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LONG-TERM CARE• 

Over 12 million people in the United States need help with basic activities of daily 
living requiring long-term care services-that is, personal, social and medical supports 
provided et home, in the community, or in institutional settings. The long-term care 
population is diverse, reflecting a broad age spectrum, a variety of service needs, and 
differing abilities to saUsfy them. The elderly are the primary users of long-term care 
services and, among the elderly, the most vulnerable are the very old and those who live 
alone. 

Spending on long-term care came to $115 billion in 1997. Over 40 ffercenj of 
tt,_at spending was financed by the Medicaid program, including half the cof s of nursing 
home care. Medicaid Is the nation's long-term care 1.afety net- financing care not only 
for the poor but for the middle class as well. However. Medicaid pays for care for those 
with middle incomes only once they have exhausted their own financial resources; 
consequently, many of the elder1y are at considerable risk of catastrophic long-term care 
expenditures. More than a third of the elder1y who entered nursing homes-and more 
than 70 percent of those who were in nursing homes for at least a year-had 
catastrophic long-term care costs (with expenditures exceeding 40 percent of their 
annual Income and non-housing financial assets). Because of their greater likelihood of 
needing long-term care and their limited ability to pay, the low-income elder1y are 
especially et-risk. 

\ The elderly pay for a substantial portion of long-tenn care costs out-of-pocket 
Unearly 30 percent in 1997). Medicare provides nearly universal coverage for the elderly 
for health care, but Medicare does not pay for most long-term care, paying only for 
limited amounts of skilled nursing care In nursing homes and for some home health care. 
Private insurance plays only a small role in long-term care. With eligibility for public 
programs limited and the costs of service high, the current system fails to meet all of the 
long-term care needs of persons With disabllitie&. For example. a significant proportion 
(about 20 percent) of elderly and nonelderly adults with long-tenn care needs report an 
inability to fully address these needs. wfth sometimes serious consequences for their 
health and quality of life. 

The number of people likely to need long-term care, and national expenditures 
on long-term care for the elderly, will Increase significantly with the aging of the baby-
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boom population. Exacerbating the problem of serving the growing long-term care 
population appropriately Is the fact that long-term care costs are expected to grow ~ster 
than inflation. Inflation-adjusted long-term care expenditures are expected to triple to 
$346 billion by 2040, placing large burdens on both Medicaid and private resources. 
Assuming current policies continue, more re&ources will likely be required to address 
gaps in the current system, varied lnput5 across states, limited access to care in the 
community, and concerns about quality of care. 

What is Long-Term Care? 

Long-term care services provide the help required by individuals with physical or 
mental disabilities to perform basic ~activities of dally living• (ADLs) such as eating, 
bathing, dre5slng, getting In and out of bed, and using the bathroom. Long-term care 
also Includes services that are designed to assist individuals with "instrumental activities 
of daily living" (lADLs) that are necessary to remain independent, such as housework. 
laundry, grocery shopping, taking medication, and transportation. Long-term care is the 
care needed to cope when physical or mental disabilities interfere with an Individual's 
ability to perform these basic tasks on their own. 

Who Needs Long-Tenn Care? 

Chronic conditions that create a need for long-term care are physical or mental in 
nature and their onset time ranges from before birth to late in life. Alzheimer's disease, 
heart disease, multiple sclerosis, cerebral palsy, spinal cord injury, and stroke are just a 
few of the diseases that may cause chronic disability. Unlike acute illness, chronic 
conditions are essentially permanent. Regimens of medical and personal care can 
sometimes control but rarely cure them. 

Disablllty is a condition that often creates a need for a variety of services and 
supports on a continuing bai.is. The presence of dlsabillty, however, is not synonymous 
with the need for long-term care. Over forty million Americans have a physical or mental 
disability. Of these, more than twelve million (30 percent) need long-term care, defined 
as a need for assistance with actlvltJes of daily living, and about a third of those with long­
term care needs (approximately 4 million people in the community and in institutions) 
have substantial needs-that is, they need help with 3 or more activities of daily living.

1 

The elderly are much more likely than younger age groups to suffer from disabling 
conditions end to require long-term care. Almost a quarter of the elderly (6.4 million 
Individuals) have some long-term care need. However, Individuals with long-tenn care 
may be young or old. Only 3 percent of adults ages 18 to 64 had i.ome long-term care 
need, but thls translates into a significant number of nonelderly adults needing long-term 
care (5.3 million); 400,000 children also have long-tenn care needs [Figure 1]. 

The prevalence of disability among children and non-elder1y adults has been 
increasing as a result of Improved trauma care and medical technologies that have 
extended the lives of those with life-threatening or debilitating illnesses. Recent 
advances in the treatment of AIDS has also fueled changes in the composition of the 
long-term care population. Improved treatments for those infected with HIV have 
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Medicare 

Although Medicare provides nearly universal coverage to the elderly for their 
acute care needs, it i& not designed to cover the majority of their long-term care costs. 
Medicare covers short-term skilled nursing facillty care and plays a limited role In 
financing home and community-based services. Although no prior hospitalization is 
required to receive home health care under Medicare, benefits are limited to people who 
are homebound, require skilled nursing, physical therapy or speech therapy on a part­
time or intermittent basis, and are under the care of a physician. 

In the past several years, increasing attention has been paid to the rapid growth 
in the use and costs of Medicare's post-acute care benefits, with many observers 
suggesting that this represents an inappropriate expansion of Medicare into long-term 
care. A rapid expansion In home health has been of special concern. Home health 
spending increased at an average annual rate of 29 percent between 1990 and 1996, 
rising from $3.9 billion to $18.3 billion and from 3.6 percent to 9.2 percent of Medicare 
spending. Medicare's payment policies have been revised in an attempt to constrain this 
growth, and there is continuing attention to addltlo.nal reforms that would help to limit the 
use of home health benefits. 

Even with the recent expansion of home health services, however, survey and 
program data suggest significant limits to Its reach among people with long-tenn care 
needs. One survey found that only 10 percent of the community-dwelling elderly with 
chronic disabilities and long-term car~ needs received Medicare-financed home care in 
the week prior to the survey in 1994.' A large proportion of Medicare home health care 
expenditures (46 percent in 1997) are consumed by very small proportion (10 percent) of 
Medi~re beneficiaries with high home health use (200 home health visits or more per 
year). Thes.e home health users typically have both acute and long-term care needs 
and are disproportionately older, In poorer health, more disabled and have lower 
incomes than other home health care users. 

Many observer& have suggested that recent changes In treatment patterns under 
Medicare home health reflect a shift from a narrow post-acute benefit toward a long-term 
care benefit. Medicare beneficiaries using home health care are using care long after a 
hospitalization, they are receiving more visits, and as episodes of care have lengthened, 
they ~re receiving a higher proportion of aide vi&its and correspondingly fewer skilled 
visits. 

3 
But despite the rapid growth In home health utilization and expenditures, 

Medicare's benefit does not cover long-term care for people who need such care 
exclusively. However, for people Who qualify, the type of care It covers over1aps 
substantially with long-term care: the home health benefit covers some personal 
assistance with basic daily activitle&-the long-term care services-along with skilled 
services for beneficiaries Who need both. As Medicare tries to limit Its home health care 
coverage, It remains to be seen if Medicaid's expansion into home and community­
based services wlll sufflclenUy cover the long-term care population with severe 
disabilities. 
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Private Long-Term Care Insurance 

Most individuals with long-term care needs rely on their own resources to pay for 
long-term care, but private Insurance plays a very limited role in the financing of long­
term care. Most private health insurance policies pay for very little long-term care and 
only 7 percent ot the elderty own a long-term care insurance policy that explicitly covers 
these services.1 

Less than one r,>prcent of long-term care expenditures are financed by 
private long-term care insurance. 

Sales of private insurance policie5 have inaeased over the past decade, but 
long-term care remains unaffordable for many of the elderly-with one recent study 
&uggesting that only 1 Oto 20 percent of the elderly could afford to purchase a 
comprehensive long-term care policy.

18 
The cost of private insurance coverage 

increases with age and with essential coverage provisions, such as inflation protection 
(which Increases benefit levels as nursing home costs rise) and nonforfelture benefits 
(which allow an individual to recover some of the cost of the policy if that person cannot 
pay the premium or thinks he/5he will not need the coverage). The average annual 
premium for policies covering four years of nursing home and home care with inflation 
protection and nonforfeiture benefits In 1996 was $1,200 per year If purchased at age 
50, $2,432 per year if purcha58d at age 65, and $7,440 a year If purehased at age 75.

17 

The people who are able to buy good quality polides at the prices offered are 
often middle to upper income individuals who generally would not qualify for Medicaid 
(and offset public expenditures for long-term care). Further, many of those who might 
purchase private insurance may not be able to buy It. One study has estimated that 
even if everyone applied for long-term care in5urance at age 65, a significant 
proportion-perhaps as many as a quarter-would be rejected under current 
underwriting aiteria. 

5 

Medi~id 

Medicaid is the only public program that provides subStantisl coverage for long­
term care. Medicaid spending on long-term care was $44 billion in 1997, financing 
nearly 40 percent of all long-term care, 50 percent of the costs of nursing home care, 
and financing the care of nearly 70 percent of nur.1lng home residents. Nationally. 
Medicaid spends an average of about $7,IWO on long-term care per elderly Medicaid 
enrollee and $3,700 per disabled enrollee. 

Medicaid is the nation's safety net provider of long-term care services not only for 
the poor, but for the middle class as well. Unlike other insurance, however, which 
provides protection against cat11strophic losses, Medicaid helps only after catastrophe 
strikes. Middle income Americans with catastrophic long-term care costs may become 
eligible for Medicaid benefits once they have •spent down" their Income and assets­
they mu5t lmpoveri5h themselves before Medicaid assistance is available. Although 
some policymakers have expressed concern that Medicaid's spend down provi5ions 
encourage attempts to unfairly manipulate the system by those who could otherwise 
afford long-term care, there is little evidence of widespread abuse [See Box 2). 
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BOX2 

Medicaid "Spend Down" 

In 35 states and in the District of Columbia, people whose assets are 
less than a specified level ($2,000 for Individuals, $3,000 for couples) can qualify 
for Medicaid if the cost of nursing home care exceeds their Incomes-that is, 
they qualify for Medicaid •• "medically needy: Individuals must contribute all of 
their Income toward the cost of care, except for a small personal care allowance 
(of no lefi than $30 per month). The rules for coup~ are more generous to 
prevent impoverishment of a spouse who remains in the community. Protected 
Income for the community spouse ranged from $1,326 to $1 ,976 per month in 
1997, and protected a5sets ranged from $15,804 to $79,020 depending on state 
eligibility rules.19 

Despite concerns about abuse of the system, only about 20 percent of 
current residents spend down at aome polnt during their stays. However, those 
who stay In the nursing home for a long period of time are more likely to 
eventually spend down to Medicaid. About one-third of nursing home residents 
who used long-tenn care service• for one to three years spent down and about 
half of those with nursing home stays of more than three years spent down their 
Income and assets to Medlcald.20 

Concern has been expressed that despite prohibitions, elderly people 
are transferring assets to avoid spend down. However, the asset levels of elder1y 
people likely to need nursing home care are typically low to begin with and 
federal ~lslation (OBRA 1993) has placed greater restrictions on asset 
transfers. 1 Recent r8$earch also suggests that there Is little need for policy 
efforts to limit the use of trusts to avoid spend down, since very few of the elderly 
have a trust Although the study found that 4 in 10 elderly community dwellers 
could P.Qtentially qualify for Medicaid by using a trust, f~er than 10 percent had 
a trust. 22 

Long-term care accounts for about 35 percent of Medicaid spending nationwide, 
but states vary greatly In their Inputs to long-term care. The average Medicaid long-term 
care expenditure per elderty beneficiary ranges from over $15,000 In Connecticut, New 
York, and the Dpci of Columbia, to less than $5,000 in South Carolina, Mississippi, 
end Oklahoma. In most states, the large proportion of long-term care spending Is for 
nursing home care. All states provide home and community-based long-term care 
services: Medicaid requires states to cover home health services for any Individual 
eligible for nursing home care, states have the option (used by 31 states) to cover 
personal care and, under waivers, all states have developed programs designed to 
target a specific mix of home and community-based services to distinct population 
groups or in distinct geographic areas. Nevertheless, few states rely on Medicaid to 
provide substantial long-term care to people livlng at home. Nationally, less than 20 
peroent of Medicaid long-term care spending is for homiand community-based care 
services, personal care, and home health care services. Payments for home and 
community-based waiver services per person age 65 or over vary from $1 , 180 in New 
York to $29 In MisslMlppi, and In some states, such as Oregon and New York, there are 
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relatively balanced systems that devote a significant share (4~ to 50 percent) of long-
tenn care spending to home and communlty•based servlces.

2 
• 

Initially, home and community-based services were conceived as a less 
expensive altematlve to nursing home care. (Eligibility for these community-based 
benefits is typically extended to people who are eligible for nursing home or other 
institutional care and meet state income and asset criteria). However, there is little 
evidence that home-based services reduce nursing home use and expenditures, largely 
because individuals who would not otherwise use nursing home care will use home and 
community-based services If they are available. Because of concerns about these 
"woodwork effects,· the law allows states to limit these services with respect to the 
number, type, and location of people served as well as the volume of services provided. 
Home end community-based care can expand service options without increasing state 
long•term care expenditures only if nursing home use is explicltly restricted-by diverting 
the least disabled prospective nursing home clients to available home care options. 

Although some states expect to control overall long-term care expenditures by 
expanding home care options, most fear Increasing costs (at least initially). However, 
legal requiremente will likely create pressures to increase the amount and share of 
resources devoted to community-based long-term care. The recent Supreme Court 
decision In Olmstead vs l. C. may encourage or require states to expand accev to 
community-based services for individuals with phys.teal and mental disabilities. 

Long-Term Care Policy ls.sues 

Growth in the number of people likely to need long-term care means that 
increased financing for long-term care Is needed. Medicaid Is the only significant source 
of public financing, but states devote varying resources to long-term care and access to 
care in both nursing homes and community settings has been limited. Medicaid also 
falls to protect middle Income individuals from catastrophic long-term care costs. 
Concerns about the quality of care also persist. A range of strategies for expanding 
long.term care coverage exist, but regardless of which policy options are used, 
additional resources will be needed to help reduce the burdens of disability on elderty 
individuals and their families, to increase financial protections, and to addre5s gaps in 
the current long-term care system. 

Access to care 

Although most long-term care spending In Medicaid is for nursing home care and 
Medicaid programs typically place limits on home and community-based care, there 
have been problems of access In both settings. 

Access to care has always been limited by the availability of providers willing to 
deliver services at Medicaid's relatively low rates-despite Medicaid's entitlement to 
coverage of long-term care services. The reoent repeal of the Boran Amendment­
which established federal standards requiring that states' nursing home payments be 
"reasonable and adequate to meet the cost Incurred by efficiently and economically 
operated facllities•-may result In a reduction in the rates paid for publicly financed 
residents and may reduce access to (and the quality of) care for Medicaid patients. 

11 KAISER CQMMIS.SIQN ON 
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What the repeal of these federal standards will actually mean is not yet known and 
depends on whether states alter payments to nursing homes. 

In addition to the effect of relatively low payments, access to nursing home care 
may also be limited due to restrictions on the number of nursing homes and nursing 
home beds. States regulate the supply of nursing home beds through certificate-of-need 
programs (which require state approval for the establishment or expansion of health 
facilities or services) or moratoria on the construction of new nursing home beds. The 
number of nursing home beds per elderly has fallen substantially In many states-the 
number of nursing home beds per 1,000 elderly ages 85 and above fell by 18 percent 
between 1978 and 1994, and although nationwide declines in nursing home occupancy 
rates suggest that access may not ~ a problem, access problems remain in some 
areas, especially rural communitles.

2 

Access to community-based attematives to Institutional long-tem, care has 
historically been limited In most .rtates. Individuals with disabilities and their 
advocate~specially advocates for persons with mental disabilities-have long argued 
that Medicaid's "institutional bias" Interferes with their rights under the Americans with 
Disabilities Act to receive care in the "least restrictive setting.• Medicaid home and 
community-based waiver programs have grown significantly in the past decade. 
National expenditures were $8.1 billion in 1997-a more than six-fold increase over 
1990 expenditures of $1 .3 billion. However, many Individuals with physical and mental 
disabilities continue to receive care in nursing homes rather than in the community, 
partly because nursing home care Is needed or desired but partly because of limited 
funding, long waiting lists and limited eligibility for waiver services In many states. The 
recent Supreme Court decision in Olmstead vs. L. C. may encourage states to do more. 
In addition, states are expected to shift a greater share of spending for long-tenn care 
toward community-based settings-such as board and care homes and assisted living 
facilities es alternatives to costly nursl,w home care-as they address the challenges of 
financing care for an aging population. 

Quality 

The quality of care In nursing homes, especially for Medicaid beneficiaries, has 
been a long-standing conoem. Although significant Improvements In the quality of 
nursing home care followed from comprehen&lve nursing home reform In the early 
1990s, serious problems persist in many facilities. The quality of home and community­
based care has received less attention, but as care Increasingly moves outside of 
Institutions, there is growing Interest In measuring and monitoring quality in the 
community. 

Comprehensive nursing home reforms-passed in 1987 as part of the Omnibus 
Budget Reconciliation Act-established new nursing home quality standards, 
requirements for federal and state oversight, and enforcement tools. Since the 
implementatlon of these standards In 1990. research studies have documented 
significant Improvements in the quality of care, induding reductions in the use of physical 
and chemical restraints and hospitalization rates and increases in the use of behavior 
management programs, hearing aids, and antidepressants and psychological therapy for 
residents with symptoms of depression. 
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Each year. however. more than a quarter of all nursing homes are dted for 

violations of federal regulation& for causing actual physical harm to residents (such as 
inadequate prevention of pressure sores or failure to prevent accidents) or failing to 
property assess residents' needs and provide for their care. Further, even when homes 
were threatened with sanctions, the problems often retumed in subsequent surveys. 
Neany 40 percent of nursing homes cited for deficiencies in an initial survey were cited 
for related violations In subsequent survey&. As a re&ult, many observers have 
concluded that existing standards, though adequate in theory, don't work well in practice 
because the ability to enforce them (to shut down bad homes) is limited. Enforcement 
needs to be strengthened to help improve compli,~ce with federal standards and ensure 
the safety and welfare of nursing home residents. 

Quality concerns have also been raised for home and community-based 
services. Like nun;ing home residents, the elder1y receiving long-term care services in 
their homes are vulnerable to abuse, but It is more difficult to monitor services received 
in the home. Although some Individuals receiving care llve with others, many live alone 
and are especlally vulnerable to threat& to their personal safety and well-being. Beyond 
actual harm to individuals, there are also important concerns over the quality and 
appropriateness of the long-tenn care services delivered. What Is meant by •quality" 
and "appropriateness• varies across population groups and services received. 
Consumer choice and control are critical issues especially for many nonelderly 
indlvidual5 with phy&ical disabilities who have significant needs for assistance with 
activities of dally living. For the elderly who may be receiving both acute and long-term 
care, quality of care concerns have been raised about the appropriate volume and mix of 
services. For those receiving such services, often paid by Medicare, there is growing 
interest In the development of standards for the amount and mix of services (acute, 
rehabilitative and per5onal care) that patients should receive, and to measuring and 
monitoring the outcomes of that care. The issues, however, are quite complex since 
there is considerable variation in both treatments and outcomes. 

The Growing Demand for Long-Term Care 

Despite recent declines In disability rates among the elderly, the aging of the 
baby boom generation will bring about a significant increase in the demand for long-term 
care. The number of elderly is projected to more than double over the next three 
decades, rising from 34 million In 1997 to more than 69 mlllion In 2030. The growth in 
the over 85 population-the population most likely to use long-term care servlces---is 
projected to more than triple by 2030 [Figure 6). 

13 KAtSER CQMMISSIQN O N 
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Fig\lre6 

Projected Growth of the Elderly PopJlatJon, 1997-2050 
(Number In millions) 
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If disability rates remain what they are today, the number of elderly needing long­
term care is projected to rise dramatically. lne hope is that medical advanoes and 
improvements In the economic status of the elderly will help people live both longer and 
healthier lives, and that t~ proportion of the elderly who are disabled will fall as the 
elderly population grows. 

0 
However. although the proportion of the elderly population 

needing long-term care may fall, the number of elderly individuals with long~term care 
needs will still ~row significantly, rising from 8.8 million In 2000 to an estimated 12.1 
million in 2040. 

1 
This increased demand will tend to cause the cost of long-term care to 

rise, placing the largest burdens on the low-income population not qualifying for public 
assistance. 

Future Financing 

The Congressional Budget Office projects that inflation-adjusted long-term care 
spending for the elderly will nearty triple In the next four decades, rising from $123 billion 
In 2000 to $346 billion (in constant 2000 dollars) in 2040 when the baby-boom 
generation reaches age 85 [Figure 7]. Public programs will continue to be liable for the 
largest proportion of these costs even assuming that the role of private long-term care 
Insurance In the market will grow. In order to provide even the same level of long-term 
care Hrvioe being provided today, Medicaid expenditures will have to rise to $75 billion 
dollars in 2020, or over one and a half times its liability in the year 2000 of $43 billion 
dollars. Combined public financing of long-term care-Medicaid and Medicare 
expenditures-will need to rise from $74 billion In 2000 to $126 billion In 2020, 
accounting for about 60 percent of all long-term care financing. Private out-of-pocket 
spending will remain high, but private long-term care insurance Is expected to mitigate 
some of the pressure of out-of-pocket costs. rising from 4 percent of long-term care 
expenditures in 2000 to 17 percent in 2020 [Figure 8). 
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Figure 7 

Projection of National Lot11-Term Care Expenditures, 
2000-2040 
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lllere are a number of ways to pay for long-term care in the future-including 
both public and private sector approaches. Private sector approaches emphasize that 
individuals should be responslbte for long-term care, paying for their own care out of 
savings or purchasing private long-term care insurance policies. Public sector 
approaches range from expansions of Medicaid, to protect modest Income people 
against Impoverishment, to a comprehensive social Insurance option that would ensure 
care for all disabled persons regardless of flna~lal need. In between are poUcles that 
combine private and public sector approaches. 
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A policy of Increasing private aavings--encouraglng individuals to save for future 

long-term care needs much the way they put aside money for their children's . 
education-seems unlikely to provide adequate protections for long-term care. The 
main difficulty rests with the fact that the need for long-term care is an unpredictable 
event. Although 40 percent of people who reach age 65 wlll use a nursing home at 
some point in their lives, people do not know In advance whether, or how much, they will 
need. A small proportion will have very high expenditures-spending more than one 
year in a nursing home or experiencing multiple episodes of care.

33 
Depending on 

private savings concentrates the financial burden of severe impairment- an expensive 
and largely unpredictable event-on the few who experience it rather than spreading It 
among the many who are at risk of impairment. 

Providing some financial assistance to those who need long-term care may help 
to mitigate these burdens. President Clinton has recently proposed a long-term care 
initiative along these lines. The President's proposal would give a $1 ,000 tax credit to 
individuals with significant long-term care needs, their caregivers, or families, that could 
be used to help pay for home care, adult day care end other long-term care services. 
Though limited in &cope, the proposal has the advantage of targeting assistance to 
modest income people who are currently shouldering much of the burden on their own.

34 

Insurance, according to most observers, Is a better approach to meeting the 
need for long-term care as the baby-boom generation reaches retirement age because it 
spreads risk. Those who favor a private sector approach advocate expanded tax 
preferences to encourage individuals to purchase long-term care policies. Some tax 
preferences are already in place-premiums for empfoyer-spon&ored long-term care 
insurance plans are excluded from taxable Income and part of the cost of premiums for 
the sett-employed is tax deductible-and recent proposals have called for expanded tax 
deductibility of individual premiums. However, tax preferred treatment of private 
insurance premiums Is unlikely to 1.ignlficantly expand coverage, but Is li\fglY to deliver 
subsidies to those Who already would have purchased private insurance. Analysis 
suggests that even with favorable tax treatment. private long-term care Insurance Is 
likely to remain unaffordab!f for the modest and low-income elderty who are most at risk 
of needing long-term care. A recent Congressional Budget Office analysis suggee~ 
that, even under very optimistic assumptions about the expansion of private long-term 
care insurance, Medicaid expenditures will need to nearly double by 2020 to provide the 
level of service being provided today. 

Another option Is to expand insurance for long-term care through new or existing 
public program&. For example, protected income and asset levels in Medicaid could be 
increased from their currently low levels, to give greater financial protection to modest 
Income elderly who must now Impoverish themselves in order to qualify for Medicaid. 
lnciuding long-tenn care In Medicare is also an option. Creating a system of social 
insurance for long-term care would spread the costs of long-term care widely across the 
population to protect against potentially catastrophic financial losses for the minority at 
risk. In practice, however, the debate over the future of Medicare and Social Security 
raises question& about political commitments to existing entitlements, let alone new 
ones. 
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TAKING THE "AID" OUT OF MEDICAID 

The Republicans propose to destroy Medicaid as we know it and replace it with a vastly 
underfunded block grant program. 

The Republican Medicaid cuts put states in an untenable position: raise taxes, reduce Medicaid 
coverage, and/or cut services. 

The result is that the Republican plan would destroy the social safety net in this country and 
could eliminate coverage for 8,8 million Americans by the year 2002 including: 

0 4 .4 million children 
0 350,000 nursing home residents 
0 330,000 people needing home care 
0 1.4 million people with disabilities 

The Republican Medicaid plan could leave families shouldering the full responsibility for 
the nursing home costs of elderly parents and grandparents. 

The Medicaid safety net that covers two-thirds of nursing home patients and helps working 
families cope with the huge cost of nursing home care for their parents -- averaging $38,000 a 
year in the U.S. -- would be destroyed. 

-- Elderly women could be forced to sell their homes to pay for their husbands' care; 

-- Adult children of nursing home residents could be forced by the government to pay 
for the care of their parents; 

-- Parents of mentally retarded children could be forced to pay the full cost of care for 
their children in an institution or at home. 

The Republican Medicaid plans would wipe out quality standards for American nursing 
homes and institutions caring for the mentally retarded. 

The Republican Medicaid plans would repeal the 1987 law -- signed by President Reagan -­
creating tough standards for the quality of nursing homes caring for the elderly, disabled, and 
mentally retarded. These requirements include restrictions on the use of drugs and restraints 
to keep residents in their beds; requirements that nurses be on duty at least 8 hours a day; 
requirements that nurses' aides undergo training before caring for residents . 
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extendfci their quality of life and survival time, but many will continue to have chronic care 
needs. 

Figure 1 

Th• Long-Term Care Population, 1995 
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The 6.4 million elderly with long-term care needs have varying levels of 
Impairment and receive care both in the community and in nursing homes. Nearly 1.5 
million elderty live In nursing homes, and 4.9 million elderty individuals have some long­
term care need and live In the community. Of the elderly with long-term care needs in the 
community, about 30 percent (1 .5 million persons) have substantial long-term care needs 
(3 or more AOL limitations). Of these, about a quarter are age 85 and abOve, 40 percent 
are poor or near-poor (with incomes below 150 percent of the federal poverty level), and 
70 percent report that they are in fair or poor health. Compared to the typical elder1y 
person, they are less likely to live alone or with a spouse, and are substantially more 
likely to live with other&--Often an adult child [Figure 2]. Older women who live alone are 
particularly vulnerable; they are both more likely to need long-term care and to have 
fewer financial resources than the elderty population as a whole. 

Figure 2 
Characteristics of Community-Dwelling Elderly 
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The 1. 6 million elder1y in nursing homes are typically older and more frail than the 

disabled elder1y living in the community: nearly half are over age 85; more than 80 . 
percent are severely disabled (requiring assistance with three or more ADLs); and 70 
percent report cognitive impalnnents such as memory loss or orientation problems 
[Figure 3]. In addltlin, more than 70 percent are women, and almost two-thirds have 
Medicaid coverage. 

Ftglft3 

Charad8riatics d Nursing Home Residents, 1996 
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How do People Get Long-Term Care? 

Most people who need long-term care (88 pen::ent) receive that care at home (or 
in community-based settings, such a5 adult daycare facilities). Only 12 percent receive 
care in nursing homes or other Institutional facilities, such as Intermediate c&re facilities 
for people with mental retardation. 

A number of factors detennine whether individuals with long-tenn care receive 
care at home or in nursing homes or other in1tltutlonal settings. The likelihood of 
nursing home admission Increases with age and extent of disablllty; moat nursing home 
residents (91 percent) are elder1y and almost half are over the age of 85. Elder1y 
Individuals who are most likely to be at risk of nursing home placement include those 
with cognitive lmpairmenti, those who are Incontinent, and those without caregivers at 
home or nearby. 

For those with long-tenn care needs living In the community, care needs vary 
considerably. Many of the elderfy with long-term care needs may have only limited 
needs for assistance with such activities as paying bills, grocery shopping and taking 
medication. Others are more severely disabled, with extensive care needs for which 
they require full-time nursing and personal care. The use of paid home care is greatest 
among the elderty With moderate to severe levels of disability and those who live alone. 

KAISER coMMlSS l ON O N 
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Among the elder1y In the community, those with long-term care needs typically 

rely on assistance from family and friends. About two-thirds depend on Informal (unpaid) 
careglving as their only form of assistance, and one-third receive a combination of 
informal and formal care.

4 
Even among the community elder1y with chronic, severe 

limitations, about half rely solely on unp.id help, often placing considerable strain on the 
family members who care for them [See Box 1]. 

BOX 1 

Burdens on Famlty Caregivers 

Chronic illness and functional limitations create growing burdens for the 
elderly lndlvlduals themselves and for the family member5-5pouses, daughters, 
daughter5-in-law- and others who help to care for them on a routine basis. 
Ironically, changes In medic.ii care that have improved its effectiveness-such as 
shorter hospital stays, the increased use of outpatient procedures, and the 
substitution of home care for lnstltUtional care-have shifted responsibility from 
pajd providers toward unpaid providers, increasing burdens on famlly caregivers. 
The difflcultles are enhanced because many caregivers have competing career 
and family responsibilities, and many are elderly themsetves. A substantial 
proportion of caregivers who work report conflicts between work and care-giving, 
resulting Ir, rearranged w~ 5Chedules, decreasing hours of work, and periods of 
ur,pald leave.6 

The current system falls to meet all the long-term care needs of all persons with 
disabilities. Of elderty and nonelderty adults with long-term care needs living in the 
community, a significant proportion (about 20 percent) report that they have experience<:1 
"unmet need" for long-term care. Those responding to a national survey In 1994-95 
attributed these gaps to the high cost of services. difficulty finding help, and failure to 
qualify for assistance from a social service agency because they didn't meet eligibility 
criteria (that is, their incomes were too high or they didn't meet the medical criteria 
needed to receive assletance). A substantial proportion of community adults with "unmet 
needs" reported a.peclfic consequences from a lack of help: a third of people with unmet 
need for help in toileting reported that they wet or soiled themselves; twenty percent of 
people with unmet need for

0
help eating said they experienced periods when they were 

unable to eat when hungry. 

Who Pays for Long-Term Care? 

Long-tenn care can be quite costly and can drain private resource-, quickly. The 
average cost of a year of nursing home care wae near1y $41,000 In 1995, and even 
regular home care visits can quickly become expensive. Hiring a home care aide to visit 
four hours a day, five days a week, at $1 O an hour would cost l"ore than $1 O, 000 a year, 
and could be more costly for Individuals with extensive needs. As a result of the high 
costs of care, more than a third of all elder1y lndiViduels admitted to nursing homes, and 
about 70 percent of those with lengths of stay at least one year, were estimated to have 
catastrophic long-term care costs in 1993-that Is, their long-t1rm care costs e~ceed 40 
percent of their total Income and non-housing financial assets. Consequently, many of 
those with long-term care needs tum to Medicaid, the only public program providing 
significant financing for long-term care. 
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Most, but not all. individuals with long-term care needs have health insurance of 
some ldnd-elther publicly-financed or private health coverage. Their Insurance plans, 
however, may or may not provide coverage for long-term care. For example, Medicare 
provides near1y universal coverage for the elderly but does not provide coverage for the 
extended personal care that is the bulk of long-term care, nor do most private health 
insurance plans cover long-term care. 

The elderly rely on Medicare for health insurance, and most have private or 
public supplemental coverage to help fill Medicare's gaps. Among the community­
dwelling elderly with long-term care needs, 57 percent have private supplemental 
coverage In addition to Medicare, and 19 percent have Medicaid [Figure 4). For those 
with private coverage, a very small proportion may have a private long-term care 
insurance policy, but most have only a Medigap policy, which does not typically provide 
substantial assistance with long-term care. For those with Medicaid, the extent of 
Medicaid protections varies, but the substantial majority of these Medicare and Medicaid 
•dual eligibles· receive the full range of benefits that Medicaid provides, including long­
term care. A substantial minority (16 percent) of elderly people With long-term care 
needs only receive Medicare benefits, relying on their own income and assets to pay for 
prescription drugs, Medicare cost sharing, and any long-term care services they might 
need. 

For nonelderty adults with long-term care needs, insurance coverage is more 
varied and Medicare plays ~ smaller role. About 30 percent (of the community-dwelling 
nonelder1y disabled) rely on private health insurance, almost 60 percent have public 
coverage through Medicare and/or Medicaid; 20 percent have Medicare as their primary 
source of coverage, 25 percent have Medicaid, and 12 percent are covered by both 
Medicare and Medicaid. About 1 0 percent of the nonelderly disabled in the community 
are uninsured. 

F'lgvre<l 
Health Insurance Coverage of Elderty and Non-Elderly 

Individuals with Long.Tenn Care Needa 
(Communtty4tl 11lln9 lndlvlduall only) 
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For the elderly and nonelder1y poor who need long-term care, Medicaid is 

especially Important. Of community residents With long-term care needs and Incomes 
below the poverty line. 44 percent of the elder1y and 64 percent of the nonelder1y are 
covered by Medicaid. By comparison, only 9 percent of disabled elderly and 16 percent 
of the nonelder1y diseb~

0
with Incomes above 200 percent of the federal poverty level 

have Medicaid coverage. Rates of Medicaid coverage are even higher among poor 
and low-income facility residents. 

Although both private health Insurance and Medicare are important sources of 
coverage for persons with long-term care needs, they play only limited roles in financing 
long-term care expenditures, but pay primarily for the acute health care needs of 
persons with disabilities. It is Medicaid that is the primary source of Insurance coverage 
for long-term care, and thus Medicaid and out-of-pocket expenditures that account for 
the bulk of expenditures on long-term care. 

More than $115 billion was spent on long-term care In the United States in 
1997-12 percent of national health spending. Most long-term care ls financed by the 
Medicaid program and by individuals with long-term care needs and their families 
(together accounting for 66 percent of long-term care expenditures). Medicare plays a 
more limited role {accounting for 20 percent of spending) and the role of private 
insurance Is very limited (7 percent of long-term care expenditures are paid by private 
health care or long-term care in&urance) [Figure 5). In addition, a substantial amount of 
long-term care Is unpaid-provided Informally by filmlly and friends-and Is not reflected 
in these cost e~imates. 

Figure 5 

Long-Term Care Financing, 1997 
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LONG-TERM CARE• 

Over 12 million people In the United States need help with basic activities of daily 
living requiring long-term care services-that Is, personal, social and medical supports 
provided at home, in the community, or in institutional settings. The long-term care 
population is diverse, reflecting a broad age spectrum, a variety of service needs, and 
differing abilities to satisfy them. The elderly are the primary users of long-term care 
services and, among the elderly, the most vulnerable are the very old and those who live 
alone. 

Spending on long-term care came to $115 billion in 1997. Over 40 ercen of 
t!:°IJllt spending was financed by the Medicaid program, including half the cos s o nursing 
home care. Medicaid Is the nation's long-term care safety net- financing care not only 
for the poor but for the middle class as well. However. Medicaid pays for care for those 
with middle incomes only once they have exhausted their own financial resources; 
consequently, many of the elderly are at considerable risk of catastrophic long-term care 
expenditures. More than a third of the elderly who entered nursing homes-and more 
than 70 percent of those who were In nursing homes for at least a year- had 
catastrophic long-term care costs (with expenditures exceeding 40 percent of their 
annual Income and non-housing financial assets). Because of their greater likelihood of 
needing long-term care and their limited ability to pay, the low-income elder1y are 
especially at-risk. 

\ The elderly pay for a substantial portion of long-term care costs out-of-pocket 
l.{nearly 30 percent in 1997). Medicare provides nearly universal coverage for the elderly 
for health care, but Medicare does not pay for most long-term care, paying only for 
limited amounts of skilled nursing care In nursing homes and for some home health care. 
Private insurance plays only a small role in long-term care. With eligibility for public 
programs limited and the costs of service high, the current system fails to meet all of the 
long-term care needs of persons with disabilities;. For example, a significant proportion 
(about 20 percent) of elderly and nonelder1y adults with long-term care needs report an 
Inability to fully address these needs, with sometimes serious consequences for their 
health and quality of life. 

The number of people likely to need long-term care, and national expenditures 
on long-term care for the elder1y, will Increase slgnlflcantly with the aging of the baby-

• Prepared for the Henry J. Kaiser Family Foundation and the Kaiser Commission on 
Medicaid and the Uninsured by Marlene Niefeld, Ellen O'Brien, and Judith Feder. 
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boom population. Exacerbating the problem of serving the growing long-term care 
population appropriately is the fact that long-term care costs are expected to grow fi!Ster 
than inflation. Inflation-adjusted long-term care expendttures are expected to triple to 
$346 billion by 2040, placing large burdens on both Medicaid and private resources. 
Assuming current pollcles continue, more resources will likely be required to address 
gaps in the current system, varied Inputs aaoss states, limited access to cere in the 
community, and concems about quality of care. 

What Is Long-Term Care? 

Long-term care services provide the help required by individuals with physical or 
mental disabilities to perform basic ~activities of dally living" (ADLs) such as eating, 
bathing, dressing, getting In and out of bed, and using the bathroom. Long-term care 
also Includes services that are designed to assist indlviduals with "Instrumental activities 
of daily living" (lADLs) that are necessary to remain independent, such as housework, 
laundry, grocery shopping, taking medication, and transportation. Long-term care is the 
care needed to cope when physical or mental disabilities interfere with an individual's 
ability to perform these basic tasks on their own. 

Who Needs Long-Tenn Care? 

Chronic conditions that create e need for long-term care are physical or mental In 
nature and their onset time ranges from before birth to late In life. Alzhelmer'1o disease, 
heart disease, multiple sclerosis, cerebral palsy, spinal cord injury, and stroke are just a 
few of the diseases that may cause chronic disability. Unlike acute illness, chronic 
conditions are essentially permanent. Regimens of medical and personal care can 
sometimes control but rarely cure them. 

Disability is a condition that often creates a need for a variety of services and 
supports on a continuing ba&ls. The presence of dlsabllity, however, is not synonymous 
with the need for long-tenn care. Over forty million Americans have a physical or mental 
disability. Of these, more than twelve million (30 percent) need long-term care, defined 
as a need for assistance with activltJes of dally living, and about a third of those with long­
term care needs (approximately 4 million people in the community and in institutions) 
have substantial needs-that is, they need help with 3 or more activities of daily livlng.

1 

The elderty are much more likely than younger age groups to suffer from disabling 
conditions and to require long-term care. Almost a quarter of the elderly (6.4 million 
Individuals) have some long-term care need. However, individuals with long•tenn care 
may be young or old. Only 3 percent of adults ages 18 to 64 had &ome long-term care 
need, but this translates into a significant number of nonelderty adults needing long-term 
care (5.3 million); 400,000 children also have long-tenn care needs (Figure 1 ]. 

The prevalence of disability among children and non-elder1y adults has been 
increasing as a result of Improved trauma care and medical technologies that have 
extended the lives of those with life-threatening or debilitating Illnesses. Recent 
advances in the treatment of AIDS has also fueled changes In the composition of the 
long-term care population. Improved treatments for those Infected with HIV have 
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Medicare 

Although Medicare provides nearly universal coverage to the elderly for their 
acute care needs, it is not designed to cover the majority of their long-term care costs. 
Medicare covers short-term skilled nursing facility care and plays a limited role in 
financing home and community-based services. Although no prior hospitalization is 
required to receive home health care under Medicare, benefits are limited to people who 
are homebound, require skilled nursing, physical therapy or speech therapy on a part­
time or intermittent basis, and are under the care of a physician. 

In the past several years, increasing attention has been paid to the rapid growth 
in the use and costs of Medicare's post-acute care benefits, with many observers 
suggesting that this represents an inappropriate expansion of Medicare into long-term 
care. A rapid expansion In home health has been of special concern. Home health 
spending increased at an average annual rate of 29 percent between 1990 and 1996, 
rising from $3.9 billion to $18.3 billion and from 3.6 percent to 9.2 percent of Medicare 
spending. Medicare's payment pollcles have been revised In an attempt to constrain this 
growth, and there is continuing attention to additional reforms that would help to limit the 
use of home health benefits. 

Even with the recent expansion of home health services, however, survey and 
program data suggest significant limits to its reach among people with long-term care 
needs. One survey found that only 10 percent of the community-dwelling elderly with 
chronic disabilities and long-term car~ needs received Medicare-financed home care in 
the week prior to the survey in 1994.' A large proportion of Medicare home health care 
expenditures (46 percent in 1997) are consumed by very small proportion (10 percent) of 
Medi9!re beneficiaries with high home health use (200 home health visits or more per 
year). These home health users typically have both acute and long-term care needs 
and are disproportionately older, In poorer health, more disabled and have lower 
inex>mes than other home health care users. 

Many observers have suggested that recent changes in treatment pilttems under 
Medicare home health reflect a shift from a narrow post-acute benefit toward a long-term 
care benefit. Medicare beneficiaries using home health care are using care long after a 
hospitalization, they are receiving more visits, and as episodes of care have lengthened, 
they ~re receiving a higher proportion of aide visits and correspondingly fewer skilled 
visits. s But despite the rapid growth In home health utilization and expenditures, 
Medicare's benefit does not cover long-term care for people who need such care 
exclusively. However, for people Who qualify, the type of care It covers over1aps 
substantially with long-term care: the home health benefit covers some per,onal 
as51stance with basic dally activities-the long-term care services-along with skilled 
services for beneficiarie.s who need both. A8 Medicare tries to limit Its home health care 
coverage, It remains to be seen if Medicaid's expansion into home and community­
based services will sufflclentJy cover the long-term care population with severe 
disabilities. 
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Private Long-Term Care Insurance 

Most individuals with long-term care needs rely on their own resources to pay for 
long-term care, but private Insurance plays a very limited role in the financing of long­
term care. Most private health Insurance policies pay for very little long-term care and 
only 7 percent ?! the elderly own a long-term care Insurance policy that explicitly covers 
these services. Lees than one J?l!fcent of long-term care expenditures are financed by 
private long-term care insurance. 

Sates of private insurance policies have increased over the past decade, but 
long-term care remains unaffordable for many of the elderly-with one recent study 
suggesting that only 10 to 20 percent of the elderly could afford to purchase a 
comprehensive long-term care policy.

111 
The cost of private insurance coverage 

increases with age and with essential coverage provisions, such as inflation protection 
(which Increases benefit levels as nursing home costs rise) and nonforfeiture benefits 
(which allow an individual to recover some of the cost of the policy if that person cannot 
pay the premium or thinks he/&he will not need the coverage). The average annual 
premium for policies covering four years of nursing home and home care with inflation 
protection and nonforfeiture benefits In 1996 was $1,200 per year If purcha1aed at age 
50, $2,432 per year if purchased at age 65, and $7,440 a year if purchased at age 75.

17 

The people Who are able to buy good quality policies at the prices offered are 
often middle to upper Income individuals who generally would not qualify for Medicaid 
(and offset public expenditures for long-term care). Further, many of those who might 
purchase private insurance may not be able to buy It. One study has estimated that 
even if everyone applied for long-term care insurance at age 65, a significant 
proportion--perhaps as many as a quarter-would be rejected under current 
underwriting criteria. 

5 

Medicaid 

Medicaid is the only public program that provides substantial coverage for long­
term care. Medicaid spending on long-term care was $44 billion In 1997, financing 
nearty 40 percent of all long-tenn care, 50 percent of the costs of nursing home care, 
and financing the care of nearly 70 percent of nursing home residents. Nationally, 
Medicaid spends an average of about $7,~'lfl on long-term care per elderty Medicaid 
enrollee and $3,700 per disabled enrollee. 

Medicaid is the nation's safety net provider of long-term care services not only for 
the poor, but for the middle class as well. Unlike other insurance, however, which 
provides protection against catastrophic losses, Medicaid helps only after catastrophe 
strikes. Middle income Americans with catastrophic long-term care costs may become 
eligible for Medicaid benefits once they have •spent down• their income and asset&­
they mu1at impoverl1ah themselves before Medicaid assistance Is available. Although 
some policymakers have expressed concern that Medicaid's spend down provisions 
encourage attempts to unfairly manipulate the system by those who could otherwise 
afford long-term care, there Is little evidence of widespread abuse [See Box 2). 
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BOX2 

Medicaid "Spend Down" 

In 35 stat.as and In the District of Columbia, people whose assets are 
less than a specified level ($2,000 for Individuals, $3,000 for couples) can qualify 
for Medicaid if the CO$t of nursing home care exceeds their Incomes-that is, 
they qualify for Medicaid as ·medically needy: Individuals must contrlbu1e all of 
their Income toward the cost of care, except for a small personal care allowance 
(of no less than $30 per month). The rules for couples are more generous to 
prevent Impoverishment of a spouse who remains in the community. Protected 
income for the community spouse ranged from $1,326 to $1,978 per month in 
1997, and protected assets ranged from $15,804 to $79,020 depending on state 
eligibility rules.19 

Despite concerns about abuse of the system, only about 20 percent of 
current residents spend down at some point during their stays. However, those 
who stay In the nursing home for a long period of time are more likely to 
eventually spend down to Medicaid. About one-third of nuraing home residents 
who used long-term care servlcH for one to three years spent down and about 
half of those with nursing home stays of more than three years spent down their 
Income and assets to Medlcald.20 

Concern has been expressed that despite prohibitions, elderly people 
are transferring assets to avoid spend down. However, the asset levels of elderly 
people likely to need nursing home care are typically low to begin with and 
federal ~lslation (OBRA 1993) has placed greater restrictions on asset 
transfers. 1 Recent research also suggests that there is little need for pOlicy 
efforts to limit the use of trusts to avoid spend down, since very few of the elderly 
have a trust Although the study found that 4 In 10 elderly community dwellers 
could P.Qtentlalty qualify for Medicaid by using a trust, fflwer than 10 percent had 
a trust.22 

P. 11 

Long-term care accounts for abOut 35 percent of Medicaid spending nationwide, 
but states vary greatly In their Inputs to long-term care. The average Medicaid long-term 
care e.xpenditure per elderly beneficiary ranges from over $15,000 In Connecticut, New 
York, and the DJ,trict of Columbia, to less than $5,000 In South Carolina, Mississippi, 
end Oklahoma. In most states, the large proportion of long-term care spending Is for 
nursing home care. All states provide home and community-based long-term care 
services: Medicaid requires states to cover home health services for any Individual 
eligible for nursing home care, states have the option (used by 31 states) to cover 
personal care and, under waivers, all states have developed programs designed to 
target a specific mix of home and community-based services to distinct population 
groups or in distinct geographic areas. Nevertheless, few states rely on Medicaid to 
provide substantial tong-term care to people living at home. Nationally, le&s than 20 
percent of Medicaid long-term care spending is for hom, and community-based care 
services, personal care, and home health care services. ,. Payments for home and 
community-based waiver services per person age 65 or over vary from $1 , 180 in New 
York to $29 In Mii.slsslppi, and In some states, such as Oregon and New York, there are 
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relatively balanced systems that devote a significant share (4\q to 50 percent) of long-
term care spending to home and community-based services. . 

Initially, home and community-based services were conceived as a less 
expensive alternative to nursing home care. (Eligibility for these community-based 
benefits is typically extended to people who are eligible for nursing home or other 
institutional care and meet state income and asset criteria). However, there is little 
evidence that home-based services reduce nursing home use and expenditures, largely 
because individuals who would not otherwise use nursing home care will use home and 
community-based services if they are available. Because of concerns about these 
"woodwork effects,· the law allows states to limit these services with respect to the 
number, type, and location of people served as well as the volume of services provided. 
Home and community-baaed care can expand service options without increasing state 
long-term care expenditures only If nursing home use is explicitly restricted-by diverting 
the least disabled prospective nursing home clients to available home care options. 

Although some states expect to control overall long-term care expenditures by 
expanding home care options, most fear Increasing costs (at least initially). However, 
legal requirements will likely create pressures to increase the amount and share of 
resources devoted to community-based long-term care. The recent Supreme Court 
decision in Olmstead vs L. C. may encourage or require states to expand acce,1 to 
community-based services for individuals with phy&lcal and mental disabilities. 

Long-Term Care Polley Issues 

Growth in the number of people likely to need long-term care means that 
increased financing for long-term care Is needed. Medicaid Is the only significant source 
of public financing, but states devote varying resources to long-term care and access to 
care in both nursing homes and community settings has been limited. Medicaid also 
falls to protect middle Income indMduals from catastrophic long-term care costs. 
Concerns about the quality of care also persist. A range of strategies for expanding 
long-term care coverage exist, but regardless of which policy options are used, 
additional resources will be needed to help reduce the burdens of di&ablllty on elderty 
individuals and their families, to increase financial protections, and to address gaps in 
the current long-term care system. 

Access to care 

Although most long-term care spending In Medicaid is for nursing home care and 
Medicaid programs typically place limits on home and community-based care, there 
have been problems of access In both settings. 

Access to care has always been limited by the availability of providers willing to 
deliver services at Medicaid's relatively low rates-despite Medicaid's entitlement to 
coverage of long-term care services. The recent repeal of the Boren Amendment­
which established federal standards requiring that states' nursing home payments be 
"reasonable and adequate to meet the cost Incurred by efficientty and economically 
operated facilities"-may result In a reduction in the rates paid for publicly financed 
residents and may reduce access to (and the quality of) care for Medicaid patient&. 
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What the repeal of these federal standards will actually mean is not yet known and 
depends on whether states after payments to nursing homes. 

In addition to the effect of relatively low payments, aoces& to nursing home care 
may also be limited due to restrictions on the number of nursing homes and nursing 
home beds. States regulate the supply of nursing home beds through certificate-of-need 
programs (which require state approval for the establishment or expansion of health 
facilities or services) or moratorla on the construction of new nursing home beds. The 
number of nursing home beds per elderly has fallen substantially in many states-the 
number of nursing home bed& per 1,000 elderly ages 85 and above fell by 18 percent 
between 1978 and 1994, and although nationwide declines In nursing home occupancy 
rates suggest that access may not ~ a problem, access problems remain in &ome 
areas, especially rural communitles.

2 

Access to community-based attematives to Institutional long-tenn care has 
historically been limited In most 5tates. Individuals with disabilities and their 
advocat~specially advocates for persons with mental disabilities-have long argued 
that Medicaid's "institutional bias• Interferes with their rights under the Americans with 
Disabilities Act to receive care in the "least restrictive setting." Medicaid home and 
community-based waiver programs have grown significantly in the past decade. 
National expenditures were $8.1 billion in 1997-a more than six-fold increase over 
1990 expenditures of $1 .3 billion. However, many Individuals with physical and mental 
disabilities continue to receive care in nursing homes rather than in the community, 
partly because nursing home care Is needed or desired but partly because of limited 
funding, long waiting lists and limited eligibility for waiver services In many states. The 
recent Supreme Court decision in Olmstead vs. L. C. may encourage states to do more. 
In addition, states are expected to shift a greater share of spending for long-tenn care 
toward community-based settings-such as board and care homes and assisted living 
facilities as alternatives to costly nur5l'W home care-as they address the challenges of 
financing care for an aging population. 

Quality 

The quality of care in nursing homes, especially for Medicaid beneficiaries, has 
been a long-standing conoem. Although significant Improvements In the quality of 
nursing home care followed from comprehen&ive nursing home reform In the early 
1990s. serious problems persist in many facilities. The quality of home and community­
based care has received less attention, but as care Increasingly moves outside of 
Institutions, there is growing interest In mea&urlng and monitoring quality in the 
community. 

Comprehensive nur&ing home refonns-passed in 1987 as part of the Omnibus 
Budget Reconciliation Act-established new nursing home quality standards, 
requirements for federal and state oversight, and enforcement tools. Since the 
implementation of these standards In 1990, research studies have documented 
significant Improvements in the quality of care, including reductions in the use of physical 
and chemical restraints and hospitalization rates and increases in the use of behavior 
management programs, hearing aids, end antidepressants and psychological therapy for 
residents With symptoms of depression. 
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Each year, however, more than a quarter of all nursing homes are cited for 

violations of federal regulations for causing actual physical harm to residents (such as 
inadequate prevention of pressure sores or failure to prevent accidents) or failing to 
proper1y assess residents' needs and provide for their care. Further, even when homes 
were threatened with sanctions, the problems often returned in subsequent surveys. 
Nearly 40 percent of nursing homes cited for deficiencies in an initial survey were cited 
for related violations In subsequent surveys. As a result, many observers have 
concluded that existing standards, though adequate in theory, don't work well in practice 
because the ability to enforce them (to shut down bad homes) is limited. Enforcement 
needs to be strengthened to help improve compli,~ce with federal standards and ensure 
the safety and welfare of nursing home residents. 

Quality concerns have also been raised for home and community-based 
services. Like nursing home residents, the elderly receiving long-t8ml care services in 
their homes are vulnerable to abuse, but It is more difficult to monitor services received 
in the home. Although some individuals receiving care live with others, many live alone 
and are especially vulnerable to threat& to their personal safety and well-being. Beyond 
actual harm to individuals, there are also important concerns over the quality and 
appropriateness of the long-term care services delivered. VVhet is meant by •quality" 
and "appropriateness• varies across population groups and services received. 
Consumer choice and control are critical issues especially for many nonelderly 
individuals with physical disabilities who have significant needs for assistance with 
activities of daily living. For the elderly who may be receiving both acute and long.term 
care, quality of care concerns have been raised about the appropriate volume and mix of 
services. For those receiving such services, often paid by Medicare, there is growing 
interest in the development of standards for the amount and mix of services (acute, 
rehabilitative and personal care) that patients should receive, and to measuring and 
monitoring the outcomes of that care. The Issues, however, are quite complex since 
there is considera~ variation in both treatments and outcomes. 

The Growing Demand for Long-Term Care 

Despite recent declines In disability rates among the elderly, the aging of the 
baby boom generation will bring about a significant Increase in the demand for long-term 
care. The number of elderly is projected to more than double over the next three 
decades, rising from 34 million In 1997 to more than 69 million In 2030. lne growth in 
the over 85 population-the population most likely to use long-term care services-is 
projected to more than triple by 2030 {Figure 6). 
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Figure s 

Projected Growth of the Elderly Pop,lation, 1997 02050 
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If disability rates remain what they are today, the number of elder1y needing long­
term care is projected to rnie dramatically. lhe hope is that medical advanoes and 
improvements In the economic status of the elderly will help people live both longer and 
healthier lives, and that t~e proportion of the elderly who are disabled will fall as the 
elderly population grows. 

0 
However, although the proportion of the elderly population 

needing long-tenn care may fall, the number of elder1y indivk:luals with long-term care 
needs will still ~row significantly, rising from 8.8 million in 2000 to an estimated 12.1 
million in 2040. 

1 
This increased demand will tend to cause the cost of long-term care to 

rise, placing the largest burdens on the low-income population not qualifylng for public 
assistance. 

Future Financing 

The Congressional Budget Office projects that inflation-adjusted long-term care 
spending for the elderly will nearty triple In the next four decade&, rising from $123 billion 
In 2000 to $346 bllllon (in constant 2000 dollars) in 2040 when the baby-boom 
generation reaches age 85 [Figure 7). Public programs will continue to be liable for the 
largest proportion of these costs even assuming that the role of private long-term care 
Insurance In the market will grow. In order to provide even the same level of long-term 
care service being provided today, Medicaid expenditures will have to rise to $75 billion 
dollars in 2020, or over one and a half times its liability in the year 2000 of $43 billion 
dollars. Combined public financing of long-term care-Medicaid and Medicare 
ex.penditures-will need to rise from $74 billion In 2000 to $126 billion In 2020, 
accounting for about 80 percent of all long-term care financing. Private out-of-pocket 
spending will remain high, but private long-term care insurance Is expected to mitigate 
some of the pressure of out-of-pocket costs. rising from 4 percent of long-tenn care 
expenditures in 2000 to 17 percent in 2020 [Figure 8). 
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Figure 7 

Projection of National LO'lJ-Tenn Care Expenditures, 
2000-20M> 
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lllere are a number of ways to pay for long-term care in the Mure-including 
both public and private sector approaches. Private sector approaches emphasize that 
individuals should be responsible for long-term care, paying for their own care out of 
savings or purchasing private long-term care insurance policies. Public sector 
approaches range from expansions of Medicaid, to protect modest Income people 
against Impoverishment, to a comprehensive social Insurance option that would ensure 
care for all disabled persons regardless of flna~lal need. In between are policies that 
combine private and public ,eetor approaches. 
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A policy of Increasing private aavings~ncouraglng individuals to save for future 

long-term care needs much the way they put aside money for their children's . 
educatiol'l-iieems unlikely to provide adequate protections for long-term care. The 
main difficulty rests with the fact that the need for long-term care Is an unpredictable 
event. Although 40 percent of people who reach age 65 Will use a nursing home at 
some point in their lives, people do not know In advance whether, or how much, they will 
need. A small proportion will have very high expenditures--spenqing more than one 
year in a nursing home or experiencing multiple episodes of care. 

3 
Depending on 

private savings concentrates the financial burden of severe impairment- an expensive 
and largely unpredictable event-on the few who experience it rather than spreading It 
among the many who are at risk of impairment. 

Providing some financial assistance to those who need long-term care may help 
to mitigate these burdens. President Clinton has recently proposed a long-term care 
initiative along these lines. The President's proposal would give a $1,000 tax credit to 
individuals with significant long-term care needs, their caregivers, or families, that could 
be used to help pay for home care, adult day care and other long-term care services. 
Though limited in scope, the proposal has the advantage of targeting assistance to 
modest income people who are currenUy shouldering much of the burden on their own.

34 

Insurance, according to most observers, is a better approach to meeting the 
need for long-term care as the baby-boom generation reaches retirement age because it 
spreads risk. Those who favor a private sector approach advocate expanded tax 
preferences to encourage individuals to purchase long-term care policies. Some tax 
preferences are already in place-premiums for employer-sponsored long-term care 
insurance plans are excluded from taxable Income and part of the cost of premiums for 
the self-employed is tax deductible-and recent proposals have called for expanded tax 
deductibility of individual premiums. However, tax preferred treatment of private 
insurance premiums Is unlikely to significantly expand coverage, but is li~11Y to deliver 
subsidies to those Who already would have purchased private insurance. Analysis 
suggests that even with favorable tax treatment, private long-term care Insurance Is 
likely to remain unaffordablf for the modest and low-income elderly who are most at risk 
of needing long-tenn care. A recent Congressional Budget Office analysis suggests 
that, even under very optimistic assumptions about the expansion of private long-term 
care insurance, Medicaid expenditures will need to nearly double by 2020 to provide the 
level of service being provided today. 

Another option is to expand insurance for long-term care through new or existing 
public program&. For example, protected income and asset levels in Medicaid could be 
Increased from their currently low levels, to give greater financial protection to modest 
Income elderly who must now Impoverish themselves in order to qualify for Medicaid. 
Including long-tenn care In Medicare is also an option. Creating a system of social 
Insurance for long-term care would spread the costs of long-term care widely across the 
population to protect against potentially catastrophic financial losses for the minority at 
risk. In practice, however, the debate over the future of Medicare and Social Security 
raises questions about polltlcal commitments to existing entitlements, let alone new 
ones. 
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TAKING THE "AID" OUT OF MEDICAID 

The Republicans propose to destroy Medicaid as we know it and replace it with a vastly 
underfunded block grant program. 

The Republican Medicaid cuts put states in an untenable position: raise taxes, reduce Medicaid 
coverage, and/or cut services. 

The result is that the Republican plan would destroy the social safety net in this country and 
could eliminate coverage for 8,8 million Americans by the year 2002 including: 

0 4 . 4 million children 
0 350,000 nursing home residents 
0 330,000 people needing home care 
0 1.4 million people with disabilities 

The Republican Medicaid plan could leave families shouldering the full responsibility for 
the nursing home costs of elderly parents and grandparents. 

The Medicaid safety net that covers two-thirds of nursing home patients and helps working 
families cope with the huge cost of nursing home care for their parents -- averaging $38,000 a 
year in the U.S. -- would be destroyed. 

-- Elderly women could be forced to sell their homes to pay for their husbands' care; 

-- Adult children of nursing home residents could be forced by the government to pay 
for the care of their parents; 

-- Parents of mentally retarded children could be forced to pay the full cost of care for 
their children in an institution or at home. 

The Republican Medicaid plans would wipe out quality standards for American nursing 
homes and institutions caring for the mentally retarded. 

The Republican Medicaid plans would repeal the 1987 law -- signed by President Reagan -­
creating tough standards for the quality of nursing homes caring for the elderly, disabled, and 
mentally retarded. These requirements include restrictions on the use of drugs and restraints 
to keep residents in their beds; requirements that nurses be on duty at least 8 hours a day; 
requirements that nurses' aides undergo training before caring for residents . 
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extendfd their quality of life and survival time, but many will continue to have chronic care 
needs. 

F"igure 1 

The Long-Term Care Population, 1995 
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The 6.4 million elderly with long-term care needs have varying levels of 
impairment and receive care both in the community and In nursing homes. Nearly 1.5 
million elderty live in nursing homes, and 4.9 million elderly individuals have some long­
term care need and live In the community. Of the elderly with long-term care needs In the 
community, about 30 percent (1.5 million persons) have substantial long-term care needs 
(3 or more AOL limitations). Of these, about a quarter are age 85 and above, 40 percent 
are poor or near-poor (with incomes below 160 percent of the federal poverty level), and 
70 percent report that they are in fair or poor health. Compared to the typical elderty 
person, they are less likely to live alone or with a spouse, and are substantially more 
likely to live with other&-()ften an adult child [Figure 2]. Older women who live alone are 
particularly vulnerable; they are both more likely to need long-term care and to have 
fewer financial resources than the elderty population as a whole. 

F'ivufe 2 
Characteristics of Communtty-Dwolllng Elderly 
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The 1.5 million elder1y in nursing homes are typically older and more frail than the 

disabled elderly living In the community: nearly half are over age 85; more than 80 . 
percent are severely disabled (requiring assistance with three or more ADLs); and 70 
percent report cognitive impairments such as memory loss or orientation problems 
[Figure 3]. In addltlin, more than 70 percent are women, and almost two-thirds have 
Medicaid coverage. 
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How do People Get Long-Tenn Care? 

Most people who need long-term care (88 percent) receive that care at home (or 
in communlty4>ased setting,, such as adult daycare facilities). Only 12 percent receive 
care in nursing homes or other Institutional facilities, such as Intermediate care facilities 
for people With mental retardation. 

A number of factors determine whether individual& with long-term care receive 
care at home or In nursing homes or other institutional settings. The likelihood of 
nursing home admission increases with age and extent of disability; most nursing home 
residents (91 percent) are elder1y and almost half are over the age of 85. Elderly 
Individuals who are most likely to be at risk of nursing home placement include those 
with cognitive impairments, those who are incontinent, and those without caregivers at 
home or nearby. 

For those with long-term care needs living in the community. care needs vary 
considerably. Many of the elder1y with long-term care needs may have only limited 
needs for assistance with such activltie& as paying bills, grocery shopping and taking 
medication. Others are more severely disabled, With extensive care needs for which 
they require full-time nursing and personal care. The use of paid home care is greatest 
among the elderly With moderate to severe levels of dlsabllity and those who live alone. 
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Among the elderly In the community, those with long-term care needs typically 

rely on assistance from family and friends. About two-thirds depend on Informal (unpaid) 
caregiving as their only form of assistance, and one-third receive a combination of 
informal and formal care.

4 
Even among the community elderly with chronic, severe 

limitations, about half rely solely on unpaid help, often placing considerable strain on the 
family members who care for them [See Box 1 ). 

BOX 1 

Burdens on Family Caregivere 

Chronic illness and functional limitations create growing burdens for the 
elder1y Individuals themselves and for the family members-spouses, daughters, 
daughterrin-law- and others who help to care for them on a routine basis. 
Ironically, changes In medical care that have improved Its effectiveness-such as 
shorter hospital stays, the Increased use of outpatient procedures, and the 
substltutlon of home care for lnstltUtional care-have shifted responsibility from 
paid provldet'S toward unpaid providers, increasing burdens on family caregivers. 
The difficulties are enhanced because many caregivers have competing career 
and family responslbilltiel, and many are elderly themselves. A substantial 
proportion of caregivers who wori< report conflictl between work and care-giving, 
resulting In rearranged wori( schedules, decreasing hours of work, and periods of 
un~ld leave.5 

The current system falls to meet all the long-term care needs of all persons with 
disabilities. Of elderty and nonelderly adults with long-temn care needs living in the 
community, a significant proportion (about 20 percent) report that they have experienced 
"unmet need" for long-term care. Those responding to a national survey In 1994-95 
attributed these gaps to the high cost of services, difficulty finding help, and failure to 
qualify for assistance from a social service agency because they didn't meet eligibility 
criteria (that is, their incomes were too high or they didn't meet the medical criteria 
needed to receive assistance). A substantial proportion of community adults with Munmet 
needs" reported specific consequences from a lack of help: a third of people with unmet 
need for help in toileting reported that they wet or soiled themselves; twenty percent of 
people with unmet need for

8
help eating said they experienced periods when they were 

unable to eat when hungry. 

Who Pays for Long-Tann Cara? 

Long-term care can be quite costly and can drain private re&ource9 quickly. The 
average cost of a year of nursing home care was nearly $41,000 In 1995, and even 
regular home care visits can quickly become expensive. Hiring a home care aide to visit 
four hours a day, five days a week, at $10 an hour would cost snore than $10,000 a year, 
and could be more costly for Individuals with extensive needs. As a result of the high 
costs of care, more than a third of all elderly Individuals admitted to nursing homes, and 
about 70 percent of those with lengths of s1ay at least one year, were estimated to have 
catastrophic long-term care costs In 1993-that Is, their long-t,rm care costs e~ceed 40 
percent of their total Income and non.housing financial a&sets. Consequently, many of 
those with long-term care needs tum to Medicaid, the only public program providing 
significant financing for long-term care. 
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Heahlt insurance coverage ofperso1tS wilh long-ttnn care ,seeds 

Most, but not all. individuals with long-term care needs have health insurance of 
some klnd--f!lther publicfy-flnanoed or private health coverage. Their Insurance plans, 
however, may or may not provide coverage for long-term care. For example, Medicare 
provides near1y universal coverage for the elderly but does not provide coverage for the 
extended personal care that is the bulk of long-term care, nor do most private health 
insurance plans cover long-term care. 

The elderly rely on Medicare for health insurance, and most have private or 
public supplemental coverage to help fill Medicare's gaps. Among the community­
dwelling elderly with long-term care needs, 57 percent have private supplemental 
coverage in addition to Medicare, and 19 percent have Medicaid [Figure 4). For those 
with private coverage, a very small proportion may have a private long-term care 
insurance policy, but most have only a Medigap policy, which does not typically provide 
substantial assistance with long-term care. For those with Medicaid, the extent of 
Medicaid protections varies, but the substantial majority of these Medicare and Medicaid 
•dual eligibles• receive the full range of benefits that Medicaid provides, including long­
term care. A substantial minority (16 percent) of elderly people with long-term care 
needs only receive Medicare benefits, relying on their own income and assets to pay for 
prescription drugs, Medicare cost sharing, and any long-term care services they might 
need. 

For nonelderty adults with long-term care needs, Insurance coverage is more 
varied and Medicare plays ~ smaller rote. About 30 percent (of the community-dwelling 
nonelderly disabled) rely on private health insurance, almost 60 percent have public 
coverage through Medicare and/or Medicaid; 20 percent have Medicare as their primary 
source of coverage, 25 percent have Medicaid, and 12 percent are covered by both 
Medicare and Medicaid. About 1 O percent of the nonelderly disabled in the community 
are uninsured. 

Figure 4 
Health Insurance Coverage of Elderly and Non-Elder1y 

lndlvldual9 with Long~Tenn Care Needs 
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For the elderly and nonelder1y poor who need long-term care, Medicaid is 

especially important. Of community residents with long-term care needs and Incomes 
below the poverty line, 44 percent of the elder1y and 64 percent of the nonelderly are 
covered by Medicaid. By comparison, only 9 pera!nt of disabled elderly and 16 percent 
of the nonelder1y disab~ with Incomes above 200 percent of the federal poverty level 
have Medicaid coverage. 

0 
Rates of Medicaid coverage are even higher among poor 

and low-income facility residents. 

Although both private health Insurance and Medicare are important sources of 
coverage for persons with long-temi care needs, they play only limited roles in financing 
long-tem, care expenditures, but pay primarily for the acute health care needs of 
persons with disabilities. It is Medicaid that is the primary source of insurance coverage 
for long-term care, and thus Medicaid and out-of-pocket expenditures that account for 
the bulk of expenditures on long-term care. 

More than $115 billion was spent on long-tem, care in the United States in 
1997- 12 percent of national health spending. Most long-term care is financed by the 
Medicaid program and by Individuals with long-term care needs and their families 
(together accounting for 66 percent of long-tenn care expenditures). Medicare plays a 
more limited role (accounting for 20 percent of spending) and the role of private 
insurance is very limited r, percent of long-term care expenditures are paid by private 
health care or long-term care in&urance) [Figure 5). In addition, a substantial amount of 
long-term care is unpaid-provided infonnally by family and friends-and is not reflected 
in these cost estimates. 

Figure 5 

Long-Term Care Financing, 1997 
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LONG-TERM CARE* 

over 12 million people in the United States need help with basic activities of daily 
living requiring long-term care services-that la, personal, social and medical supports 
provided at home, in the community, or in institutional settings. The long-term care 
population is diveree, reflecting a broad age spectrum, a variety of service needs, and 
differing abilities to satisfy them. The elderly are the primary users of long-term care 
services and, among the elderly, the most vulnerable are the very old and those who live 
alone. 

Spending on tong-term care came to $115 billion in 1997. Over40 ~rcen_J of 
that spending was financed by the Medicaid program, including half the cosi of nursing 
home care. Medicaid Is the nation's tong-term care i.afety net- financing care not only 
for the poor but for the middle class as well. However. Medicaid pays for care for those 
with middle incomes only once they have exhausted their own financial resources: 
consequently, many of the elderly are at considerable risk of catastrophic long-term care 
expenditures. More than a third of the elderly who entered nursing homes-and more 
than 70 percent of those who were In nursing homes for at least a year-had 
catastrophic long-term care costs (with expenditures exceeding 40 percent of their 
annual income and non-housing financial assets). Because of their greater likelihood of 
needing long-term care and their limited ability to pay, the low-Income elderly are 
especially at-risk. 

\ The elderly pay for a substantial portion of long-term care costs out-of-pocket 
\Jnearly 30 percent in 1997). Medicare provides nearly univereal ooverage for the elderly 
for health care, but Medicare does not pay for most long-term care, paying only for 
limited amounts of ekllled nursing care In nursing homes and for some home health care. 
Private insurance plays only a small role In long-term care. With eligibility for public 
programs limited and the costs of service high, the current system falls to meet all of the 
long-term care needs of persons with disabilities. For example, a significant proportion 
(about 20 percent) of elderly and nonelderly adults with tong-term care needs report an 
inability to fully address these needs. with sometimes serious consequences for their 
health and quality of life. 

The number of people likely to need long-term care, and national expenditurei 
on long-term care for the elderly, will Increase significantly with the aging of the baby-

• Prepared for the Henry J. Kaiser Family Fowidation and the Kaiser Commission on 
Medicaid and the Uninsured by Marlene Nicfeld, Ellen O'Brien, and Judith Feder. 
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boom population. Exacerbating the problem of serving the growing long-term care 
population appropriately Is the fact that long-term care costs are expected to grow ftlster 
than inflation. Inflation-adjusted long-term care expenditures are expected to triple to 
$346 billion by 2040, placing large burdens on both Medicaid and private resources. 
Assuming current policies continue, more re-.ources will likely be required to address 
gaps In the current system, varied Inputs across states, limited access to care in the 
community, and concerns about quality of care. 

What Is Long-Term Care? 

Long-term care services provide the help required by individuahi with physical or 
mental disablllties to perform basic ~activities of dally living" (ADLs) such as eating, 
bathing, dl'e5Sing, getting in and out of bed, and using the bathroom. Long-term care 
also Includes services that are designed to assist individuals with "Instrumental activities 
of dally living• (IADLs) that are neCMsary to remain independent, such as housework. 
laundry, grocery shopping, taking medication, and transportation. Long-term care is the 
care needed to cope when physical or mental disabilities interfere with an individual's 
ability to perform these basic tasks on their own. 

Who Needs Long-Tenn Care? 

Chronic conditions that create a need for long•term care are physical or mental In 
nature and their onset time ranges from before birth to late In life. Alzhelmer'i. disease, 
heart disease, multiple sclerosis, cerebral palsy, spinal cord injury, and stroke are just a 
few of the diseases that may cause chronic disability. Unlike acute illness, chronic 
conditions are essentially permanent. Regimens of medical and personal care can 
sometimes control but rarely cure them. 

Di5ablllty is a condition that often creates a need for a variety of services and 
supports on a continuing basis. The presence of disability, however, is not synonymous 
With the need for long-term care. Over forty million Americans have a physical or mental 
disability. Of these, more than twelve million {30 percent) need long-term care, defined 
as a need for assistance with activities of dally living, and about a third of those with long­
term care needs {approximately 4 million people in the community and in institutions) 
have substantial needs-that Is, they need help with 3 or more activities of daily livlng.

1 

The e~rty are much more likely than younger age groups to suffer from disabling 
conditions and to require long-term care. Almost a quarter of the elderly (6.4 million 
Individuals) have eome long~rm care need. However, individuals with long-term care 
may be young or old. Only 3 percent of adults ages 18 to 64 had some long-term care 
need, but this translates into a significant number of nonelderly adults needing long-term 
care (5.3 million}; 400,000 children also have long-term care needs [Figure 1]. 

The prevalence of disability among children and non-elder1y adults has been 
increasing as a result of Improved trauma care and medical technologies that have 
extended the lives of those with life-threatening or debilitating Illnesses. Recent 
advances in the treatment of AIDS has also fueled changes In the composition of the 
long-term care population. Improved treatments for those Infected with HIV have 
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Medicare 

Although Medicare provides nearly universal coverage to the elderly for their 
acute care needs, it is not designed to cover the majority of their long-term care costs. 
Medicare covers short-term skllled nursing facility care and plays a limited role in 
financing home and community-based services. Although no prior hospitalization is 
required to receive home health care under Medicare, benefits are limited to people who 
are homebound, require skilled nursing, physical therapy or speech therapy on a part­
time or intermittent basis, and are under the care of a physician. 

In the past several years, increasing attention has been paid to the rapid growth 
in the use and costs of Medicare's post-acute care benefits, with many observers 
suggesting that this represents an inappropriate expansion of Medicare into long-term 
care. A rapid expansion In home health has been of special concern. Home health 
spending increased at an average annual rate of 29 percent between 1990 and 1996, 
rising from $3.9 billion to $18.3 billion and from 3.6 percent to 9.2 percent of Medicare 
spending. Medicare's payment policies have been revised in an attempt to constrain this 
growth. and there is continuing attention to additional reforms that would help to limit the 
use of home health benefits. 

Even with the recent expansion of home health services, however, survey and 
program data suggest significant limits to Its reach among people with long-term care 
needs. One survey found that only 10 percent of the communlty-<twelllng elderly with 
chronic disabilities and long-term car~ needs received Medicare-financed home care in 
the week prior to the survey in 1994.' A large proportion of Medicare home health care 
expenditures (46 percent in 1997) are consumed by very small proportion (10 percent) of 
Medicnre beneficiaries with high home health use (200 home health visits or more per 
year). These home health users typically have both acute and long-term care needs 
and are di&proportionately older, In poorer health, more disabled and have lower 
incomes than other home health care usera. 

Many observers have suggested that recent changes In treatment patterns under 
Medicare home health reflect a shift from a narrow post-acute benefit toward a long-term 
care benefit. Medicare beneficiaries using home health care are using care long after a 
hospitalization, they are receiving more visits, and as episodes of care have lengthened, 
they ~re receiving a higher proportion of aide visits and correspondingly fewer skilled 
visits. s But despite the rapid growth In home health utilization and expenditures, 
Medicare's benefit doei not cover long-term care for people who need such care 
exclusively. However, for people who qualify, the type of care It covers over1aps 
substantially with long-term care: the home health benefit covers some personal 
assistance with basic dally activities-the long-term care services-along with skilled 
1aervloes for beneficiaries Who need both. ~ Medicare tries to limit Its home health care 
coverage, It remains to be seen if Medicaid's expansion into home and community­
based services will sufflcientJy cover the long--term care population with severe 
disabilities. 
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Private Long-Term Care lnauranc• 

Most Individuals with long-term care needs rely on their own resources to pay for 
long-term care, but private Insurance plays e very limited role in the financing of long­
term care. Most private health Insurance policies pay for very little long~term care and 
only 7 percent ?1 the elderty own a long-term care insurance policy that explicitly covers 
these services. Less than one lfrcent of long-term care expenditures are financed by 
private long-term care insurance. 

Sales of private insurance policies have increased over the past decade, but 
long-term care remains unaffordable for many of the elderly-with one recent study 
&uggesting that only 10 to 20 percent of the elderly could afford to purchase a 
comprehensive long-term care pollcy.18 

The cost of private insurance coverage 
increases with age and with essentlal coverage provisions, such as inflation protection 
(which Increases benefit levels as nursing home coats rise) and nonforfelture benefits 
(which allow an individual to recover some of the cost of the policy If that person cannot 
pay the premium or thinks he/she will not need the coverage). The average annual 
premium for policies covering four years of nursing home and home care with inflation 
protection and nonforfeiture benefits In 1996 was $1,200 per year if purcha1.ed at age 
50, $2,432 per year if purchalted at age 65, and $7,440 a year If purchased at age 75.

17 

The people who are able to buy good quality policies at the prices offered are 
often middle to upper income individuals who generally would not qualify for Mediec1id 
(and offset public expenditures for long-term care). Further, many of those who might 
purchase private insurance may not be able to buy It. One study has estimated that 
even if everyone applied for long-term care insurance at age 65, a significant 
proportion--perhaps

5
as many as a quarter-would be rejected under current 

underwriting criteria. 

Medicaid 

Medicaid is the only public program that provides subStantial coverage for long­
term care. Mediec1id spending on long-term care was $44 billion In 1997, financing 
nearty 40 percent of alt tong-term care, 50 percent of the costs of nursing home care, 
and financing the care of near1y 70 percent of nursing home residents. Nationally, 
Medicaid spends an average of about $7,890 on IOng-tenn care per elderty Medicaid 
enrollee and $3,700 per disabled enrollee. 

Medicaid is the nation's safety net provider of long-term care services not only for 
the poor, but for the middle class as well. Unlike other insurance, however, which 
provides protection against catastrophic losses, Medicaid helps only after catastrophe 
strikes. Middle income Americans with cata5trophlc long-term care C08ts may become 
eligible for Medicaid benefits once they have •spent down" their Income and assets­
they must Impoverish themselves before Medicaid assistance Is available. Although 
some policymakers have expressed concern that Medicaid's spend down provisions 
encourage attempts to unfalr1y manipulate the system by those who could otherwise 
afford long-term care, there is tittle evidence of widespread abuse [See Box 2). 
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BOX2 

Medicaid "Spend Down" 

NO. 5799 

In 35 statas and in the District of Columbia, people whose assets are 
less than a specified level ($2,000 for Individuals, $3,000 for couples) can qualify 
for Medicaid If the cost of nursing home care exceeds their incomes-that is, 
they qualify for Medicaid as "medically needy: Individuals must contribute all of 
their Income toward the cost of care, except for a small personal care allowance 
(of no less than $30 per month). The rules for couples are more generous to 
prevent Impoverishment of a spouse who remain& in the community. Protected 
income forth• community spouse ranged from $1,326 to S1 ,978 per month in 
1997, and protected aiSets ranged from $15,804 to $79,020 depending on state 
eligibility rules.19 

Despite concems about abuse of the system, only about 20 percent of 
current residents spend down at some point during their stays. However, those 
who stay In the nursing home for a long period of lime are more likely to 
eventually spend doWn to Medicaid. About one-third of nursing home residents 
who used lon;-term care services for one to three years spent down and about 
half of those with nursing home stays of more than three years spent down their 
Income and assets to Medicald.20 

Concern has been expressed that. despite prohibitions, elderly people 
are transferring assets to avoid spend down. However, the asset levels of elderly 
people likely to need nursing home care are typically low to begin with and 
federal tewlslatfon (OBRA 1993) has placed greater 1'88trictlons on asset 
transfers. ' Recent research also suggests that there Is little need for policy 
efforts to limit the use of trusts to avoid spend down, since very few of the elderly 
have a trust Although the study found that 4 in 10 elderty community dwellers 
could P.Qtentially qualify for Medicaid by using a trust, fewer than 10 percent had 
a trust 22 

P. 11 

Long-term care account& for abOut 35 percent of Medicaid spending nationwide, 
but states vary greatly In their Inputs to long-term care. The average Medicaid long-term 
care expenditure per elderly beneficiary ranges from over $15,000 In Connecticut. New 
York, and the DJ,trict of Columbia, to less than $5,000 In South Carolina. Mississippi, 
and Oklahoma. In most states, the large proportion of long-term care spending is for 
nursing home care. All states provide home and community-based long-term care 
services: Medicaid requires states to cover home health services for any Individual 
eligible for nursing home care. states have the option (used by 31 states) to cover 
personal care and, under waivers, all states have developed programs designed to 
target a specific mix of home and communlty-ba&ed services to distinct population 
groups or in distinct geographic areas. Nevertheless, few states rely on Medicaid to 
provide substantial long-tenn care to people living at home. Nationally, leis than 20 
percent of Medicaid long-term care spending is for homiand community-based care 
services, personal care, and home health care services. Payments for home and 
community-based waiver servi~ per person age 65 or over vary from $1 , 180 in New 
York to $29 In Mi&slselppi, and In some states, such as Oregon and New York. there are 
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relatively balanced systems that devote a significant share <1q to 50 percent) of long-
term care spending to home and communlty•based services. . 

Initially, home and community-based &ervlces were conceived as a less 
expensive altemative to nursing home care. (Eligibility for these community-based 
benefits is typically extended to people who are eligible for nursing home or other 
institutional care and meet state income and asset criteria). However, there is little 
evidence that home-based services reduce nursing home use and expenditures, largely 
because individuals who would not otherwise use nursing home care will use home and 
community-based services If they are available. Because of concerns about these 
"woodwork effects," the law allows states to limit these services with respect to the 
number, type, and location of people served as well as the volume of services provided. 
Home and community-based care can expend service options without increasing state 
long-term care expenditures only if nursing home use is explicitly restricted--by diverting 
the least disabled prospective nursing home clients to available home care options. 

Although some states expect to control overall long-term care expenditures by 
expanding home care options, most fear Increasing costs (at least initlally). However, 
legal requlrement8 will likely create pressures to increase the amount and share of 
resources devoted to communlty~ased long-tenn care. The recent Supreme Court 
decision in Olmstead vs L. C. may encourage or require states to expand accev to 
communlty~based services for individual& with phy&ical and mental disabilities. 

Long-Term Care Policy ls.sues 

Growth in the number of people likely to need long-tenn care means that 
increased financing for long-term care Is needed. Medicaid ls the only significant source 
of public financing, but states devote varying resources to long-term care and access to 
care in both nursing homes and community settings has been limited. Medicaid also 
fails to protect middle Income individuals from catastrophic long-term care costs. 
Concerns about the quality of care also persist. A range of strategies for expanding 
long•term care coverage exist, but regardless of which policy options are used, 
additional resources will be needed to help reduce the burdens of disablllty on elder1y 
individuals and their famil ies, to increase financial protections, and to address gaps in 
the current long~term care system. 

Access to care 

Although most lon~Henn care spending In Medicaid is for nursing home care and 
Medicaid programs typically place limits on home and community-based care. there 
have been problems of access In both settings. 

Access to care has always been limited by the availability of providers willing to 
deliver services at Medicaid's relatively low rates-despite Medicaid's entitlement to 
coverage of long-term care services. The recent repeal of the Boren Amendment­
which established federal standards requiring that states' nursing home payments be 
·reasonable and adequate to meet the cost incurred by efficiently and economically 
operated facilities•-may result in a reduction in the rates paid for publicly financed 
residents and may reduce acces1o to (and the quality of) care for Medicaid patients. 
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What the repeal of these federal standards will actually meiiln is not yet known and 
depends on whether states alter payments to nursing homes. 

In addition to the effect of relatively low payments, acces&. to nursing home care 
may also be limited due to restrictions on the number of nursing home5 and nulliing 
home beds. States regulate the supply of nursing home beds through certificate-of-need 
programs (which require state approval for the establishment or expansion of health 
facilities or services) or moratoria on the construction of new nursing home beds. The 
number of nursing home beds per elderly has fallen substantially in many states-the 
number of nursing home beds per 1,000 elderly ages 85 and above fell by 18 percent 
between 1978 and 1994, and although nationwide declines in nursing home occupancy 
rates suggest that access may not ~ a problem, access problems remain in some 
areas, especially rural communities.

2 

Access to community-based alternatives to Institutional long-tenn care has 
historically been limited in most states. Individuals with disabilities and their 
advocate~specially advocates for persons with mental disabilities-have long argued 
that Medicaid's "institutional bias" Interferes with their rights under the Americans with 
Disabilities Act to receive care In the "least restrictive setting.• Medicaid home and 
community-based waiver programs have grown significantly in the past decade. 
National expenditures were $8.1 billion in 1997-a more than six-fold increase over 
1990 expenditures of S1 .3 billion. However, many Individuals with physical and mental 
disabilities continue to receive care in nursing homes rather than in the community, 
partly becau&e nursing home care is needed or desired but partly because of limited 
funding, long waiting lists and limited eligibility for waiver services In many states. The 
recent Supreme Court decision in Olmstead vs. L. C. may encourage states to do more. 
In iiidditlon, states are expected to shift a greater share of spending for long-tenn care 
toward community-based settings-such as board and care homes and assisted living 
facilities as alternatives to costly nursi,w home care-as they address the challenges of 
financing care for an aging population. 

Quality 

The quality of care In nursing homes, especially for Medicaid beneficiaries, has 
been a long-standing conoem. Although significant Improvements In the quality of 
nursing home care foflowed from comprehensive nursing home reform In the early 
1990s. serious problems persist In many facllitles. The quality of home and community­
based care has received less attention, but as care Increasingly moves outside of 
Institutions, there Is growing Interest In measuring and monitoring quality in the 
community. 

Comprehensive nur&ing home refonns-passed in 1987 as part of the Omnibus 
Budget Reconciliation Act~stablished new nursing home quality standards, 
requirements for federal and state oversight, and enforcement tools. Since the 
implementation of these standards in 1990, research studies have documented 
significant Improvements in the quality of care, including reductions in the use of physical 
and chemical restraints and hospitalization rates and increases in the use of behavior 
management programs, hearing aids, and antidepressants and psychological therapy for 
residents with symptoms of depression. 
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Each year, however, more than a quarter of all nursing homes are cited for 

violations of federal regulations for causing actual physical harm to residents (such as 
inadequate prevention of pressure sore& or failure to prevent accidents) or failing to 
properly assess residents' needs and provide for their care. Further, even when homes 
were threatened with sanctions, the problems often returned in subsequent surveys. 
Nearly 40 percent of nursing homes cited for deficiencies in an initial survey were cited 
for rela,ed violations in subsequent surveys. As a result, many observers have 
concluded that existing standards, though adequate in theory, don't work well in practice 
because the ability to enforce them (to shut down bad homes) is limited. Enforcement 
needs to be strengthened to help improve compli,rce with federal standards and ensure 
the safety and welfare of nursing home residents. 

Quality concerns have also been raised for home and community-based 
services. Like nursing home residents, the elderty receiving long-term care services in 
their homes are vulnerable to abuse, but it is more difficult to monitor services received 
in the home. Although some Individuals receiving care live with others, many live alone 
and are especially vulnerable to threat& to their personal safety and well-being. Beyond 
actual harm to individuals, there are also important concerns over the quality and 
appropriateness of the long-term care services delivered. What Is meant by •quality" 
and "appropriateness• varies across population groups and services received. 
Consumer choice and control are critical issues especially for many nonelderly 
individuals with physical disabilities Who have significant needs for assistance with 
activities of dally living. For the elderly who may be receiving both acute and long-term 
care, quality of care concerns have been raised about the appropriate volume and mix of 
services. For those receiving such services, often paid by Medicare, there Is growing 
interest in the development of standards for the amount and mix of services (acute, 
rehabilitative and per5onal care) that patients should receive, and to measuring and 
monitoring the outcomes of that care. The Issues, however, are quite complex since 
there is considerable variation in both treatments and outcomes. 

The Growing Demand for Long-Term Care 

Despite recent declines In disability rates among the elderly, the aging of the 
baby boom generation will bring about a significant increase In the demand for long-term 
care. The number of elderly is projected to more than double over the next three 
decades, rising from 34 million In 1997 to more than 69 million In 2030. The growth in 
the over 85 population-the population most likely to use long-term care servlce$---4$ 
projected to more than triple by 2030 [Figure 6). 
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Figures 

Projected Growth of the Elderty Pop.,latlon, 1997-2050 
(Number In millions) 
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If disability rates remain What they are today, the number of elder1y needing long­
term care is projected to rise dramatically. The hope is that medical advances and 
improvements In the economic status of the elderly will help people live both longer and 
healthier lives, and that t~e proportion of the elderly who are disabled will fall as the 
elderly population grows. 

0 
However, although the proportion of the elderly population 

needing long-term care may fall, the number of elderly individuals with long-term care 
needs will still f.Arow significantly, rtslng from 8.8 million in 2000 to an estimated 12.1 
million in 2040. 

1 
This increased demand will tend to cause the cost of long-term care to 

rise, placing the largest burdens on the low-income population not qualifying for public 
assistance. 

Future Financing 

The Congressional Budget Office projects that inflation-adjusted long-term care 
spending for the elderly will nearly triple In the next four decades, rising from $123 billion 
In 2000 to $346 billion (in constant 2000 dollar&) In 2040 when the baby-boom 
generation reaches age 85 [Figure 7}. Public programs wtll continue to be liable for the 
largest proportion of these costs even assuming that the role of private long-term care 
Insurance in the market will grow. In order to provide even the same level of long-term 
care service being provided today, Medicaid expenditures will have to rise to $75 billion 
dollars in 2020, or over one and a half times its liability in the year 2000 of $43 billion 
dollars. Combined public financing of long-tenn care-Medicaid and Medicare 
expenditures-will need to rise from $74 billion In 2000 to $126 billion In 2020, 
accounting for about 60 percent of all long-term care financing. Private out-of-pocket 
spending will remain high, but private long-term care insurance Is expected to mitigate 
some of the pressure of out-of-pocket costs, rising from 4 percent of long-term care 
expenditures in 2000 to 17 percent in 2020 [Figure 8). 
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Figure 7 

ProjectJon of National Lor-.-Term Care Expenditures, 
2000-2040 
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Projection of the Distribution of National Long-Term Care 
Expenditures by Payer, 2000 and 2020 
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There are a number of ways to pay for long-term care in the Mure--1nd uding 
both public and private sector approaches. Private sector approaches emphasize that 
Individuals should be responslb&e for long-term care, paying for their own care out of 
savings or purchasing private long-term care insurance policies. Public sector 
approaches range from expansions of Medicaid, to protect modest Income people 
against Impoverishment, to a comprehensive social Insurance option that would ensure 
care for all disabled persons regardless of finaqflal need. In between are policies that 
combine private and public sector approaches. 
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A policy of increasing private savings-encouraging individuals to save for future 

long-term care needs much the way they put aside money for their children's . 
education---;eems unlikely to provide adequate protections for long-term care. The 
main difficulty rests with the fact that the need for long-term care Is an unpredictable 
event. Although 40 percent of people who reach age 65 will U5e a nursing home at 
some point in their lives, people do not know in advance whether, or how much, they will 
need. A small proportion will have very high expenditures-speng1ng more than one 
year in a nursing home or experiencing multiple episodes of care. Depending on 
private savings concentrates the financial burden of severe impairment- an expensive 
and largely unpredictable event-on the few who experience it rather than spreading It 
among the many who are at risk of impairment. 

Providing some financial assistance to those who need long-term care may help 
to mitigate these burdens. President Clinton has recently proposed a long-term care 
initiative along these lines. The President's proposal would give a $1 ,000 tax credit to 
individuals with significant long-term care needs, their caregivers, or families, that could 
be used to help pay for home care, adult day care and other long-term care services. 
Though limited in &cope, the proposal has the advantage of targeting assistance to 
modest income people who are currently shouldering much of the burden on their own.3-4 

Insurance, according to most observers, Is a better approach to meeting the 
need for long-term care as the baby-boom generation reaches retirement age because It 
spreads risk. Those who favor a private sector approach advocate expanded tax 
preferences to encourage individuals to purchase long-term care policies. Some tax 
preferences are already in place-premiums for employer-sponsored long-term care 
insurance plans are excluded from taxable Income and part of the cost of premiums for 
the self-employed is tax deductible-and recent proposals have called for expanded tax 
deductibility of individual premiums. However, tax preferred treatment of private 
insurance premiums Is unlikely to significantly expand coverage, but is lll\11Y to deliver 
subsidies to those who already would have purchased private Insurance. Analysis 
suggests that even with favorable tax treatment, private long-term care Insurance Is 
likely to remain unaffordablf for the modest end low-income elderly who are most at risk 
of needing long-term care. A recent Congressional Budget Office analysis suggests 
that, even under very optimistic assumptions about the expansion of private long-term 
care insurance, Medicaid expenditures will need to nearly double by 2020 to provide the 
level of service being provided today. 

Another option Is to expand insurance for long-term care through new or existing 
public programs. For example, protected income and asset levels In Medicaid could be 
increased from their currently low levels, to give greater financial protection to modest 
income elderly who must now Impoverish themselves in order to qualify for Medicaid. 
Including long-term care In Medicare is also an option. Creating a system of social 
Insurance for long-term care would spread the costs of long-term care widely across the 
population to protect against potentially catastrophic financial losses for the minority at 
risk. In practice, however, the debate over the future of Medicare and Social Security 
raises questions about political commitments to existing entitlements, let alone new 
ones. 
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TAKING THE "AID" OUT OF MEDICAID 

The Republicans propose to destroy Medicaid as we know it and replace it with a vastly 
underfunded block grant program. 

The Republican Medicaid cuts put states in an untenable position: raise taxes, reduce Medicaid 
coverage, and/or cut services. 

The result is that the Republican plan would destroy the social safety net in this country and 
could eliminate coverage for 8.8 million Americans by the year 2002 including: 

0 4 .4 million children 
0 350,000 nursing home residents 
0 330,000 people needing home care 
0 1.4 million people with disabilities 

The Republican Medicaid plan could leave families shouldering the full responsibility for 
the nursing home costs of elderly parents and grandparents. 

The Medicaid safety net that covers two-thirds of nursing home patients and helps working 
families cope with the huge cost of nursing home care for their parents -- averaging $38,000 a 
year in the U.S. -- would be destroyed. 

-- Elderly women could be forced to sell their homes to pay for their husbands' care; 

-- Adult children of nursing home residents could be forced by the government to pay 
for the care of their parents; 

-- Parents of mentally retarded children could be forced to pay the full cost of care for 
their children in an institution or at home. 

The Republican Medicaid plans would wipe out quality standards for American nursing 
homes and institutions caring for the mentally retarded. 

The Republican Medicaid plans would repeal the 1987 law -- signed by President Reagan -­
creating tough standards for the quality of nursing homes caring for the elderly, disabled, and 
mentally retarded. These requirements include restrictions on the use of drugs and restraints 
to keep residents in their beds; requirements that nurses be on duty at least 8 hours a day; 
requirements that nurses' aides undergo training before caring for residents . 
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extendfci their quality of life and survival time, but many will continue to have chronic care 
needs. 

Figure 1 

The Long-Term Care Population, 1995 
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The 6.4 million elderly with long-term care needs have varying levels of 
impairment and receive care both in the community and In nursing homes. Nearly 1.5 
million elder1y live in nursing homes, and 4.9 million elderty individuals have some long­
term care need and live in the community. Of the elderly with long-term care needs In the 
community, about 30 percent (1 .5 mllllon persons) have substantial long-term care needs 
(3 or more AOL limitations). Of these, about a quarter are age 85 and above, 40 percent 
are poor or near-poor (with incomes below 150 percent of the federal poverty level), and 
70 percent report that they are in fair or poor health. Compared to the typical elder1y 
person, they are less likely to live alone or with a spouse, and are substantially more 
likely to live with othere-often an adult chlld [Figure 2]. Older women who live alone are 
particularly vulnerable; they are both more likely to need long-term care and to have 
fewer financial resources than the elder1y population as a whole. 

Figure 2 
Characteristic. of COmmunfty-Dwelllng Elderly 
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The 1. 6 million elder1y in nursing homes are typically older and more frail than the 

disabled elderly living In the community: nearly half are over age 85; more than 80 . 
percent are severely disabled (requiring assistance with three or more ADLs); and 70 
percent report cognitive impairments such as memory loss or orientation problems 
[Figure 3]. In addlti9n, more than 70 percent are women, and almost two-thirds have 
Medicaid coverage. 

Figln 3 

Charact.rietics d Nursing Home Residents, 1996 
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How do People Get Long-Term Care? 

Mos.t people who need long-term care (88 percent) receive that care at home (or 
in community-based settings., auch as adult daycare facilitlea). Only 12 percent receive 
care in nursing homes or other institutional facilities, such as Intermediate care facilities 
for people with mental retardation. 

A number of factors d~ermine whether indlvfduals with long-term care receive 
care at home Of in nursing homes or other institutional s.ettlngs. 1l1e likelihood of 
nursing home admission Increases with age and extent of disablllty; most nursing home 
residents (91 percent) are elderly and almost half are over the age of 85. Elderly 
individuals who are most likely to be at risk of nursing home placement include those 
with cognitive Impairments, those who are Incontinent, and those without caregivers at 
home or nearby. 

For those with long-term care needs living In the community, care needs vary 
considerably. Many of the elderly with long-term care needs may have only limited 
needs for assistance with such activities. as paying bills, grocery shopping and taking 
medication. Others are more severely disabled, with extensive care needs for which 
they require full-time nursing and personal care. The use of paid home care is greatest 
among the elderty With moderate to severe levels of dlsabllity and those who live alone. 
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Among the elderly in the community, those with long-term care needs typically 

rely on assi~anoe from family and friends. About two-thirds depend on informal (unpaid) 
careglving as their only form of assistance, and one-third receive a combination of 
informal and formal care.• Even among the community elderly w ith chronic, severe 
limitations, about half rely solely on unpaid help, often placing considerable strain on the 
family members who care for them [See Box 1]. 

BOX 1 

Burdens on Family Caregivers 

Chronic illness and functional limitations create growing burdens for the 
elderly Individuals themselves and for the family members-sPouses, daughters, 
daughterrin-mw-- and others who help to care for them on a routine basis. 
Ironically, changes In medic.ii care that have improved its effectiveness-such as 
shorter hospital stays, the Increased use of outpatient prooedures. and the 
substitution of home care for lnstltUtional care-have shifted responsibility from 
paid providers toward unpaid providers, increasing burdens on family caregivors. 
The difficulties are enhanced because many caregivers have competing career 
and blmily responsibilities, and many are elderly themselves. A substantial 
proportion of caregivers who work report conflictl between work and car81)ivlng, 
resulting In rearranged worx schedules, decreasing hours of work. and periods of 
un_eald leave.5 

The current system falls to meet all the long-term care needs of all persons with 
disabilities. Of elderty and nonelderty adults wtth long-term care needs living in the 
community, a significant proportion (about 20 percent) report that they have experienced 
·unmet need" for long-term care. Those responding to a national survey In 1994-95 
attributed these gaps to the high cost of services. difficulty finding help, and failure to 
qualify for assistance from a social service agency because they didn't meet eligibility 
crtteria (that is, their incomes were too high or they didn't meet the medical criteria 
needed to receive assistance). A substantial proportion of community adults with "unmet 
needs" reported specific consequences from a lack of help: a third of people wtth unmet 
need for help in toileting reported that they wet or soiled themselves; twenty percent of 
people with unmet need for help eating said they experienced periods when they were 

e 
unable to eat when hungry. 

Who Pays for Long-Term Cara? 

Long-term care can be quite costly and can drain private resource1 quickly. The 
average cost of a year of nursing home care was nearly $41,000 In 1995, and even 
regular home care visits can quickly become expensive. Hiring a home care aide to visit 
four hours a day, five days a week, at $10 an hour would cost snore than $10,000 a year, 
and could be more costly for Individuals with extensive needs. As a result of the high 
costs of care, more than a third of all elderly Individuals admitted to nursing homes, and 
about 70 percent of those with lengths of stay at least one year, were estimated to have 
catastrophic long-term care costs In 1993-that is, their long-t1rm care costs e~ceed 40 
percent of their total Income and non•houslng financial aisets. Consequently, many of 
those with long-term care needs tum to Medicaid, the only public program providing 
significant financing for long-term care. 
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Health insurance coverage of persons wlJh long-urm care needs 

Most, but not all, individuals with long-term care needs have health insurance of 
some kind-either publicly-financed or private health coverage. Their Insurance plans, 
however, may or may not provide coverage for long-term care. For example, Medicare 
provides nearly universal coverage for the elderly but does not provide coverage for the 
extended personal care that is the bulk of long-term care, nor do most private health 
insurance plans cover long-term care. 

The elderly rely on Medicare for health insurance, and most have private or 
public supplemental coverage to help fill Medicare'& gaps. Among the community­
dwelling elderly with long-term care needs, 57 percent have private supplemental 
coverage in addition to Medicare, and 19 percent have Medicaid (Figure 4]. For those 
with private coverage, a very small proportion may have a private long-term care 
insurance policy, but most have only a Medlgap policy, which does not typically provide 
substantial a5Sistance with long-term care. For those with Medicaid, the extent of 
Medicaid protection& varies, but the substantial majority of these Medicare and Medicaid 
·dual eligibles• receive the full range of benefits that Medicaid provides, including long­
term care. A substantial minority (16 percent) of elderly people with long-term care 
needs only receive Medicare benefits, relying on their own income and assets to pay for 
prescription drugs, Medicare cost sharing, and any long-term care services they might 
need. 

For nonelder1y adults with long-term care needs, Insurance coverage is more 
varied and Medicare plays~ smaller role. About 30 percent (of the community-dwelling 
nonelder1y disabled) rely on private health Insurance, almost 60 percent have public 
coverage through Medicare and/or Medicaid; 20 percent have Medicare as their primary 
source of coverage, 25 percent have Medicaid, and 12 percent are covered by both 
Medicare and Medicaid. About 1 O percent of the nonelderly disabled in the community 
are uninsured. 

Figure <4 
Health Insurance Coverage of Elderly and Non-Elderly 

lndlvlduals with Long-Tenn Care Needa 
(Community~ lndlvlduall only) 
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For the elderly and nonelder1y poor who need long-term care, Medicaid is 

especially important. Of community residents with long-term care needs and incomes 
below the poverty line, 44 percent of the elder1y and 64 percent of the nonelderly are 
covered by Medicaid. By comparison, only 9 percent of disabled elderly and 16 percent 
of the nonelder1y disab~

0
with Incomes above 200 percent of the federal poverty level 

have Medicaid coverage. Rates of Medicaid coverage are even higher among poor 
and low-income facility residents. 

Although both private health Insurance and Medicare are important sources of 
coverage for persons with long-term care needs, they play only limited roles in financing 
long-term care expenditures, but pay primarily for the acute health care needs of 
persons with disabilities. It is Medicaid that is the primary source of Insurance coverage 
for long-term care, and thus Medicaid and out-of-pocket expenditures that account for 
the bulk of expenditures on long-term care. 

More than $115 billion was spent on long-term care In the United States in 
1997- 12 percent of national health spending. Most long-term care Is financed by the 
Medicaid program and by Individuals with long-term care needs and their families 
(together accounting for 66 percent of long-term care expenditures). Medicare plays a 
more limited role (accounting for 20 percent of spending) end the role of private 
insurance is very limited (7 percent of long-term care expenditures are paid by private 
health care or long-term care insurance) [Figure 5). In addition, a substantial amount of 
long-term care Is unpaid-provided informally by family and friends-and Is not reflected 
in these cost estimates. 

Figure 5 

Long-Term Care Financing, 1997 
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