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Presenter
Presentation Notes
Hello, my name is Jhamirah Howard and I am a policy analyst with the Kaiser Family Foundation’s Kaiser Commission on Medicaid and the Uninsured. Today I will be providing an overview of long-term care financing in the US health care system. I will explain what long-term care is, who receives these services, how much they cost and who pays for it. Finally, I will discuss some of the key policy issues surrounding long term care in the U.S. today.
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What is long-term care?

• Services and supports needed 
when ability to care for self has 
been reduced by a chronic illness, 
disability, or aging

• Services may address special 
health challenges or assistance 
with daily activities

Figure 2

Presenter
Presentation Notes
Long-term care refers to a broad range of services and supports that people may need when their ability to care for themselves has been reduced by a chronic illness, disability or aging. These services can include those that address the special health needs of these individuals as well as those that assist them with basic activities such as bathing, dressing, and shopping. 
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Long-term care settings

• Often provided in home and community by family members 
and friends

• Paid home and community-based care
– Family and friends
– Para-professionals
– Home health
– Personal care

• Residential care 
Facilities (Assisted Living )

• Care in Institutions
– Nursing Home
– Skilled Nursing Facility (SNF)
– Intermediate Care Facility for

the Intellectually Disabled (ICF/ID)

Figure 3

Presenter
Presentation Notes
Long term care can be provided in a number of different settings.  Most often it is provided in the home and community by family members and friends usually with no cost to the individuals who get the care. People also receive paid care from medical professionals or para-professionals such as nurse aides or personal attendants who can provide home health care, personal care, or other services in a number of community based settings. Additionally many people receive long-term care in residential care facilities, which includes what is often referred to as assisted living, and in institutional settings such as nursing homes or Intermediate Care Facilities for the Intellectually Disabled called ICF/IDs. In recent years the trend has been towards serving more people in home and community based settings rather than institutions. 
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People With Long Term Care Needs

50.2%

81.8%

55%

49.8%

18.2%

45%

Total Pop'n With LTC
Needs

Institutional
Residents

Community Residents

Over Age 65

Under Age 65

10.9M

8.4 M

Source: Kaye et al. (2010) Long-Term Care: Who Gets It, Who Provides It, Who Pays, And How Much. Health Affairs,
29:1, 11-21.
Note: Data from 2007 American Community Survey (ACS) and the 2005 Survey of Income and Program Participation 
(SIPP)

1.6M

Figure 4

Presenter
Presentation Notes
 There are an estimated nearly 11 million people who need long term care services in the U.S.   About half are over the age of 65, but it is important to consider that a significant portion of those with long term care needs are under 65.   Also important to note is that the majority of people who need long term care live in the community, either in their own home or with a family member. 
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Long-Term Care Population is Diverse and 
Has a Wide Array of Needs

• Persons with intellectual and 
developmental disabilities

• Persons with mental illness

• Persons with spinal cord injuries 
and traumatic brain injuries

• Persons with Alzheimer’s disease 
and dementia

• Children with special health 
care needs

• Elderly persons who need assistance 
with one or more activities of daily 
living (ADLs)

Figure 5

Presenter
Presentation Notes
The long term care population is comprised of people with diverse care needs. This includes those with intellectual and developmental disabilities, persons with mental illness, those with spinal cord and traumatic brain injuries, people with dementia, children with special health care needs and elderly persons who need assistance with activities of daily living such as eating and dressing themselves.  
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Demographics of Nursing Home Population

Men
27%

Women
73%

Gender 

White 
83%

Black
11%

Hispanic
4 %

Asian
2%

Other 
0.4%

Race/Ethnicity 

Total Nursing Home Residents 65 and Older in 2008: 1.2 Million

Figure 6

Presenter
Presentation Notes
Let’s take a closer look at who uses long-term care services, nursing homes in particular, which again are just one type of long term care setting.  Remember from the earlier slide that the vast majority of nursing home residents are age 65 or older and about ¾ of  them are women, reflecting women’s longer life expectancy and their greater risk of experiencing chronic illnesses without social supports such as a husband or an adequate retirement.   The vast majority of nursing home residents are White, while African Americans represent 11 percent of the nursing home population and Hispanics account for 4 percent. The proportion of racial and ethnic minorities in nursing homes has steadily increased over the past few years reflecting broader demographic trends in the US and evolving consumer preferences, among other factors. 
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Long-term Care Can Be Expensive

• Nursing Home Care
– Average annual cost is $75,000

• Home and community-based services care
– Personal Care 

• Average annual cost is $11,000

– Home Health
• Average rate for home health 

aide is $21/hour

Source: Genworth Financial (2011) Cost of Care Survey. www.genworth.com/costofcare

Figure 7

Presenter
Presentation Notes
Long-term care is expensive. Institutional settings such as nursing homes and residential care facilities are the most costly. The average annual cost of a semi-private room in a nursing facility is approximately $75,000 per year. Home and community based care is less expensive, though these costs can still represent a major financial burden for individuals and their families. The average annual cost of personal care services is $11,000 per year, and the average hourly rate for home health services is approximately $21 per hour.  These costs can easily add up to thousands of dollars a year.
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Medicaid pays for the majority of long-term care 
services

Note: Total LTC expenditures includes spending on nursing home, home health services, and home and community-
based waiver services.  All home and community-based waiver services are attributed to Medicaid.  Total excludes 
residential care facilities for intellectual and developmental  disabilities, mental health, or substance abuse.  
Source: KCMU estimates based on CMS National Health Accounts data, 2009.

Total Long-Term Care Expenditures in 2009 = $240 Billion

Figure 8
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Presenter
Presentation Notes
The total spending on long-term care in the US was $240 billion in 2009. Medicaid is the primary payer for long-term care services. In 2009 Medicaid accounted for 43 percent of long-term care expenditures. Medicare has more limited long-term care coverage, paying for care for a limited period of time following a hospital discharge and covers about one in four long-term care dollars.  One in five dollars paid for directly by the individuals their families.  Only a small share, 7% of costs, is covered by private long term care insurance.  Although private long-term care insurance has been available for well over 20 years, the market for this insurance product is relatively small and it plays a very small role in financing long-term care nationally.
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Who Qualifies for Medicaid Long-Term Care?

• Current Medicaid eligibility criteria: 
– Individuals need to fit into a category, such as 65 and older 

or disabled to qualify  
– AND must also have very low-incomes 
– AND limited assets (such as savings accounts) to qualify
– Those with high medical bills may qualify for Medicaid 

medically needy coverage by “spending down” to state 
specified eligibility levels

• Many individuals with long-term care needs are not 
eligible because they do not meet either financial or 
categorical criteria

Figure 9

Presenter
Presentation Notes
Let’s first focus in on the role of Medicaid in financing long-term care. Currently, in order to qualify for Medicaid benefits, individuals need to fit into one of the defined eligibility categories such as being over age 65 or having a disability, and have very low-incomes, and have limited assets (such a very few savings. Some individuals in those situations will eventually qualify for the program they deplete their and assets to pay for care, literally “spending down” into poverty level status. Many individuals with long-term care needs are not eligible for Medicaid because they do not meet all of the program’s eligibility criteria.
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Dual Eligible 
Beneficiaries

9 million

Who are the Dual Eligibles?

Dual Eligible 
Beneficiaries

9 million

Medicare
37 million

Medicaid
51 million

Source: Kaiser Family Foundation analysis of the Medicare Current Beneficiary Survey 2008, and Kaiser Commission 
on Medicaid and the Uninsured and Urban Institute estimates based on data from FY2008 MSIS and CMS Form-64.

Total Medicare 
Beneficiaries:  46 Million

Total Medicaid 
Beneficiaries: 60 Million

Figure 10

Dual eligible beneficiaries comprised 20% of the Medicare population and 15% of the 
Medicaid population in 2008

Presenter
Presentation Notes
There are also about 9 million enrollees known as “dual eligibles” – who qualify for both Medicaid and the federal Medicare program.  For this group, Medicaid pays the majority of the long-term care costs, and these beneficiaries pose unique financing and service delivery challenges because they often have complicated health needs and their care is paid for by two different payers. 
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Medicaid Long-Term Care Benefits

• All states are federally required to cover nursing facility benefits

• Coverage of community-based services can be provided at state 
option

• Three pathways for Medicaid coverage of home and community-
based care 
– Mandatory home health services; 
– Optional personal care services; and
– Home and community-based waiver services

• States may provide home and community-based services to 
individuals “at risk” of needing institutional care if they get special 
permission from the Federal government, call a “waiver”

• States can develop programs that target specific populations such as 
people with development disabilities, elderly, or persons with 
HIV/AIDS

Figure 11

Presenter
Presentation Notes
Medicaid’s long term care benefits cover both institutional and home and community based long term care services. All states are required to cover nursing facility benefits, while coverage of community-based services is optional.  Currently, every state covers at least some level or type of home and community based services.  There are three ways state Medicaid programs provide home and community based long-term care services: through the mandatory home health benefit, for those who need medical and related services at home; optional personal care services, and home and community based waiver programs, which are special program that are run by states to provide services to those who live in the community but are at risk of needing institutional care. States have also used waiver programs to assist specific populations such as people with developmental disabilities, the elderly, or people with HIV/AIDS.
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Medicaid Spending on Long-Term Care 

Note: Excludes administrative spending, adjustments and payments to the territories.
Source: Urban Institute estimates based on data from CMS (Form 64), prepared for the Kaiser 
Commission on Medicaid and the Uninsured.

Institutional  
Care 
57%

Home and 
Community 

Based Services 
43%

Figure 12

Acute Care 
62%

Long-Term 
Care
33%

Total Medicaid Expenditures:
$366.5 Billion

Disproportionate Share Hospital 
(DSH) Payments, 5%

Medicaid Expenditures on 
Long-Term Care: $122 Billion

Presenter
Presentation Notes
Long-term care spending represents one-third of Medicaid expenditures.  And more than half this spending goes to care provided in institutional settings such as nursing homes. This share has been shrinking over time due to changes in consumer preferences about living at home, new policies at the state and federal level which allow more individuals to get their care while still living at home or in their communities. 
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Medicare Spending on Long-term Care

• Medicare coverage for long-term care is limited
– Covers home health services if 

homebound or in need of skilled 
nursing therapy

– Covers nursing home stay, but only 
for 100 days after hospital discharge 
(“post-acute” care)

• Some services, such as personal 
care, are not covered

Figure 13

Presenter
Presentation Notes
A more limited source of coverage for long-term care is Medicare, the federal health insurance program for seniors and people under 65 with permanent disabilities. Medicare coverage for long term care is more restrictive than Medicaid; it covers home health services for beneficiaries who are homebound or need skilled nursing therapy; and it also covers some nursing home care, however this care is limited to 100 days for those recently discharged from a hospital, this is known as post-acute care.   Services such as personal care are not covered by Medicare.  
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What is private long-term care insurance?

• Approximately 8 million private long-term care policies are  currently 
in force

• Most private long-term care insurance plans cover portion of nursing 
homes, assisted living facilities, home health care, hospice care, and 
respite care
– Other common benefits: case management services, homemaker or 

chore services, caregiver training, coverage of some medical 
equipment, and reimbursement of bed reservations in long-term care 
facilities

– Coverage is typically time-limited, requiring beneficiaries to estimate the 
amount of time that services will be needed

• Private long-term care insurance can be expensive, especially for 
the low-income population
– In 2007, the average premium was $2,207 per year. 
– Premium charges rise with age

Source: Stevenson et al. (2010). The Complementarity of Public and Private Long Term Care 
Coverage. Health Affairs, 29:1. AHIP, 2007 LIMRA, 2010

Figure 14

Presenter
Presentation Notes
Private long term care insurance accounts for a small share of long term services spending.  An estimated 8 million private long-term care policies were in force in 2010.    These plans vary in scope of coverage but most cover a share of the costs of nursing homes, assisted living facilities, home health care, hospice care,   or respite care. Other common benefits include case management, homemaker services, caregiver training, some medical equipment, and the cost of bed reservations for long-term care facilities.   This coverage is typically time limited though, so consumers must estimate the amount of time they will require services which can be very difficult to do. Private long-term care insurance can be expensive, and these costs may be prohibitive for those with low incomes. The average annual premium for a typical long term care insurance policy is almost $2000 per year, and the premiums get more expensive with age even though many seniors live on fixed incomes.  
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Family caregiving is essential for many to 
continue living at home

• The economic value of informal caregiving was estimated to be $450 
billion in 2009

• Two-thirds of family caregivers are women
• Caregivers work 18 hours 

per week on average with 
unpaid care

• Assist daily activities with 
(doctor’s appointments, paying 
bills) and more intensive 
care (bathing, medications, etc.)

• Half of caregivers must make 
adjustments to their work 
schedules to provide care

Source:  Feinberg et al. (2011) Valuing the Invaluable: 2011 Update—The Growing Contributions and Costs 
of Family Caregiving. AARP Public Policy Institute http://assets.aarp.org/rgcenter/ppi/ltc/i51-caregiving.pdf

Figure 15

Presenter
Presentation Notes
Family caregiving is an integral part of the long term care landscape. Without the support of family caregivers, far fewer people would be able continue to live at home. In the US in 2009 the estimated value of informal family caregiving was $450 billion. Nearly two-thirds of family caregivers are women who typically care for a spouse or a parent or in-law; and caregivers spend upwards of 18 hours per week on average providing unpaid care to a family member or friend.  This unpaid care ranges from help with getting to doctor’s appointments or paying bills to more intensive care such a help with bathing, eating, or administering medications.  About half of caregivers find they must make changes to their work, taking time off or adjusting their schedules, or leave work to provide this level of care 
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Quality of Care and Access to Long-term Care

• Concerns about long-term care quality
– Institutional:  improvements but concerns remain about facilities, 

standards and enforcement
– Home and community-based services:  workforce training, pay, 

measuring client satisfaction and appropriateness of services 
delivered

• Beneficiaries are often unaware 
of services offered or are unable 
to access them
– Geographic and social isolation
– Difficulty navigating formal and 

informal aging services network

Figure 16

Presenter
Presentation Notes
The quality of long term services and supports is of concern to beneficiaries, caregivers, families, and policymakers alike. The quality in institutional settings has vastly improved in the past 20 years as a result of legislation and litigation.   There are, however, still concerns about facilities, standards, and oversight, which is largely the responsibility of the state rather than the federal government.   With regard to home and community based services the issues workforce training, pay and the question of how to measure client satisfaction and the appropriateness of services delivered are the primary quality concerns.  Ensuring access to available services can also be a challenge even when they are available. Beneficiaries can be in remote areas or an socially isolated and are often unaware of services or unable to access them.  Furthermore, the network of informal and formal systems can be complex and difficult for senior and others with need for care to understand and use. 
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The Need for Long-Term Care Will Grow

4.6% 4.5%
5.4% 6.9%

2%
1.9%

2%
2.7%

2010 2020 2030 2040

Severe Disabilities

Moderate Disabilities

Note: Estimates are based on intermediate disability growth scenario. The analysis defines frailty as having and ADL or 
IADL limitations. People are classified as having moderate disabilities if they have two or fewer ADL limitations and 
severe disabilities if they report 3 or more ADL limitations.
Source: Johnson RW, Toohey D, and Wiener JM. 2007  Meeting the Long-Term Care Needs of the Baby Boomers: How 
Changing Families Will Affect Paid Helpers and Institutions.  Urban Institute.  
http://www.urban.org/UploadedPDF/311451_Meeting_Care.pdf

Frail Adults, Age 65 and Older as a Percentage of the Population  Ages 25-64, 
2000-2040

Figure 17

Presenter
Presentation Notes
Without a doubt, the need for long term care will continue to grow in U.S.  The percentage of the elderly population who require assistance with activities of daily living has grown steadily over the past decade and projections indicate that this trend will continue and growth in this population may even accelerate. 
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Conclusion

• Currently, there is no national system of long-term care 
insurance – individuals must first rely on their own 
resources and then primarily on Medicaid

• Medicaid is the primary payer for long-term care services

• Gradual shift from nursing home to home an community-
based services

• Medicare plays a limited role and families play a critical 
role in providing and paying for care

• Private sector options are still limited and often costly

• Few policy options currently available to address long-term 
care needs and costs

Figure 18

Presenter
Presentation Notes
So as you have learned, there is no national system for long-term care insurance in the U.S.  Individuals typically must rely on their own resources to get care and then, those who are poor or who use up their income and assets on their care, can use Medicaid. As a result, Medicaid is the primary payer for long-term care services; increasingly shift from institutional care in nursing homes to covering more care in the community.  Medicare plays a much more limited role, but families play a central role, both as caregivers and in in assisting in the costs of services. Finally, the existing private sector options like long-term care insurance are still very limited, not accessible to all, and often very costly.   This patchwork of care puts a large financial strain on both the public sector and individuals and their families. Unfortunately the outlook for long-term care remains uncertain. We know that the demand for long-term care will grow, but there are still few policy options available at present to address this rising need and to pay for the care of among the most vulnerable individuals in our society.  
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Resources

• Kaiser Family Foundation

• SCAN Foundation

• AARP Public Policy Institute 

• National Senior Citizens Law Center

• National Clearinghouse for Long Term Care Information

• U.S. Administration for Community Living

• National Academy for State Health Policy 

• Georgetown University, Health Policy Institute, Long-Term Care 
Financing Project

Figure 19

Presenter
Presentation Notes
I hope this tutorial has given you a better sense of the challenges we face in providing and paying for long-term care services in the U.S.  If you’d like to learn more about Long-term care, I encourage you to explore these resources. Thank you.
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http://www.nashp.org/
http://ltc.georgetown.edu/index.html
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