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Introduction 
In December 2013, the Bipartisan Policy Center (BPC) launched a Long-Term Care Initiative 
under the leadership of the BPC Health Project leaders, former U.S. Senate Majority Leaders 
Tom Daschle (D-SD) and Bill Frist (R-TN), as well as former Congressional Budget Office 
Director Alice Rivlin and former Wisconsin Governor and Secretary of the U.S. Department 
of Health and Human Services Tommy Thompson. The Long-Term Care Initiative will 
propose a series of bipartisan policy options in late 2014 to assist in the effort to build 
consensus on how to finance and deliver long-term care—referred to in this paper as long-
term services and supports (LTSS)—at a time of political discord and fiscal constraints. The 
initiative seeks to raise awareness about the importance of the issue, bringing it to the 
attention of the public, as well as to policymakers, and making a strong case for action. This 
paper sets the stage for BPC’s recommendations by identifying the major challenges and 
key questions in the financing and delivery of LTSS for both seniors and individuals under 
age 65.  

BPC leaders recognized the challenges associated with the cost and availability of LTSS 
while crafting BPC’s 2013 report, A Bipartisan Rx for Patient-Centered Care and System-
Wide Cost Containment. That report called for an enhanced Medicare system in which 
incentives encourage both patients and providers to improve care and secure better health 
outcomes through reforms that would facilitate a transition away from volume-driven fee-
for-service medicine and toward more organized systems of care. The report also 
recommended better integration of Medicare and Medicaid services for people who are 
dually eligible for both programs, but deferred developing specific policy recommendations 
to improve the financing and delivery of LTSS until a more focused set of policy options 
could be produced.  

In late 2014, BPC’s Long-Term Care Initiative will propose a series of 
bipartisan policy options to improve the quality and efficiency of 
publicly and privately financed LTSS at a time of political discord and 
fiscal constraints.  

The number of Americans estimated to need LTSS is expected to more than double, from 12 
million in 2010 to 27 million in 20501, while the costs of LTSS grow from 1.3 to 3 percent of 
GDP2 and families increasingly struggle to prepare for and afford necessary care. While 
there is considerable consensus on how LTSS should be delivered—preferably at home and 
in the community rather than in institutions—there is a deep divide on how to finance LTSS. 
BPC’s leaders will seek to advance the discussion around LTSS by utilizing the considerable 
work that has already been done. BPC will draw on the thoughtful work of the 2013 
Commission on Long-Term Care,3 and from lessons learned during the 2010 Community 
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Living Assistance Services and Supports (CLASS) Act debates—and its ultimately 
unsuccessful implementation in 2011 and 2012. 

The financing and delivery of LTSS is an issue with a long and complex history. Public 
programs spend well over $100 billion annually on LTSS, and unpaid caregivers, such as 
family members and friends, contribute services that are worth more than $450 billion 
annually.4 How we deliver and pay for LTSS is important to many stakeholders, including 
those needing services (both over and under 65 years of age), their family members and 
friends, paid caregivers, providers, private insurers, states, and the federal government. 
Over the past 25 years, a number of proposals have been offered at the federal level to 
address the financing and delivery of LTSS; some were comprehensive, such as the Pepper 
Commission Report and the CLASS Act, and others suggested incremental changes in the 
regulation and tax treatment of private insurance, or provided new state options and 
demonstrations to expand the availability of home and community-based care through the 
Medicaid program.  

CBO projects that public and private spending on LTSS for the elderly 
will grow from 1.3 percent of GDP in 2010 to 3 percent of GDP in 
2050.5 

Designing a comprehensive and sustainable system of financing LTSS is a challenging task 
for many reasons. Challenges include significant diversity in populations needing LTSS, 
which in turn results in tremendous variation in the level of assistance and types of services 
required. Significantly, the majority of services are delivered by family members and other 
unpaid caregivers, often at both personal and financial sacrifice; however, policymakers on 
both sides of the aisle have historically been unwilling to suggest that the role of the federal 
government should supplant those services with new federal benefits.  

In the delivery of LTSS, there is significant agreement that the current bias toward 
institutional care under Medicaid should be eliminated. For decades, the Medicaid statute 
has structurally favored institutional care over home- and community-based care even 
though beneficiaries have a wide range of needs. Since the early 1980s, many states have 
taken steps to provide home- and community-based services (HCBS) through waivers for 
low-income Medicaid-eligible individuals. Likewise, over time, private long-term care 
insurance has shifted to include coverage of HCBS. Movement toward HCBS was spurred, in 
part, by the passage of the Americans with Disabilities Act (ADA) and the Supreme Court’s 
1999 decision in Olmstead v. L.C., 6 which requires states to make reasonable 
accommodations to provide services to individuals with disabilities in the most integrated 
setting appropriate to their needs. Since that time, states have used waivers to adopt 
innovative approaches to the delivery of LTSS at home and in the community, although in 
recent years, new state options have also been made available. Despite this effort, there 
continues to be tremendous variation in the availability of HCBS among states.  
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In this paper, BPC seeks to: (1) identify the most pressing problems associated with the 
current system of providing LTSS in the United States; (2) identify the barriers to finding a 
sustainable means of financing and delivering LTSS; and (3) outline some of the more 
critical policy questions that will guide BPC’s work in the coming months. Given the 
disparate populations in need of LTSS, and the challenges both in terms of politics and 
budgets, a solution to financing LTSS will likely require a series of policy options—including 
public and private options as well as long-term and short-term options—and will require 
legislative and regulatory changes. In the coming months, BPC leaders, staff, and senior 
advisors will reach out to experts, stakeholders, and policymakers and, later this year, 
present bipartisan policy approaches that we hope will move the dialogue forward. 
Importantly, as in A Bipartisan Rx, BPC will also work with economists and actuaries to 
estimate costs and savings associated with these policy solutions. We believe that 
developing a realistic, politically viable set of policy options is not only achievable, but is 
also imperative to relieve the pressure on persons who need LTSS, their families and 
caregivers, and local, state, and federal governments. 
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Background 
Demographic Challenges 
An estimated 12 million Americans are currently in need of LTSS7—defined as institutional 
or home-based assistance with activities of daily living (ADLs) such as bathing, dressing, or 
medication management—including both seniors and persons under age 65 living with 
physical or cognitive limitations. In the next two decades, the U.S. health care system will 
face a tidal wave of aging baby boomers. This, among many other factors, will create an 
unsustainable demand for LTSS in the coming years. Fewer family caregivers, increasingly 

limited personal financial resources, and 
growing strains on federal, state, and 
family budgets will further complicate 
efforts to organize and finance services. 
Although there is tremendous variation 
in what is, or will be, needed, fully 70 
percent of people who reach the age of 
65 will require some form of LTSS at 
some point in their lives.8 As mentioned 
above, the number of Americans 
needing LTSS at any one time is 
expected to more than double from 12 
million today to 27 million by 2050.9 
Indeed, the demand for LTSS will 
substantially outpace the rate of growth 
in the U.S. economy over the next 
decade and drive significant growth in 
Medicaid spending.  

Political and Fiscal Challenges 
Potential solutions for the nation’s long-term care challenges will be viewed by policymakers 
in the context of the current political and fiscal environments, which include significant 
concerns about the long-term cost of major entitlement programs and long-term public 
debt. The Office of the Actuary of the Centers for Medicare and Medicaid Services (CMS) 
estimates that Medicaid spending on LTSS will grow by an average of 6 percent annually 
from 2012 to 2021, far faster than GDP.10 Notably, the CMS actuaries expect that the baby-
boom generation, when they begin to exceed the age of 85 in the 2030s, will start to drive 
even faster growth in Medicaid LTSS spending. The Congressional Budget Office projects 
that public and private spending on LTSS for the elderly will grow from 1.3 percent of GDP 
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in 2010 to 3 percent of GDP in 2050, assuming that the prevalence of obesity and functional 
limitations does not change.11 If the growth of government spending continues to outpace 
taxes and other revenues, public debt is on course to grow to levels that are unprecedented 
in U.S. history. Without changes in policy, the nation faces challenging trade-offs between 
spending to meet our commitments to older and low-income Americans and investments in 
the nation’s future prosperity. Against this background, policymakers seeking to address the 
challenge of financing and delivering LTSS for an aging population will be looking for 
reforms that will reduce the rate of growth in spending over the long term through greater 
efficiency in public programs for those who need them and an increased reliance on 
privately funded solutions to constrain the need for publicly funded LTSS. 

In the next two decades, an aging population, fewer family 
caregivers, increasingly limited personal financial resources, and 
growing strains on federal, state, and family budgets will create an 
unsustainable demand for LTSS. 

Over the years, there have been numerous comprehensive proposals to address the 
financing of long-term care. However, stumbling blocks have included cost and the partisan 
divide over the appropriate role of the federal government in the financing of LTSS, 
particularly for higher-income individuals. As evidenced by the Commission on Long-Term 
Care report, some believe that LTSS should be provided through a social insurance program 
such as Medicare, while others believe that the financing of LTSS should be a combination of 
personal responsibility, through savings and the purchase of private insurance, and a 
safety-net program, such as Medicaid for those who do not have the resources to pay for 
LTSS. 

Current federal fiscal challenges, combined with partisanship in Congress, make it an 
especially difficult environment in which to enact comprehensive financing reform of LTSS. 
That said, given the long-term challenges facing families, states, and the federal 
government, it is important that policymakers begin to lay the groundwork for action before 
millions of baby boomers begin to need assistance. Failure to do so will undoubtedly 
overwhelm the existing structure, which requires those in need of LTSS to rely on individual 
family resources, family caregivers, and, once private resources are exhausted, the 
Medicaid program. As such, the looming financing implications for the Medicaid program—
and the need for Democrats and Republicans to come together to enact solutions—cannot 
be overstated.  
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BPC’s Approach 
While some may believe that a true social insurance option financed through a broad-based 
tax, similar to the Medicare program, may be the most efficient and equitable means of 
financing LTSS, the current political and fiscal environment make that solution infeasible for 
the foreseeable future. As outlined below, BPC’s initiative seeks input from experts and 
stakeholders on how best to craft a series of solutions that include both publicly funded 
programs, such as Medicaid, and private insurance products. BPC has identified a series of 
issues with the current system as well as questions that will be explored in the coming 
months. While BPC does not expect to answer all of the questions raised here, this 
framework serves as a critical starting point. Further, these issues are not meant to be 
comprehensive, and BPC welcomes additional questions and guidance from stakeholders 
and policymakers.  

Medicaid 
The Medicaid program provides both acute care services and LTSS for a broad range of 
individuals, including children, pregnant women, and people eligible for cash assistance such 
as Supplemental Security Income (SSI) and Temporary Assistance for Needy Families 
(TANF). Under the ACA, and at state option, Medicaid programs may also cover adults 
without dependent children with incomes below 133 percent of the federal poverty level,12 
as well as certain other low-income populations. The amount and type of income and assets 
subject to eligibility requirements vary by state. For example, assets typically counted for 
eligibility include checking and savings accounts, stocks and bonds, real property other than 
primary residence and motor vehicles other than primary vehicle. Assets not counted for 
eligibility include primary residence, household belongings, one motor vehicle, life insurance 
with a face value under $1,500, up to $1,500 in funds set aside for burial, and assets held 
in certain kinds of trusts.13 Services are based on “medical necessity,” so not all Medicaid-
eligible individuals receive LTSS. Although eligibility generally varies by state, Medicaid 
programs may provide an institutional level of care for individuals with incomes up to 300 
percent of SSI income levels.14 Institutional care includes nursing homes, intermediate care 
facilities for individuals with mental retardation (ICFs/MR), and other residential facilities.  
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Distribution of Enrollment and Spending Among Medicaid LTSS 
Beneficiaries, by Population, 2009 

Source: The Kaiser Commission on Medicaid and the Uninsured and Urban Institute estimates based on data from 
FY 2009 MSIS. Because 2009 data was unavailable, 2008 data was used for Pennsylvania, Utah, and Wisconsin. 

Medicaid programs also continue to increase the availability of services in HCBS settings 
through a variety of waivers and demonstration programs. Experts have suggested that 
better coordination of services for those with chronic conditions who are eligible for both 
Medicare and Medicaid could reduce health care expenditures financed under the Medicare 
program, thus permitting health plans or affiliated provider groups, such as patient-
centered medical homes or primary care case management, to use savings to finance 
improved coordination and availability of LTSS under the Medicaid program. Potential health 
care savings, however, vary widely from state to state. We look forward to seeing the early 
results of these demonstrations. We also seek guidance on how the Medicaid program could 
be improved to provide limited LTSS to individuals whose incomes are above Medicaid-
eligibility levels in order to prevent spending down into Medicaid, or to improve existing 
programs designed to prevent working individuals with disabilities from relinquishing their 
jobs in order to receive services. 

• Presuming that there is agreement that a new public insurance structure is not 
currently fiscally and politically viable, is there a role for public insurance, apart from 
the Medicaid program, for those who do not have access to private resources or 
private long-term care insurance? If so, what is it and how would it be structured in 
a politically and economically viable fashion? 

• What is the appropriate division of responsibility between state and federal 
programs? 

• How could the current delivery system be improved to better coordinate care and 
improve patient-centeredness and efficiency? 

All LTSS Enrollees

Institutional
Services

Community-
Based

Services

Enrollment  Expenditures

Total: 3.38M $165B 1.9M $68B 1.6M $83B

Enrollment  Expenditures Enrollment  Expenditures

Elderly LTSS 
Enrollees

LTSS Enrollees
with Disabilities

Under Age 65

37%

63%

52%

48%

52%

48%

72%

28%

21%

79%

37%

63%
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• Should health care services and LTSS be integrated? If so, for all populations, or only 
for those with chronic health conditions? 

• Should integration of health care services and LTSS be left to individuals and families 
to decide? 

• What lessons can be learned from the long history of waivers and demonstration 
programs? 

• What can be learned from other programs and plans such as the Program of All-
Inclusive Care for the Elderly (PACE) and Medicare Advantage Special Needs Plans? 

• Should states be expected to better coordinate care for Medicaid-covered LTSS? If 
so, what is the federal role in promoting better coordination? 

• What are the pros and cons of proposals that would turn LTSS delivery over to state 
governments with limits on federal funding, such as a block grant or per capita cap? 

• How can lessons learned from public programs be applied to private LTC insurance? 

Private Long-Term Care Insurance Market 
No one would argue that the private long-term care insurance (LTCI) market, as currently 
structured, is a viable solution to address the needs of the diverse population in need of 
LTSS. Among other financial challenges, such as the current low-interest-rate environment, 
LTCI has struggled to find a viable risk pool. As with traditional health insurance coverage, 
the current voluntary system for private long-term care insurance has encountered adverse 
selection, driving up premium costs, and resulting in strict medical underwriting by insurers. 
The Affordable Care Act (ACA) addressed medical underwriting in the health insurance 
market by requiring individuals without other qualified coverage to purchase coverage or 
pay an assessment to assure a viable risk pool. While a potential policy approach for LTC, 
BPC does not believe that guaranteed issue paired with a requirement to purchase coverage 
is a solution that can be pursued in the post-ACA political environment. Likewise, recent 
experience with the enactment and repeal of the CLASS Act might suggest that a voluntary 
public option would have little support among policymakers in the current environment. 
However, a reformed private long-term care insurance market can be part of the solution in 
financing LTSS, and BPC seeks input on how to restructure the market.  

• What is the role of the private long-term care insurance market? 

• What reforms should be enacted to encourage carriers to remain in the market and 
encourage additional carriers to enter? 

• How should products be structured to achieve this goal? 
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• Should products be structured and regulated similar to Medigap, with limited choices, 
or should the market be left flexible to address purchaser choice and market 
innovation? 

• How should products be made available to individuals? Through the current system 
of brokers and sales representatives, through employers, through retirement (IRA, 
401[k], etc.) account servicers, through health insurance exchanges, or through 
other options? 

• Should LTC insurers be expected to better manage services, similar to health 
insurers, as opposed to paying claims or establishing per-diem payments?  

• Could a non-insurer provider-sponsored model work for LTSS, and if so, how could 
solvency issues be assured? 

• Are additional consumer protections needed, and if so, what would they include? 

• What impact has existing consumer protections had on product design, availability, 
and affordability? 

• In a political environment that is trending toward fewer deductions and preferential 
tax treatment, can or should the current structure of state regulation with certain 
federal minimum standards for tax-preferred policies be maintained? 

• Would a voluntary structure work if framed to be similar to employer-sponsored 
retirement-savings options and disability insurance (i.e., auto-enrollment with an 
opt-out)? 

• If so, how would one address the issue of affordability for those who cannot afford 
coverage? 

• Could some form of reinsurance improve the viability of the LTCI market, in general, 
and the viability of policies with catastrophic (lifetime) coverage, in particular? 

• How could reforms that increase the role of private LTCI in financing LTSS reduce the 
incidence of spending down to Medicaid eligibility for individuals and families and 
reduce public spending on Medicaid? 

Individual Role in Financing Long-Term Services and 
Supports 
Individual and family contributions to the cost of LTSS are difficult to estimate accurately. 
The majority of LTSS is provided by unpaid family members and friends, creating a 
fundamental challenge with designing public approaches to financing LTSS. Historically, one 
reason that policymakers have been reluctant to address LTSS is a concern that any 
solution that calls for greater involvement of government programs would supplant—rather 
than supplement—private spending, adding significantly to federal costs.   
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At the same time, experts recognize the economic cost in lost productivity as family 
caregivers are called upon to provide care to family members, or when working-age 
individuals with disabilities opt not to work because an increase in income would jeopardize 
eligibility for LTSS. Given the cost of financing LTSS, and the lack of private savings relative 
to the cost of care, most experts would agree that none but the highest-income individuals 
could pay for LTSS solely out-of-pocket. This is especially true for working adults who may 
need personal assistance or adaptive technology, those who need LTSS for an extended 
period of time, or those who are living on Social Security and retirement savings. Yet given 
current fiscal and political challenges, we recognize that some level of personal 
responsibility is needed from those who have adequate resources. Unfortunately, personal 
savings for retirement needs of all kinds, including general living expenses and out-of-
pocket health care expenses, are lacking among most Americans. In 2005, only one-third of 
Americans age 65 and over had at least $70,000 in assets (excluding a home), which is 
about the cost of a one-year stay in a nursing home.15 Further, 65 percent of Americans 
over 40 have done little to no planning for living expenses in retirement.16 While some 
people will experience catastrophic LTSS costs that would be impossible for most Americans 
to realistically meet with savings, many, if not a majority, of retirees should be able to meet 
some LTSS costs out-of-pocket. For example, in a cohort of 65-year-olds, 42 percent will 
ultimately have no spending on LTSS and 30 percent will ultimately spend something, but 
less than $25,000.17  

In 2005, only one-third of Americans age 65 and over had at least 
$70,000 in assets, which is about the cost of a one-year stay in a 
nursing home. Sixty-five percent of Americans over 40 have done 
little to no planning for living expenses in retirement.18,19  

If Americans had more savings for retirement, the nation would be better able to handle the 
costs of less-intensive LTSS. To address this challenge, BPC’s Economic Policy Project will 
launch a Personal Savings and Financial Security Initiative (PSFSI), which will explore 
potential policy solutions and recommendations for increasing private savings over the next 
year. BPC’s Long-Term Care Initiative will collaborate with PSFSI, where appropriate, on 
proposals that could improve both retirement savings and families’ preparedness for LTSS 
expenses. 

• If problems associated with stability and affordability in the private long-term care 
insurance market could be addressed, would it be reasonable to expect that more 
individuals could afford to pay private long-term care insurance premiums? 

• A number of tax benefits currently exist to encourage personal savings and the 
purchase of private long-term care insurance. In light of tax reforms, will these tax 
benefits continue, and if so, how could these and other incentives be better 
targeted?  
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• What is the best means of empowering and encouraging individuals to make 
arrangements to self-finance LTSS? To what extent is an educational component 
needed to inform the public of this impending need? 

• How can the nation best support family caregivers without supplanting private 
spending? 

• Can technology play a role in reducing costs by allowing individuals to remain at 
home and in the community? 

Delivery System Reform 
Historically, states and the federal government have limited utilization of Medicaid-funded 
LTSS by restricting eligibility for services and by providing care primarily in institutional 
settings. As a result, fewer people are eligible for services, and those who are eligible 
receive them in the most costly settings. Over the past decades, states have used waivers 
and state plan options to make care available at home and in other settings, such as small 
group homes, but the structure of waivers and the costs of expansion have resulted in a 
slower transition from institutional to home and community-based settings. While the Deficit 
Reduction Act of 2005 and the ACA made more options available, the full potential of these 
options has not been realized, in part because of limited resources. Policymakers have 
learned much about the importance of delivery system reform in recent years with respect 
to the delivery of acute care services. Likewise, a handful of states have been leaders in the 
integration of health and long-term care services in improving patient care, while others 
have been more focused on assuring efficient utilization of services. While this is related to 
Medicaid, BPC will explore whether individuals with private insurance and Medicare coverage 
might buy-in to an integrated delivery system for LTSS. For example, a Medicare beneficiary 
may choose to utilize the provider network in place for an individual who receives both 
acute care and LTSS as an individual dually eligible for Medicare and Medicaid. 

• How critical is delivery system reform to the financing of LTSS, particularly for those 
who receive care through Medicaid? 

• What lessons learned about care coordination and integration of services can be 
applied to the private insurance market? 

• Should there be better coordination and integration of acute health care delivery 
system reforms in Medicare with LTSS? If so, what services and how? 
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Background on LTSS 
What are Long-Term Services and Supports? 
LTSS includes a broad range of health-related and social services that assist individuals who 
have limitations in their ability to perform self-care due to a physical, cognitive, 
developmental, or other chronic health condition that is expected to continue for an 
extended period of time (usually 90 days or more).20 These services include assistance with 
activities of daily living (ADLs), such as bathing, dressing, eating, transferring, and 
walking,21 and instrumental activities of daily living (IADLs), such as meal preparation, 
money management, house cleaning, medication management, and transportation.22 
Importantly, LTSS does not include medical or nursing services needed to manage an 
individual’s underlying health condition. Defining ADLs and IADLs, and determining the 
number of functional limitations in performing these tasks, has important policy 
implications, because it determines eligibility for LTSS benefits in both public and private 
insurance programs.23 Federal and state LTSS programs—and often private long-term care 
insurance—typically base eligibility and benefits on needing assistance with two or more 
ADLs; this population is roughly 3.2 million people.24 This compares with a more broadly 
defined LTSS population of 12 million who need assistance with one or more ADLs or 
IADLs.25 

Who Needs Long-Term Services and Supports?  
Individuals who use LTSS may have very different needs depending on age, health status, 
employment status, and the presence of intellectual and/or developmental disabilities.26 For 
example, a senior citizen with Alzheimer’s disease may need constant supervision and 
assistance with ADLs, while an adult with physical disabilities may only require personal 
care assistance to permit them to work. Of the 12 million Americans in need of LTSS, 
approximately 50 percent are adults over age 65, 47 percent are adults between the ages of 
19 and 65, and 3 percent are children under the age of 18.27  

Some individuals who utilize LTSS may have very few health care needs. For example, a 
young person with developmental disabilities may have no more than routine interactions 
with the health care system, such as the occasional office visit. Others who need LTSS have 
significant coexisting health conditions that may require extensive use of the health care 
system, or a significant medical event may have triggered the need for LTSS. This is 
particularly common among older Americans who use LTSS.28 For these individuals, better 
coordination among LTSS providers and health care providers may improve quality and 
lower costs. Some programs already attempt to better integrate health care and LTSS 
payment and delivery, such as PACE and State Demonstrations to Integrate Care for Dual 
Eligible Individuals, both run by the CMS Medicare-Medicaid Coordination Office in 
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partnership with states.29 Today, this kind of integration is rare, mainly occurs where 
explicit funding exists for LTSS through Medicaid, and is especially unusual for services 
funded by private LTC insurance. Proposals to improve the financing and delivery of LTSS 
must address the need to integrate LTSS with health care services across settings and 
include solutions that are targeted to the varying needs—and the disparate nature—of 
different populations. 

Where are Long-Term Services and Supports 
Delivered? 
LTSS are generally provided in three types of settings—nursing care facilities, home care, 
and residential facilities30—and are often divided into two broad categories: institutional and 
HCBS. HCBS are defined as those services delivered outside of an institutional setting, 
which could include the beneficiary’s home, a caregiver’s home, or an assisted living 
facility.31 

While the majority of LTSS has been, and continues to be, unpaid and delivered in the 
home, paid LTSS has historically focused on institutional care. State Medicaid programs are 
required to cover nursing-facility services, while coverage for HCBS remains optional, 
creating a bias toward institutional care. Originally, Medicaid and private insurance paid 
exclusively for nursing home care. Coverage has significantly shifted away from institutional 
care in favor of HCBS in recent years; today, roughly half of LTSS Medicaid spending is for 
HCBS, and at least one major private LTC insurance issuer has also seen claims shift toward 
HCBS.32 Several authorities allow states to offer HCBS through Medicaid waivers or state 
plan options. There have been several statutory changes in the last 30 years to provide 
increased federal incentives, and flexibility, to states to broaden beneficiary access to 
HCBS.33,34 Now only about 1.5 million of the nation’s LTSS recipients live in nursing 
homes.35 This shift has had the most impact on the under-65 Medicaid LTSS population, of 
which nearly 80 percent are using community-based services (among the over-65 
population, it’s less than 50 percent).36 While this is a notable, and laudable, shift, much 
remains to be done in the movement to de-institutionalize LTSS.  

The financing and delivery of LTSS are highly fragmented, lacking in 
coordination across services and providers, and is often provided in 
ways that can be inefficient, expensive, and not meeting the needs 
of the patient. 

LTSS is highly fragmented, lacking in coordination across services and providers, and often 
provided in ways that can be inefficient, expensive, and not meeting the needs of—or 
ensuring the best outcome for—the patient.37 The planning and organization of LTSS is often 
handled separately from health care planning, so that when a patient is transitioning from 
acute or post-acute care to an LTC setting, few incentives are in place for health care 
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providers to integrate LTSS in their plan for a patient. Access to services is also often 
determined by the funding stream, creating an approach to LTSS that is provider- or 
setting-focused, rather than patient-focused.38 A number of initiatives to test new payment 
and delivery models could assist in integrating health care and long-term care services by 
building in the necessary financial incentives to achieve patient-centered health outcomes 
and a seamless continuum of care. 

Who Provides Long-Term Services and Supports? 
The LTSS workforce includes, but is not limited to, nursing home and assisted living 
administrators, physicians, nurses, social workers, physical and occupational therapists, 
aides, and ancillary staff who may be employees of home health agencies, nursing homes, 
or assisted living facilities.39,40 However, a majority of LTSS is provided by informal 
caregivers, such as friends or family members, providing assistance on an unpaid basis to a 
person in the home with functional limitations. In 2009, about 66 million Americans 
provided unpaid care to family members and friends, almost one-third of the U.S. adult 
population.41 Caregiving often causes financial, physical, and emotional hardship; caregivers 
have little to no training for the duties they are expected to perform and have little access 
to information or support in navigating the LTSS system.42 Caregivers who are also 
employed cost U.S. employers up to $34 billion annually in lost productivity from reduced 
hours, absenteeism, and workday distractions.43  

In 2009, about 66 million Americans provided unpaid care to family 
members and friends, almost one-third of the U.S. adult population. 

Families pay a high price, too. Although not included in formal cost estimates for LTSS, a 
range of studies estimate the value of informal caregiver services—costs to families and 
businesses—at hundreds of billions of dollars.44 Informal caregiving was estimated to be 
valued upwards of $450 billion in unpaid services in 2009.45 One survey found the average 
annual out-of-pocket expense for caregiving families is $5,531, more than 10 percent of the 
median household income in 2007.46 Informal caregivers also often forgo income-generating 
opportunities, further complicating efforts to save for their own retirement and any future 
LTSS needs.  

LTSS faces a range of workforce challenges, including an emerging “care gap,” particularly 
as the population in need of LTSS continues to grow with an aging baby-boomer population. 
Declining birth rates in the last 50 years means there will be fewer family members to care 
for aging parents or relatives in the coming years.47 Over the next 20 years, the caregiver 
support ratio is projected to drop from seven (in 2010) potential caregivers for every person 
over 80 to four (in 2030),48 and demand for direct-care workers—nursing, home health, and 
personal care aides—is expected to increase by 48 percent in the next decade.49  

Historically, policymakers have raised the concern that approaches to financing LTSS would 
ultimately have the effect of supplanting—rather than supplementing—the assistance 
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provided by unpaid family members and other caregivers, adding exponentially to the cost 
of LTC. Ultimately, any policy approach to address challenges in LTC workforce and delivery 
must consider how to build upon and strengthen, rather than replace, existing family 
caregiver support. Further, policymakers must consider ways to optimize the LTC workforce 
to ensure safe, high-quality care at the lowest cost.  

Who Pays for Long-Term Services and Supports? 
Complexity in the delivery of LTSS is mirrored by complexity in the financing system. LTSS 
is financed through a range of public and private sources, including Medicaid and a variety 
of smaller public programs, private long-term care insurance, and personal savings. Public 
spending on LTSS is well over $100 billion annually, most of which is Medicaid spending; in 
2012, private LTCI paid for about $7 billion of LTSS, and out-of-pocket spending by 
individuals and families accounted for tens of billions more.50 Exact numbers on LTSS 
spending, whether private or public, are unknown due to limitations in the available data; 
for now, policymakers must rely on estimates. LTSS spending is hard to gauge because 
LTSS providers (such as skilled nursing facilities and home health providers) also deliver 
post-acute care (rehabilitative) services, and this spending is commingled with LTSS 
spending in much of the available data. However, it is clear that Medicaid is by far the major 
LTSS payer, paying for two-thirds or more, with private savings and private LTCI rounding 
out the rest. Private LTCI likely accounts for less than 5 percent of total spending on LTSS.  

Public spending on LTSS is well over $100 billion annually, most of 
which is Medicaid spending; in 2012, private LTCI paid for about $7 
billion of LTSS, and out-of-pocket spending by individuals and families 
accounted for tens of billions more.51 

There are public sources other than Medicaid that pay for LTSS, but they often limit 
assistance to small, specific populations and cover only limited services. For example, the 
Older Americans Act, directed by the Administration on Aging, offers LTSS to older 
individuals who are low-income, minority, have limited English proficiency, live in rural 
areas, and are at risk for institutional placement.52 The Veterans Health Administration 
covers some LTSS benefits for veterans, but coverage varies considerably based on 
location, income, availability, and disability.53  

PUBLIC FINANCING 
Medicare 

Medicare does not cover long-term services and supports. Benefits are limited to acute care 
health services—including, among other acute services, hospital stays, post-acute care, and 
physician visits—and prescription drugs for the elderly and certain individuals with 
disabilities.54 As a result, Medicare only covers skilled nursing facility (SNF) care or 
rehabilitation services following a three-day hospital inpatient stay, within 30 days of 
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hospitalization, and only for up to 100 days per benefit period.55 Medicare also covers 
medically necessary, intermittent home health services (60 days per episode) and physical, 
speech, or occupational-therapy services, as well as medical supplies and durable medical 
equipment such as wheelchairs, hospital beds, oxygen, and walkers.56 After rehabilitation is 
complete, if the beneficiary’s functional status indicates that personal care services are 
needed on a long-term basis, the continued use of skilled services would not be covered by 
Medicare. 

Medicaid 

Medicaid is the primary LTSS payer, generating two-thirds or more of the total payments for 
LTSS.57 In 2011, the CMS Office of the Actuary estimated Medicaid LTSS spending at $114 
billion, while an analysis by Mathematica Policy Research arrived at an estimate of $136 
billion.58 LTSS accounts for at least one-quarter, and possibly almost a third, of total 
Medicaid spending ($432 billion in 2011);59 however, only a small fraction (6.7 percent or 
4.2 million in 2009) of Medicaid beneficiaries received LTSS and/or post-acute care.60 
Eligibility for the elderly and persons with disabilities is subject to categorical and financial 
eligibility standards. In most states, Medicaid-eligible individuals who qualify for cash 
assistance under the SSI program (i.e., have incomes below 74 percent of the federal 
poverty level and meet other requirements relating to resources and level of disability) are 
eligible for the full range of Medicaid services.61  

When an individual has too much income to 
qualify for Medicaid under the SSI pathway, 
but faces catastrophic LTSS and health care 
costs that he or she cannot meet, it is 
possible to qualify for Medicaid through a 
“spend down” process.62 Most individuals 
over the age of 65 who qualify for Medicaid 
do so by spending down.63 The details of this 
process vary by state, but individuals 
typically must exhaust almost all of their 
savings (an exception allows Medicaid 
beneficiaries to keep a home, within certain 
limits) and spend a substantial portion of 
their income on health care and LTSS 
expenses before they can qualify. Once a 
person has qualified for Medicaid coverage of 
LTSS, they could be required to contribute 
most of their remaining income to the cost of 
services used. There are exceptions to 
protect spouses who live in the community, 
and beneficiaries who are receiving HCBS, 
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who need to cover basic living and home-maintenance expenses.  

For dual-eligible individuals (those eligible for both Medicare and Medicaid), Medicare covers 
the cost of acute and post-acute care services, such as short-term stays in skilled nursing 
facilities or inpatient rehabilitation facilities following hospitalizations. Medicaid pays for 
medically necessary acute care services covered by the state—but not covered by 
Medicare—as well as LTSS. It is important to note that only institutional LTSS coverage is 
universal in Medicaid. Coverage of HCBS remains optional for states; some do not cover it 
at all, and many restrict HCBS coverage to certain regions and/or a subset of Medicaid 
beneficiaries. 

Per User Medicare and Medicaid Spending on Fee-For-Service Full-
Benefit Dual-Eligible Medicaid LTSS Users By Age, 2009 

Source: Medicare Payment Advisory Commission (MedPAC) and Medicaid and CHIP Payment and Access 
Commission (MACPAC).  Data Book: Beneficiaries Dually Eligible for Medicare and Medicaid. Dec 2013. P. 61. 
Available at: http://www.medpac.gov/documents/Dec13_Duals_DataBook.pdf 

 

PRIVATE FINANCING 
Private LTC Insurance 

Long-term services and supports are expensive, especially when they are needed for long 
periods of time.64 Of a cohort of 65-year-old Americans, a large portion (42 percent) will 
have no spending on LTSS for the rest of their lives, either because they will not need LTSS 
or they will rely on unpaid assistance from family and friends. A small group (16 percent) 
will ultimately use more than $100,000 in services, with the rest spending more than zero 
but less than $100,000.65 Because a small number of people will have substantial needs 
that are unlikely to be met solely through personal savings, insurance would seem to be an 
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ideal mechanism to finance these needs. Yet, the private LTCI market has struggled in 
recent years and currently plays a minor role in the financing of LTSS.66 After several years 
of strong growth in private LTCI coverage in the late 1990s and early 2000s, the number of 
insured lives has been virtually unchanged since 2005, and sales of individual-market 
policies have dropped by two-thirds from their peak in 2002.67 Growth has focused on the 
group market, while the individual market (two-thirds of the total) has declined.68 About 8.2 
million lives are covered by private LTCI,69 representing fewer than 6 percent of Americans 
over the age of 40.70 Of those over 65 with annual incomes above $20,000, only 16 percent 
carry private LTCI.71 In 2012, LTCI policyholders paid more than $11 billion in premiums.72 
Cash payments to policyholders (or LTSS providers) from private LTCI claims totaled about 
$7 billion in 2012,73 funding less than 5 percent of total spending on LTSS.74 

 
Private LTCI is typically purchased when the buyer is middle-aged and, if needed, used in 
very old age. The policy parameters are fixed at purchase, as are the premiums, which are 
set based on age at purchase and are intended to remain level after purchase (they can and 
often do increase in certain circumstances described below). Private LTCI works somewhat 
like a high-deductible health plan. But rather than a dollar-amount deductible, the 
policyholder is responsible for paying the cost of all LTSS used during an initial elimination 
period, which is usually for 30, 60, or 90 days. After the elimination period has expired, the 
LTCI policy covers all costs up to a daily benefit amount for a maximum period (usually 
three to five years). Inflation protection is an option for all private LTCI policies, and it was 
included in 74 percent of policies sold in 2010.75 Since it is not uncommon for decades to 
pass between when policies are purchased and when they are used, inflation protection is 
an important feature to ensure that the benefit will keep up with the rising cost of LTSS, but 
some do not include it because it adds significantly to the premium.76 Partnership programs, 
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which are offered by most states, allow holders of private LTCI policies to shield additional 
assets from spend-down requirements, should they exhaust their private policies and need 
assistance from Medicaid.77 The average LTCI policy purchased in 2010 had a premium of 
$2,283 and would cover almost five years of nursing home care at $153 per day after a 90-
day elimination period.78 The average age of purchasers in 2010 was 59 years.79 Even if 
such a policy had been purchased with a 5 percent annual inflation adjustment, it would still 
be about $50 per day short of covering the national median daily rate for a private room in 
a nursing home in 2013.80 

Other private funding options include hybrid insurance products (a combination of life 
insurance and LTCI or an annuity and LTCI), personal savings (including savings in tax-
advantaged accounts, such as 401(k)s, Individual Retirement Accounts, and Health Savings 
Accounts), and home equity, which can be used to pay for LTSS through the sale of a 
residence or a reverse mortgage. Hybrid products—which combine LTSS benefits with life 
insurance, an annuity, or both—are a newer option and are less common than traditional 
LTCI. Hybrid products may be more attractive to consumers than traditional LTCI policies, 
because there is a guaranteed cash payout at some point. For example, in a hybrid 
annuity/LTCI policy, if LTSS benefits are never utilized, the policyholder will still receive 
regular annuity payments. Additionally, premiums can never go up81 and there is favorable 
tax treatment under the Pension Protection Act of 2006.82 This law states that payouts used 
for LTSS are not taxable; whereas, payouts from life insurance or annuity products are 
sometimes considered taxable income.83  

About 8.2 million lives are covered by private LTCI,84 representing 
fewer than 6 percent of Americans over the age of 40.85 Of those 
over 65 with annual incomes above $20,000, only 16 percent carry 
private LTCI.86 

While many policymakers hoped that private LTCI products would cover a growing portion 
of Americans, provide greater financial protection for the middle class, and reduce the 
burden on public programs and family members, a variety of challenges have kept this 
product from assuming a larger role. These challenges include high costs, adverse selection, 
and insufficient planning on the part of many individuals and families for potential costs 
during retirement, including LTSS needs. Insurers have been exiting the market (from more 
than 100 issuers in 2002 to about a dozen now in the individual market, and fewer than 
eight currently issuing new coverage in the group market).87,88 Those remaining have been 
increasing premiums, if justified and approved by state insurance regulators, when claims 
are higher than expected, investment returns are lower than expected, and fewer 
subscribers let their policies lapse than expected.89 These increases have made it 
challenging for some elderly policyholders to maintain coverage. Sales and underwriting 
costs are high, which reduces the value of the product for the price paid.  
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Private LTCI is also vulnerable to adverse selection. Even though the product is 
underwritten, buyers will always know more about their potential future health status than 
insurers. As such, people who are more likely to need LTSS are more likely to buy 
insurance, which results in higher premiums and discourages those of average or lower-
than-average risk of needing LTSS from purchasing coverage.90,91 Finding more viable risk 
pools for LTCI is a major challenge that must be met in order for the product to play a 
larger role in LTSS financing. More effective risk pools could help to address adverse 
selection, high sales and administrative costs, and the propensity of Americans to avoid 
planning for potential living needs in old age. 

Even without adverse selection, it is not clear that consumer demand for private LTCI would 
be strong. Most Americans are not especially interested in or motivated to purchase private 
LTCI. Many do not plan for LTSS costs, and, as noted above, 65 percent of Americans over 
40 have done little to no planning for any sort of living expenses for when they are older.92 
Many think that they won’t need LTSS (70 percent of those over 65 will need some LTSS, 
whether paid or unpaid, but just over half say that they are at risk of needing LTSS), and 
most of those who do realize they are at risk of needing LTSS think that someone else will 
bear the cost.93 For those who are interested in LTCI or on the fence, high premiums and 
underwriting discourage or prevent many from purchasing coverage. Some assume that 
Medicare will cover LTSS; it doesn’t. As discussed above, Medicaid will pay for LTSS, but 
only for people who have very low incomes and assets to begin with or who have spent 
down most income and non-housing assets on LTSS. 

Personal Savings 

Personal savings is an important source of financing for LTSS. But, because these services 
can be very expensive, savings cannot be the only source of payment for most people who 
need LTSS. Savings are also a complement to private LTCI. Since LTCI is typically 
purchased at working age, when incomes are typically higher, policyholders must be able to 
continue to afford premium payments during their retirement years, as well as pay for out-
of-pocket LTSS costs during the policy-elimination period, should the need for LTSS arise. 
Personal savings for retirement are one way of meeting these costs. However, around half 
of Americans have insufficient savings for general living needs in retirement, let alone 
enough to cover potential costs related to LTSS.94 Increased savings for retirement could 
make private LTCI more viable, helping more Americans afford premiums and related out-
of-pocket costs. 

For LTCI purchased in 2010, the average buyer was 59 years old at purchase and the 
average annual premium was $2,283 (the parameters of the average policy are described 
earlier).95 In that same year, the median household income of Americans age 65 and up 
was $31,408.96 In such a household, the average private LTCI premium for two persons 
would consume almost 15 percent of household income. It is unlikely that median income 
for retirement-age Americans would increase enough in the next few years to significantly 
change this analysis. Clearly, this is a major expense, which savings could help to meet. 



America’s Long-Term Care Crisis: Challenges in Financing and Delivery  |  24 

The larger problem is that most Americans do not have sufficient savings to preserve their 
standard of living in retirement, let alone to pay for LTSS. Only about half of Americans 
participate in some kind of a workplace retirement plan, such as a defined benefit pension 
or defined contribution account, like a 401(k).97 Those between the ages of 55 and 64 who 
do participate in an employer-based retirement plan have a median defined contribution 
account balance of $100,000.98 The National Retirement Risk Index, which incorporates 
factors other than retirement accounts (such as home equity and Social Security) into an 
assessment of national retirement preparedness, estimates that 53 percent of households 
are at risk of not being able to maintain their standard of living when they are no longer 
working.99 Individuals who are unprepared for retirement in general are not likely to take 
steps to prepare for potential costs related to LTSS needs.100 
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Conclusion and Next 
Steps 
The financing and delivery of LTSS is a complex issue, and policymakers have struggled for 
decades to improve the quality and delivery of these services in a cost-effective way. As the 
demand for LTSS more than doubles over the next 35 years, current funding sources will 
quickly become unsustainable and this population growth will only exacerbate the 
fragmented way in which these services are delivered. Due to both the diversity of the LTSS 
population and the current political environment, it is extremely unlikely that a single 
solution will adequately address these challenges. For this reason, BPC’s Long-Term Care 
Initiative plans to produce a set of recommendations that weave together the approaches of 
publicly funded programs, such as Medicaid, with private insurance products to control 
costs, while also improving the efficiency and quality of LTSS. Senator Daschle, Senator 
Frist, Dr. Rivlin, and Governor Thompson plan to build upon the considerable work being 
done in this area, particularly by the recent Commission on Long-Term Care, and welcome 
comments and guidance from stakeholders and policymakers as the initiative progresses. 
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Technical Appendix: 
Development of BPC 
Estimates of National LTSS 
Spending 
National spending on LTSS is difficult to estimate because the available data sources 
generally commingle LTSS and post-acute care (PAC) spending. PAC includes rehabilitative 
services that are used on a short-term basis after an acute medical issue.101 An example of 
PAC would be rehabilitative services delivered by a skilled nursing facility (SNF) or a home 
health agency (HHA) for a few weeks after knee-replacement surgery. Medically-necessary 
PAC is covered by Medicare and private health insurance. LTSS, as described in the report, 
includes services to assist individuals with functional limitations with ADLs and IADLs on a 
long-term basis. In many cases, for PAC and LTSS, the same kinds of services are delivered 
by the same providers (SNFs and HHAs). As such, economic data that focuses on providers, 
such as the National Health Expenditure Accounts (NHEA), mix this spending together. This 
creates major challenges for estimating LTSS spending, for which there are not perfect 
solutions. 

The federal Commission on Long-Term Care relied on a National Health Policy Forum (NHPF) 
analysis of NHEA data for LTSS spending estimates.102 The NHEA data is not segmented by 
service type (PAC vs. LTSS), but it is segmented by payer, such as Medicare, Medicaid, and 
out-of-pocket, among other categories. Because Medicare does not pay for LTSS, payments 
to SNFs and HHAs that originate from Medicare are assumed to be for PAC and can be 
eliminated from the analysis; using this methodology, NHPF estimated total LTSS spending 
of $210.9 billion for 2011. The advantage to this approach is that it is a broad measure that 
is likely to capture most LTSS spending (with the exception of assisted-living and certain 
social services, which are not included). The disadvantage is that the $210.9 billion estimate 
also includes a substantial amount of PAC spending from private insurance, Medicaid, and 
out-of-pocket. 

For this white paper, BPC used an alternative approach to estimate LTSS spending, 
examining data from major LTSS payers in order to exclude as much PAC as possible. 
Essentially, the BPC approach trades precision for accuracy. 
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Medicaid and Other Public Spending 
Medicaid is clearly the largest LTSS payer, and data on program spending is available to the 
public. The CMS Actuary reported that federal and state outlays for LTSS under the Medicaid 
program totaled $114.3 billion in fiscal year (FY) 2011.103 A study from Mathematica Policy 
Research estimated 2011 Medicaid spending on LTSS to be $136.2 billion.104 Both amounts 
include an unknown amount of PAC. However, the amount of PAC spending included is likely 
relatively low for two reasons. First, for dual-eligibles, Medicare is paying for any PAC 
services. Second, about half of Medicaid beneficiaries are enrolled in managed-care plans; 
capitated payments to these plans, which pay for any PAC needed by their beneficiaries, are 
accounted for separately and are not included in the $114.3 billion figure. The CMS estimate 
($114.3 billion) does not include LTSS paid for by managed-care plans. The vast majority of 
capitation payments are for acute care, but some states provide at least some LTSS through 
capitated plans. The Mathematica estimate includes some data on Medicaid managed-care 
spending on LTSS, which was collected through a survey. The CMS and Mathematica 
estimates use different definitions of LTSS in other respects, as well. While they differ, they 
provide a realistic “ballpark” sense of Medicaid spending on LTSS; it is probably well over 
$100 billion annually. 

There are other public programs that pay for LTSS, such as Veterans Affairs and Older 
Americans Act programs. These are included in NHPF’s $9.7 billion total for Other Public 
Spending, based on NHEA data.  

Private Spending: LTCI and Out-of-Pocket 
Private spending on LTSS is even more difficult to estimate than public spending. The NHPF 
analysis of NHEA data shows a total of almost $70 billion out-of-pocket and other private 
(including insurance) spending on LTSS in 2011 (not including assisted living), but this 
figure includes a substantial amount of PAC spending. Additionally, some spending that 
originated from private LTCI is reported as out-of-pocket because it is common for LTCI to 
pay policyholders directly, who then in turn pay LTSS providers. This figure also leaves out 
spending on assisted living, and probably does not include a substantial amount of gray-
market home care, but it likely includes all nursing-home out-of-pocket spending, which is 
the most expensive form of LTSS. Because we have no sense of how much of the $70 billion 
figure is for out-of-pocket and health insurance payments for PAC, the true out-of-pocket 
LTSS spending figure (not including assisted living) is likely somewhere well above zero and 
well below $70 billion. Hence, a precise estimate is not possible; the best we can say is that 
tens of billions are likely spent out-of-pocket on LTSS annually, excluding assisted living. 

The situation is different for private LTCI. While LTCI issuers do not report the exact amount 
of cash paid to policyholders and LTSS providers each year based on claims, the data 
available can be used to estimate annual cash payments from claims. At the request of BPC, 
LifePlans reviewed data collected by the National Association of Insurance Commissioners 
and estimated that private LTCI paid out about $7 billion on claims in 2012.  
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