently, the recent poll found that seven in ten baby 
boomers and seniors feel that the current system of paying for LTC expenses needs a 
complete overhaul (41%) or major improvements (30%).  The same percentage believes 
government should do more to help people meet the costs of LTC.2 
 
Who Needs Long-Term Care? 
The need for LTC ranges from those who use occasional help to those who require 
intensive or round-the-clock care.  Trends indicate that one in four persons over the age 
of 25, and 40% over age 65 will have at least one stay in a nursing home during their 
lifetime.  One in five individuals requiring LTC do not receive the services they need, 
and nearly 20% of family caregivers say they need help with their caregiving 
responsibilities that they do not receive.3  Although the probability of needing LTC 
increases with age, nearly four in ten (38%) of those who need LTC services are under 
age 65.  Over 80% of those with long-term care needs live in the community.4 
 
Who Provides Long-Term Care? 

We know that the vast majority of LTC recipients reside in the community—the 
focus of today’s hearing.  Three out of four Americans age 50 and older prefer to remain 
in their own homes to receive services.5  The human element of LTC is very important; 
most LTC is hands-on and low-tech.  More than three-quarters (78%) of LTC recipients 



 3

living in the community rely solely on family and friends to provide the assistance they 
need.  Eight percent receive care exclusively from paid staff and 14% from both paid and 
unpaid care. 6   
 
 Aging and Disability Resource Centers (ADRCs) serve as a single point of entry 
for accessing LTC services.  These have been successful models for assisting individuals 
with finding the appropriate service.  The Alliance supports expansion of ADRCs into 
every state as called for in the 2006 Older Americans Act (OAA) reauthorization. 
 
Family and Informal Caregivers 

Families play an incredible role in providing care.  There are an estimated  
44.4 million individuals—one in five adults— providing health care for adult family 
members and friends.7  While the participation of men as family caregivers is higher 
today (39%) than in earlier studies (25%), the bulk of caregiving responsibilities still falls 
on women who spend more hours caregiving per week than men.8  It is anticipated there 
will be fewer family caregivers in the future partially because the fertility rate of baby 
boomer women is lower than previous generations9 and the number very old population 
needing LTC will increase faster than the population who would traditionally care for 
them.  Between 2000 and 2025 the population age 85 and older will more than double 
while the traditional caregiving population—women age 20-54—is projected to increase 
by just 9%.10  It is not realistic to continue to depend on family caregivers as the future 
anchor of caregiving.  Their numbers are fewer and they do not receive sufficient support 
and respite.  
 

Many family caregivers have no preparation or training for the work that is 
involved.  Studies show that as individuals grow older, they count on having a family 
member as a caregiver, should they need it.  However, significant proportions do not talk 
to their potential caregiver about the prospect.  In one study of older women, four in ten 
cited their husband as a potential caregiver but one quarter had not spoken to their spouse 
about arrangements.  One third listed daughters as a potential caregiver yet 19% had not 
discussed the matter with their daughter.11  Only half of older parents with adult children 
have talked to their children about their future long-term care needs.  Similarly, only half 
of older married couples have talked to each other about their own long-term care needs.  
The conversation between family caregivers does not regularly occur because:  47% of 
people believe that the conversation is not necessary as they expect to live independently 
for quite some time; and 23% said that their children have too many of their own 
responsibilities and not enough time nor money to help their parent.12 
 
Consequences of Caregiving 

Caregiving often takes a heavy toll on the caregiver.  In one study of working 
caregivers, 56% have health problems of their own, a third lack health insurance, and 
three out of five are stressed by medical bills.  One-third of employed caregivers miss 
more than one week of work during the year and employers may lose as much as  
$29 billion per year in productivity.13   
 

The National Family Caregiver Support program, established by the 2000 OAA 
Amendments, is a federally-funded program that provides grants to states to make 
information and support services—such as counseling, support groups and training, and 
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respite services--available for family caregivers.  The 2006 reauthorization of the OAA 
expanded the program to include caregivers of adult children with disabilities, caregivers 
of persons with dementia of any age, and grandparents age 55 and older caring for 
grandchildren.  Increased funding was also authorized.  However, funding for the 
program is still insufficient to bring the services to the thousands of caregivers who need 
it.   

  
The National Family Caregiver Support program must have expanded funding in 

order to provide authentic respite.  The Alliance for Retired Americans endorses national 
enactment of financial and other supports for family caregivers, including but not limited 
to, affordable health insurance, adequate provisions for respite, expansion of family and 
medical leave options, and guaranteed retirement security for those who leave the 
workforce for a loved one. 
 
Formal Caregivers 

Home health aides, personal care aides, and nursing home aides are the front line 
workers in delivering LTC.  Yet, LTC workers have few protections in the health field 
themselves—over half have no health insurance or pension coverage.  Workplace injuries 
or illnesses for these workers are twice that of workers in all private workplaces  
(10.1 versus 5.0 per 100 workers).   Ninety percent of these workers are women, half are 
non-white, and one in three are unmarried with children.  Most intentionally choose 
direct care work because of a desire to help people and an interest in working in health 
care.14   
 

The National Governors Association (NGA) acknowledges that these direct-
service workers face poor working conditions, earn low wages (the wages for personal 
and home health aides average between $8.05 and $8.75 per hour), receive few benefits 
and generally lack knowledge about public benefits.15  As a result, staff turnover rates are 
high, and the vast majority of workers leave their jobs within the first few months of 
employment.  Improvements in these areas are essential not only to the quality of life for 
the workers but also continuity and quality of care for the care receiver.   
 
Identifying and Recruiting Future Formal Caregivers 
 Who will be the LTC caregivers in the future and where will they come from?  A 
long-term care system that provides quality care requires a workforce that is well trained, 
compensated with adequate wages and benefits, and with opportunities for advancement.  
Aggressive measures must be undertaken to recruit and retain LTC workers, otherwise 
substantial shortages of home health aides and nursing aides will occur in the next several 
years.  Between 2002 and 2012, the number of available paid caregiving jobs are 
projected to increase at a much higher rate than employment in the overall labor 
market—48% increase for home health aides, 25% for nursing home aides and 41% for 
personal aides in contrast to a 15% increase for all other occupations.  Yet the number of 
workers who fill these jobs are expected to increase only slightly further exacerbating 
current shortages.16 
 
 There are steps Congress can take now to improve opportunities and the working 
conditions of caregivers.  As an initial measure, the Alliance for Retired Americans 
supports  “The Fair Home Health Care Act,”  S. 2061 and H.R. 3582, introduced by 
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Senator Tom Harkin and Representative Lynn Woolsey, respectively.  This legislation 
will provide home health care workers at least the overtime and minimum wage 
protections under the Fair Labor Standards Act that other domestic workers have.  In 
addition, the Alliance supports an employer of record for home health care workers in 
order to ensure proper training and delivery of quality care. 
 
Paying For  Long Term Care 

LTC expenditures may be minimal to costly, depending on the setting and extent 
of care.  Some observers have suggested that it is more affordable to live permanently on 
a cruse ship than in a nursing home.  According to a 2006 survey, the national average 
cost of a private room in a nursing home is about $70,900 a year.  Four hours daily of 
home health aide services would total about $36,500 annually.17  National expenditures, 
including unpaid caregiving and out-of-pocket spending by care receivers and their 
families, amounted to over $207 billion in 2005.  If donated care as well as out-of-pocket 
spending are taken into account, then recipients and their caregivers “pay for”  57% of 
LTC.18   
 
 Excluding donated care, which is typically community-based or in the home, 
about two-thirds of expenditures are for institutional – or “ formal” - long term care.  
Public programs such as Medicaid and Medicare pay for over two-thirds of this 
institutional formal long-term care.  Medicaid alone pays for nearly half.  As a jointly 
funded federal-state program, Medicaid was identified as the major source of nursing 
home payments and increasingly the major source for home and community-based 
services (HCBS) for low-income individuals or those who become eligible after 
exhausting their financial resources.    
 

Although the majority of Medicaid spending is for nursing home care, Medicaid 
expenditures for home and community-based services are increasing through HCBS 
waivers, which the Alliance supports.  Non-institutional care accounted for 37% of 
Medicaid’s LTC spending in fiscal year 2005, compared with 19% 10 years earlier.19  
According to the National Academy of Social Insurance, 75% of HCBS spending is for 
individuals with mental retardation or developmental disabilities with the remaining 25% 
for aged or disabled individuals.20   

 
Medicaid, however, is not an efficient, compassionate, or comprehensive strategy 

for LTC services.  Recipients must spend down all their assets to qualify, making them 
permanently dependant on the system.  Additionally, the National Governors Association 
emphasizes that states are struggling to bear the primary public role of financing LTC 
services and stresses Medicaid cannot continue as the primary funding mechanism.21  
Finally, Medicaid funding also faces annual budget uncertainty in Congress. 
 

The Medicare program covers limited nursing home care; up to 100 days 
following three days of hospitalization, or days at home for those requiring part-time 
skilled nursing or therapy services.  Medicare’s services are designed to help 
beneficiaries recover from acute illness rather than provide LTC. 
 

LTC insurance is still not a major source of funding for LTC services.  Currently 
only about 6.5 million policies are in effect.  Availability and affordability are major 
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shortcomings of LTC insurance.  For example, it is not available to older, as well as 
younger, people who already have LTC needs.  All policies currently sold exclude those 
with pre-existing conditions; overall about one in 5 applications.  Nearly 60% of 
individuals over 80 who apply are declined coverage.22  The average annual premiums 
for a 65-year-old are $2,862, making insurance beyond reach for 80-90% of seniors.23  
Despite tax incentives and the limited benefits, public demand for LTC insurance is very 
low.  The CBO projects that the proportion of LTC spending that private insurance will 
pay will rise to only 17% in 2020 from 3% of total LTC expenditures in 2004.24   
 
Alliance for  Retired Amer icans Position on Long-Term Care 

In the future, LTC costs must be distributed more equitably than they are currently.  
Care recipients and their caregivers should not shoulder most of the burden out of pocket, 
forcing families to become impoverished to care for each other.  Therefore, the Alliance 
for Retired Americans supports a social insurance model for a long-term care system that 
incorporates the following principles: 
 

·  A range of quality care services including but not limited to the following 
services and settings that enhance the physical and mental well-being of 
recipients and their caregivers: 

� � Skilled nursing care 
� � Rehabilitative services 
� � Respite care 
� � Personal assistance with activities of daily living 
� � Congregate living arrangements 
� � Adult day care services 
� � Home care 
� � Hospice care 

·  Affordable care based on health and physical needs, not income levels; 
·  An individual’s right to choice of provider and care environment, including one’s 

own home; 
·  Enforcement of quality assurance measures; 
·  Educational efforts to promote informed decision-making by individuals and 

families including an examination of available options for types of care and 
settings, as well as financing options and eligibility criteria; 

·  Recognition of the essential role of front line long-term care workers in ensuring 
quality care through improvements in nursing home staffing ratios, staff and 
management training, fair pay, health, pension and other benefits, career 
advancement and other incentives, and safety protections for all health care 
workers; and 

·  The right for all long-term care workers to organize, bargain collectively for 
better pay, health and retirement benefits, and training with provision for 
effective enforcement.  

 
The Alliance for Retired Americans supports many of the provisions in the 

Community Living Assistance Services and Supports Act (CLASS Act) of 2007 (S.1758, 
H.R. 3001).  The CLASS Act creates a national insurance system for providing a cash 
benefit to eligible individuals to purchase the LTC services they need after they have 
contributed to the system through payroll deductions for a minimum of 60 months or five 
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years.  However, even if enacted tomorrow, the CLASS Act will not help those who 
currently need LTC assistance.  Also, it excludes those with disabilities unable to 
establish a 5-year work history, and it does not ensure benefits and protections for LTC 
workers. 
 

Additionally, the Alliance encourages its state and local affiliate organizations to 
participate in the development of state long-term care policies that incorporate the 
Alliance’s principles above where possible.  The Alliance rejects proposals that would 
divert development of a comprehensive long-term care system by substituting expensive 
federal tax credits and tax deductions for private long-term care insurance. 
 
Conclusion 

Access to appropriate and affordable long-term care is a right of all individuals.  
Many stakeholders are invested in the current long-term care “system” in place: federal, 
state and local governments, employers, private programs, and individuals and their 
families.  However, this has resulted in a fractured system.  Any LTC policy should focus 
on helping caregivers and those who are not obtaining LTC assistance to ensure that 
services are available and affordable wherever one lives.  A social insurance approach 
best addresses all of these concerns. 
 

The time for action by Congress is now.  As individuals face the growing daily 
struggle of finding affordable services they need, or coordinating care for a loved one, the 
public demand for support and action will grow.  The Alliance for Retired Americans, 
and our affiliates and advocates throughout the country, will work to make long-term care 
a critical national issue by raising it before Congress, in the states, and during the coming 
election campaigns.
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