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Long-term services and supports (LTSS)1 for the elderly and 
younger populations with disabilities are a significant compo-
nent of national health care spending. In 2009, spending for these 
services was $203.2 billion (almost 10 percent of all U.S. personal 
health care spending), most of it paid by the federal-state Medic-
aid program. Concern about the financing and delivery of LTSS 
is a recurring issue among policymakers. The already substan-
tial public role in LTSS, which presages rapid spending increases 
as the “baby boom” population ages, along with the potentially 
enormous costs of care to individuals and families, may lead poli-
cymakers to revisit these issues in coming years.

LTSS DEFINED 

LTSS refer to a broad range of supportive services needed by peo-
ple who have limitations in their capacity for self-care because of 
a physical, cognitive, or mental disability or condition.2 A person’s 
need for LTSS is generally measured, irrespective of age and diag-
nosis, by functional status, that is, his or her inability to perform 
basic activities necessary to live independently and by the need for 
assistance from another person to carry out these activities.3 LTSS 
exclude medical and nursing services that are needed to manage 
the underlying health conditions that lead to frailty or disability. 

People of all ages may need LTSS: the elderly with physical dis-
abilities or cognitive impairments, such as Alzheimer’s disease; 
working-age adults with inherited or acquired disabling con-
ditions; and children born with disabling conditions. Services 
may be provided in one’s home and/or community, for example, 
through home care and adult day care programs; in residential 
settings, such as assisted living facilities or board and care homes; 
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or in institutions, such as nursing homes. The intensity and cost 
of services vary widely, depending on an individual’s functional 
and health status, the severity of his or her disabilities, and the 
location in which services are provided.

About 11 million adults age 18 and older, almost 5 percent of the 
total U.S. adult population, receive LTSS. Of those 18 and older, 
the majority of adults receiving LTSS are 65 years and older (57 
percent), but a substantial proportion are adults between the ages 
of 18 and 64 (43 percent).4 The risk of needing LTSS increases with 
age. One study estimated that, on average, people turning age 65 
in 2005 will need LTSS for three years, although the use of services 
varies widely among individuals. Many older people receive help 
from family and other informal caregivers in their own homes 
and may not incur large out-of-pocket expenses. However, for a 
small proportion of people, paying for LTSS can be a significant 
burden. About 6 percent of people turning age 65 in 2005 can be 
expected to incur out-of-pocket LTSS expenditures of $100,000 or 
more over their remaining lifetimes, and about 12 percent will 
likely have expenditures from $25,000 to $100,000.5 

In 2010, the average annual cost for nursing home care was almost 
$75,000; for assisted living facility care, it was over $39,000. For 
those requiring assistance at home, especially daily assistance, 
costs may also be high if family support is limited or unavailable. 
In 2010, the average national hourly rate for home health aides 
was $21 and for homemaker/companions was $19. The average 
daily rate for adult day care was $67. Rates for each service vary 
widely by geographic region and payment source and may be 
more when extra services are provided to individuals with great-
er care needs, such as those with Alzheimer’s disease.6 

Paying for LTSS can exhaust the resources of people with disabili-
ties and may lead to Medicaid eligibility. But Medicaid is limited 
to people who meet strict income and asset tests and functional 
need criteria. 

LTSS FINANCING

Medicaid is the dominant source of payment for LTSS, followed 
by out-of-pocket payments by individuals and families. Of all U.S. 
spending on LTSS, the federal-state Medicaid program is the 
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principal payer. In 2009, Medicaid paid for about 62 percent ($125 
billion) of all LTSS spending. Out-of-pocket spending by indi-
viduals and families accounted for about 23 percent ($45.8 billion) 
of spending. Private insurance and other public sources paid the 
balance (Figure 1).

Medicare plays no role in financing LTSS. Medicare is intended to 
cover acute and post-acute medical care for people age 65 and 
older and for younger populations who meet the Social Secu-
rity definition of disability. The program was not designed 
to cover LTSS. Medicare covers skilled nursing facility 
(SNF) care following a hospital stay of at least three con-
secutive days for those who require daily skilled nursing 
and/or rehabilitation services for up to 100 days of care. 
Medicare also pays for medically necessary home health 
services; part-time or intermittent skilled nursing care; or 
physical, speech, or occupational therapy for homebound ben-
eficiaries. It does not cover home care services for those who need 
sustained assistance because of a physical or cognitive disability or 
frailty. For these reasons, Medicare’s financing of these services is 
not included in the spending amounts presented in this publication. 

Payments for LTSS represent almost one-third of all Medicaid 
spending. In fiscal year (FY) 2009, LTSS (nursing homes, interme-
diate care facilities for people with mental retardation [ICFs/MR], 
home health and personal care services, and services provided 
through home and community-based services waivers)7 account-
ed for almost one-third of total Medicaid expenditures.8

Most Medicaid LTSS spending is for institutional care, but in recent 
years spending for home and community-based care has grown 
considerably, as has the number of people served. Federal and 
state policy initiatives have emphasized greater use of home 
and community-based services, which most people prefer over 
institutional services.9 As a result, Medicaid spending shifts have 
occurred. In FY 2009, 55 percent of all Medicaid LTSS spending 
was for institutional care (nursing homes and care in ICFs/MR) 
compared with 76 percent in FY 1997. In FY 2009, 45 percent of 
all Medicaid LTSS spending was for home and community-based 
services compared with 24 percent in FY 1997 (Figure 2, see next 
page). Medicaid supported home and community-based services 
for almost 2.8 million people in 2007, an increase of 47 percent 
since 1999. This growth has been driven primarily by increases 
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FigurE 1
LTSS Expenditures  
by Source, 2009

Note: Dollars do not total due to rounding. Includes 
Medicaid spending for nursing homes and continuing 
care retirement communities (including in hospital-
based and freestanding facilities), home health services 
(including in hospital-based and freestanding facilities), 
intermediate care facilities for people with intellectual 
and other developmental disabilities (also known as 
ICFs/MR), home and community-based services (HCBS) 
waiver programs, and Children’s Health Insurance 
Program (CHIP) spending for nursing homes and 
home health services. “Other Private” includes private 
long-term care insurance, other health insurance, and 
other private spending for nursing homes and home 
health services.“Other Public” includes Department of 
Veterans Affairs, state and local programs, and general 
assistance spending for nursing homes and home health 
services. “Out-of-Pocket” includes spending for nursing 
homes and home health services not covered by insur-
ance, public programs, and other third parties. Excludes 
Medicare spending and some public and private spend-
ing for residential care for those with mental illness, 
substance abuse disorders, and intellectual disabilities. 
Estimates may differ from others published elsewhere 
due to variation in amounts defined as LTSS.

Source: Prepared by the National Health Policy Forum 
based on published and unpublished data in the Na-
tional Health Expenditure Accounts provided by the 
Office of the Actuary, Centers for Medicare & Medicaid 
Services. See Anne Martin et al., “Recession Contrib-
utes To Slowest Annual Rate Of Increase In Health 
Spending In Five Decades,” Health Affairs, 30, no. 1 
(January 2011): pp. 11–22, available with subscription at  
http://content.healthaffairs.org /content /30/1/11.full.
pdf+html.

http://content.healthaffairs.org/content/30/1/11.full.pdf+html
http://content.healthaffairs.org/content/30/1/11.full.pdf+html
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in the number of people served by Medicaid’s home and commu-
nity-based waiver programs.10

Even though some states have made strides in promoting home 
and community-based services, spending patterns vary widely 
among states, ranging from 73.3 percent of all Medicaid LTSS 
spending in Oregon to 15.1 percent in Mississippi.11 Also, spend-
ing patterns differ by population group: proportionately more 
is spent on institutional care for the elderly and younger adults 
with physical disabilities than for people with intellectual and 
developmental disabilities.12

Private long-term care (LTC) insurance plays a small role in financ-
ing. (See endnote 1 regarding terminology on long-term care.)
Relatively few people have purchased private LTC insurance, 
although the market has grown in recent years. About 6 to 7 mil-
lion LTC insurance policies are in force.13

Substantial LTSS assistance is provided informally by family and 
friends. Despite the large public commitment to financing care, 
most care received by people with disabilities is provided by 
informal sources, primarily family and friends, who provide care 
without compensation. As a way to demonstrate the economic 
value of caregiving, various studies have estimated the imputed 

“cost” of informal care ranging from tens to hundreds of billions 
of dollars. For example, the Congressional Budget Office estimat-
ed that the value of informal care for the elderly in 2004 exceed-
ed the amount of Medicaid LTSS spending.14 (Expenditures for 
informal care are not included in Figure 1.) Many policymakers 
are concerned about the impact that the aging of the baby boom 
population and increasing longevity of older adults and younger 
persons with disabilities will have on the ability of families to 
assume and/or sustain caregiving roles in the future.

ENDNOTES

1. In recent years, terminology referring to the services and infrastructure to 
help frail older people and younger people with disabilities remain inde-
pendent has been changing.  Long-term services and supports (LTSS), rath-
er than long-term care (LTC), is a term that has been gaining wider use and 
appears to be more descriptive of services people with disabilities need 
in their daily lives. The term is used in P.L. 111-148, the Patient Protection 
and Affordable Care Act of 2010 (PPACA), to refer to a range of supportive 
services for these populations. We have chosen to use LTSS in this publica-

Note: Institutional spending includes spending for 
nursing facilities and ICFs/MR; home and community-
based services (HCBS) spending includes home health, 
personal care, HCBS waivers, HCBS spending under 
sections 1115, 1915(j), and 1929 of the Social Security 
Act, and the Program for All-inclusive Care of the 
Elderly (PACE).

Source: Based on data from Steve Eiken et al., “Med-
icaid Long-Term Care Expenditures in FY 2009,” 
Thomson Reuters, August 17, 2010, available at  
www.hcbs.org/files /193/9639/2009lTCExpenditures.
pdf; data available at www.hcbs.org/moreInfo.php/nr/
topic/205/source/150/doc/3325/Medicaid_long_Term_
Care_Expenditures_Fy_2009.

FigurE 2
Medicaid Expenditures for  
LTSS, FY 1997 and FY 2009
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as long-term care insurance policies.

2. Some of the narrative for this section was adapted from Carol 
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