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It starts with a late night phone call reporting 
that a loved one is in the hospital after being 
in a serious car accident.  It is the slow 
progression of rheumatoid arthritis that 
grinds one’s mobility to a screeching halt.  
Or sometimes it comes from the cumulative 
impact connected with having multiple chronic 
health conditions that greatly minimize daily 
functioning.  These and other similar markers 
of change are part of the human experience that 
American families–regardless of age, gender, 
race, ethnicity, current functional status, or 
other characteristics–encounter.  Each of these 
life-changing events presents individuals and 
their families with a new set of needs and 
challenges that require a variety of human 
capital and financial resources to help affected 
persons redefine and maintain daily living 
on their terms.  The resources necessary to 
help individuals with ongoing support needs, 
often called long-term care (LTC) or long-
term services and supports (LTSS), range from 
moderate to substantial.  Yet today, Americans 
have few affordable options to either pay for 
this kind of support or mitigate the future 
financial risk associated with this very real and 
likely circumstance in their lives.

The SCAN Foundation’s policy brief series 
entitled, Shaping Affordable Pathways for 
Aging with Dignity, provides an updated body 
of intellectual capital on LTC financing options 
and approaches to facilitate a much needed 
national policy dialogue.  These papers build 
on various policy concepts developed over the 
last two decades, and account for recent health 
policy changes that are reshaping the current 
LTC financing discussion.  Authored by an 
independent set of well-known experts, the 
papers accomplish four critical tasks:

• outline the state of LTC financing choices 
Americans have available today; 

• define opportunities to improve uptake of 
LTC financing mechanisms; 

• clarify the role of Medicaid spend-down and 
its effect on Medicaid financing; and

• propose a range of policy pathways that 
could increase the availability and uptake of 
LTC financing risk protection for middle-
income Americans.

This overview brief highlights the current state 
of LTC, describes the need for a set of affordable 
and accessible LTC financing solutions, links 
LTC financing to the ensuing entitlement reform 
debate, and provides a summary of each paper in 
the series.

By Gretchen E. Alkema

This paper serves as an overview of 
the series entitled, Shaping Affordable 
Pathways for Aging with Dignity.  The 
series summarizes current issues in 
financing long-term care and outlines 
policy options for increasing affordable 
access to services.
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What is Long-Term Care/Long-
Term Services and Supports?*

LTC, also known as LTSS, is defined as 
assistance with 1) activities of daily living 
(ADLs), including bathing, dressing, eating, 
transferring, walking; and 2) instrumental 
activities of daily living (IADLs), including 
meal preparation, money management, 
house cleaning, medication management, 
transportation.  This type of assistance is 
provided to older people and adults with 
disabilities who cannot perform these 
activities on their own due to a physical, 
cognitive, or chronic health condition that is 
expected to continue for an extended period of 
time, typically 90 days or more.  LTC services 
include human assistance, supervision, 
assistive technologies, and care coordination 
for people who live in their own home, a 
residential setting, or an institutional setting 
such as a nursing facility.  LTC also includes 
supports provided by family members and 
other unpaid caregivers.1

Seventy percent of Americans who reach 
the age of 65 will need some form of LTC in 
their lives for an average of three years.2  The 
population of “oldest old,” or those age 85 and 
above, is expected to increase over 25 percent 
by 2030, and LTC needs are highest among 
this age group.3  This issue, however, is not 
limited to older adults, as nearly 40 percent 
of individuals who need this type of support 
are under age 65.4  Regardless of age and the 
type of functional limitation a person has, 
the majority of individuals desire to receive 
LTC services in their homes and communities 
rather than in an institution.5-7

In addition, most Americans are not prepared, 
financially or emotionally, for the high 
likelihood of needing LTC at some point in 
their lives.  The cost of LTC is substantial, 

draining both individual and family financial 
resources as well as family members’ potential 
to engage fully in the labor market.  Private 
market costs of LTC will far exceed most 
families’ resources, particularly for families 
of older and disabled Americans.8,9  In 2011, 
personal care at home averaged $20 an hour, 
or about $21,000 annually for part-time help.  
For example, adult day care services cost an 
average of $70 per day, or about $19,000 on 
an annual basis for five days of services per 
week.  For people who do need extensive 
assistance through nursing home care, the 
average annual cost is $81,000 for a semi-
private room.10

*The terms “long-term care (LTC)” and “long-term services and supports (LTSS)” are used interchangeably in this overview brief and 
throughout the series.

This overview brief highlights the current 
state of LTC, describes the need for a set 
of affordable and accessible LTC financing 
solutions, links LTC financing to the ensuing 
entitlement reform debate, and provides a 
summary of each paper in the series.

When the need for LTC arises, individuals 
and their families initially pay for this care 
by utilizing their own resources, even though 
the typical American does not have the 
financial wherewithal to cover these costs on 
an ongoing basis.  Individuals pay for care by 
first drawing on personal income and assets, 
using monies likely set aside to maintain 
their basic standard of living in the event of 
a health or financial crisis, or for retirement.  
Most have not set aside the size and scope of 
savings necessary for ongoing support to meet 
functional needs.  When such needs arise, they 
often must decrease their standard of living, 
leave LTC needs unmet, or both.

Family caregivers are also a major part of 
the care delivery equation, as they provide a 
substantial amount of unpaid care and direct 
financial support to individuals with daily 
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Need for LTC Financing 
Solutions

Individuals, families, employers, health 
systems, and government programs currently 
spend a substantial amount of money on LTC.  
In 2011, direct spending on LTC was $211 
billion.  Medicaid paid over 62 percent of total 
U.S. spending on LTC in 2011, representing 
almost one-third of all Medicaid spending.12  
Slightly more than half (53%) of this spending 
was for institutional care, a mandatory 
benefit in Medicaid.12  Individuals and/or 
families spent $46 billion out-of-pocket, or 22 
percent.12  This figure does not include several 
additional cost items related to LTC delivery, 
including: 

• Medicare skilled nursing, home health, and 
hospice care spending totaled $64 billion in 
2011, which may sometimes substitute for 
LTC services;14

• Economic valuation of family caregiving, 
which disproportionately impacts women, 
was estimated at $450 billion in 2009;11 and

• Reduced worker productivity by family 
caregivers, which was estimated at $34 
billion dollars lost in U.S. businesses in 
2004.15

Without any substantive policy change, 
Medicaid (and to some extent Medicare), will 
be called upon to finance more LTC needs due 
to the trifecta of increasing life expectancy, 
increasing prevalence of chronic illness with 
functional limitations, and low savings rates 
among baby boomers.  Without an affordable, 
pre-funded mechanism for LTC financing 
that young and/or working individuals can 
contribute to, Medicaid has the potential 
to collapse.  This scenario would leave 

functional needs.  In 2009, nearly 62 million 
family caregivers nationwide provided care 
to an adult with LTC needs at some time 
during the year, with women being the vast 
majority of unpaid caregivers.  Approximately 
87 percent of those who need LTC receive 
assistance from unpaid caregivers.11  While 
families will likely continue to be the primary 
support for individuals with LTC needs, 
declining birth rates over the last 50 years 
means  there will be fewer family members 
available in the near future to provide hands-
on support compared to the number of baby 
boomers caring for loved ones today.  

Private long-term care insurance, as it exists 
today, plays a minor role in financing LTC.12  
The current private long-term care insurance 
market is effectively broken, as it has never 
held more than 10 percent of the potential 
market and many insurers have stopped 
offering these policies altogether.  Reasons 
for lack of uptake are many: lack of public 
understanding and interest, high monthly 
premiums, and underwriting standards that 
make it difficult for individuals to qualify for 
coverage.

When individuals and their families have 
exhausted personal resources and can no 
longer shoulder LTC costs on their own, 
they often have to depend upon Medicaid for 
help with such support, generally persisting 
for the rest of their lives.  Of the nearly 70 
million individuals enrolled in Medicaid in 
FY 2011, nearly six million were over the 
age of 65 and almost 11 million were people 
with disabilities.13  While individuals age 65 
and older represented about eight percent 
of Medicaid enrollees, they account for 20 
percent of all program expenditures.  
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individuals, families, Medicare, and employers 
to fully shoulder the growing burden of LTC 
costs.  Even developing innovative ways to 
deliver LTC in the community will not solve 
the LTC economics problem, which is why 
public policy is needed to support creative 
solutions for LTC financing.

In the months immediately following the 
Obama Administration’s October 2011 
decision to halt implementation of the 
Community Living Assistance Supports and 
Services (CLASS) program,16 two interrelated 
issues became abundantly clear.  First, nearly 
all of the over 400 media stories about CLASS 
described the larger existing LTC financing 
context, positing the question of “what comes 
next?” for baby boomers and later generations 
who will experience the same inability to 
pay for care as today’s seniors and persons 
with disabilities.  Second, even within 
political parties, there is no consensus on 
what a viable LTC policy strategy or specific 
financing solutions should look like.  In light 
of the repeal of CLASS and creation of the 
Commission on Long-Term Care earlier this 
year, political and policy salient options must 
be developed and considered in the pending 
entitlement reform debate.  

Linking LTC Financing to 
Entitlement Reform
 
While some politicians want to separate the 
discussions of entitlement reform and LTC 
financing reform, the issues and their impact 
on government and personal spending are 
inextricably linked.  Data from The SCAN 
Foundation’s funded work as well as other 
research demonstrate that Medicare’s highest 
expenditures exist among those with multiple 
chronic health conditions and functional 
impairment.17,18  If the premise of entitlement 
reform means restructuring Medicare dollars 
toward a more efficient use of resources, 

then the medical care and supportive service 
needs of this highly vulnerable group must be 
comprehensively addressed.  

Currently, people with LTC needs have three 
inter-dependent mechanisms to get their 
needs met.  First is increased utilization of 
Medicare’s acute and post-acute system to 
episodically manage chronic illness and LTC 
needs for those who have Medicare coverage.  
Second, and usually in concert with the first, is 
reliance on and potential exhaustion of one’s 
own financial and available familial support 
resources to address total needs.  Third is the 
tapping of Medicaid dollars upon depletion of 
one’s personal resources, which reduces the 
government’s ability to extract true savings 
in Medicaid and leads to nefarious provider 
cost-shifting between Medicare and Medicaid.  
Without widely available and affordable 
options to manage future LTC risk for 
individuals with functional limitations that 
can mitigate Medicaid’s exposure, high 
Medicare and Medicaid expenditures will 
continue to increase.  To ensure the most 
efficient use of health care resources for our 
population over time, policymakers must 
develop affordable and accessible pathways 
that enable working, middle-income Americans 
to pre-fund spending on LTC needs.

Thought leaders and a few policymakers 
have called for the creation of affordable and 
sustainable LTC financing options for some 
time.  However, time is running out.  New 
policy solutions, whether these are private and/
or public, need to be fully operational within 
three to five years in order to meet the needs 
of both aging baby boomers and future cohorts 
with functional needs in a sustainable manner.  
This timeline accounts for the period to 
1) implement a new policy, 2) initiate 
enrollment among working individuals, and 
3) ensure sufficient pre-funding before the 
retirement of those born in the latter part of 
the boomer cohort (1956-1964), which is 
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approximately 2025.  After that time frame, 
the opportunity to develop LTC financing 
options consistent with an American value 
of personal responsibility disappears rapidly.  
Without real policy solutions in place over 
the next three to five years, any future policy 
efforts to address LTC needs, particularly with 
our aging population, would be focused on 
triaging the large holes created in Medicaid, 
Medicare, and personal savings rather than on 
planning for the growing demand for LTC.

Summary of Briefs in this Series

Kicking off the Shaping Affordable Pathways 
for Aging with Dignity policy brief series is a 
paper by Eileen Tell from Univita Health, who 
defines the current landscape of LTC financing 
choices (e.g., Medicaid, individual/family 
savings, home equity, private LTC insurance) and 
the inadequacies of these choices for American 
families.19  Jeremy Pincus, Katherine Wallace-
Hodel, and Katey Brown from Forbes Consulting 
Group define the size and characteristics of the 
current employer and self-employed marketplace 
for purchase or adoption of LTC coverage.20  
Next, Joshua Wiener and colleagues at RTI 
International, partnering with Anne Tumlinson 
and colleagues at Avalere Health, hone in on a 
key policy and political juncture point associated 
with any LTC financing debate – namely the role 
and scope of Medicaid spend-down patterns and 
the potential impact of various  LTC coverage 
models on Medicaid spending that are either 
mandatory or voluntary.21-23  Moving toward a set 
of policy solutions, Lee Goldberg and Lawrence 
Atkins from the National Academy of Social 
Insurance articulate the variety of mechanisms 
to create a sustainable LTC financing approach 
that builds on existing public social insurance 

New policy solutions, whether these are 
private and/or public, need to be fully 
operational within three to five years in 
order to meet the needs of both aging baby 
boomers and future cohorts with functional 
needs in a sustainable manner.  

products (i.e., Medicare and/or Social Security).24  
Finally, Richard Frank and Neale Mahoney 
from Harvard Medical School with Marc Cohen 
from LifePlans lay out opportunities to expand 
LTC financing choices through private market 
mechanisms.25

Conclusion
 
American families deserve affordable, accessible, 
and comprehensive solutions in order to plan 
for their future LTC needs without having to 
spend down their assets to Medicaid eligibility.  
Policy options in the public and private realms 
should be thoroughly explored to meet these 
aims so that Americans can receive high-quality 
services provided with dignity, respect, choice, 
and transparency.  Formulating these options 
will require bold, creative thinking.  The costs 
of inaction will only increase over time, greatly 
narrowing the range of possible options to solve 
the impending LTC financing crisis.  The time for 
action is now.
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