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5 
Policies and Payment Systems to Support High-Quality  

End-of-Life Care 

Financial incentives built into the programs that most often serve people with advanced 
serious illnesses—Medicare and Medicaid—encourage providers to render more services and 
more intensive services than are necessary or beneficial, and the lack of coordination among 
programs leads to fragmented care, with all its negative consequences. In short, the current 
health care system increases risks to patients and creates avoidable burdens on them and their 
families. Meanwhile, the practical but essential day-to-day support services, such as caregiver 
training, nutrition services, and medication management, that would allow people near the end of 
life to live in safety and comfort at home—where most prefer to be—are not easily arranged or 
paid for.  

The U.S. health care system is in a state of rapid change. The impact of these shifting 
programs and incentives—and both their beneficial and unintended negative consequences—on 
Americans nearing the end of life should not be overlooked. Appropriate measurement and 
accountability structures are needed to ensure that people nearing the end of life will benefit 
under changing program policies. In assessing how the U.S. health care system affects 
Americans near the end of life, the committee focused on evidence that the current system is 
characterized by fragmentation and inefficiency, inadequate treatment of pain and other 
distressing symptoms, frequent transitions among care settings, and enormous and growing care 
responsibilities for families.  

While the committee focused on improving the quality of care for people with serious 
advanced illnesses who may be approaching death, it also was attentive to the need to control 
spending throughout the U.S. health care system. Likewise, most new health program proposals 
for the last several decades, up to and including the 2010 Patient Protection and Affordable Care 
Act (ACA), have tried to balance increasing access and improving the quality of care with 
managing costs. Indeed, decades of experience with the nation’s flagship health care programs—
Medicaid for low-income Americans (including those who “spend down” their life savings to 
become eligible) and Medicare for those aged 65 and older and persons with disabilities—
suggest that improving the quality of care can reduce costs.  

For those nearing the end of life, better quality of care through a range of new delivery 
models has repeatedly been shown to reduce the need for frequent 911 calls, emergency 
department visits, and unnecessary urgent hospitalizations. Evidence suggests that palliative 
care, hospice, and various care models that integrate health care and supporting services may 
provide high-quality end-of-life care that can reduce the use of expensive hospital- and 
institution-based services, and have the potential to help stabilize and even reduce health care 
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costs for people near the end of life. The resulting savings could be used to fund highly targeted 
and carefully tailored supporting services for both children and adults (Komisar and Feder, 2011; 
Unroe and Meier, 2013), improving patient care while protecting and supporting families. This 
chapter describes those opportunities. 

The U.S. health care system is a complex mix of individual professionals, acute and long-
term care facilities, dozens of ancillary services, payers, vendors, and many other components. 
Making a potentially cost-saving change in one area, regardless of how theoretically sound it 
may be, may create a response elsewhere in the system that prevents overall savings from being 
achieved. For that reason, piecemeal reforms will not work, and comprehensive approaches are 
needed. 

The committee notes that many positive aspects of the nation’s current evolving health 
care system—the opportunities it affords for patients to choose providers and treatments, the 
growing number of quality initiatives, its investment in research and technology, and the 
commitment of large numbers of professionals and institutions to care for the frailest and sickest 
Americans—could be lost in draconian or ill-considered cost-containment measures, such as 
stinting on needed and beneficial care. For that reason, the committee focused on the system 
changes that would not only serve the needs of the sickest patients and their families but also, as 
a result of better quality, lead to more efficient, affordable, and sustainable practices. To this end, 
much can be learned from existing successful programs and care delivery models that could be 
applied more widely. 

In May 2013 testimony before the House Committee on Ways and Means Subcommittee 
on Health, Alice Rivlin1 began with an interesting question and arrived at an even more 
interesting answer:  

 
Why reform Medicare? The main reason for reforming Medicare is not that the 
program is the principal driver of future federal spending increases, although it 
is. The main reason is not that Medicare beneficiaries could be receiving much 
better coordinated and more effective care, although they could. The most 
important reason is that Medicare is big enough to move the whole American 
health delivery system away from fee-for-service reimbursement, which rewards 
volume of services, toward new delivery structures, which reward quality and 
value. Medicare can lead a revolution in health care delivery that will give all 
Americans better health care at sustainable cost (Rivlin, 2013). 
 

Rivlin’s remarks highlight the two issues facing Medicare and the U.S. health sector as a 
whole—costs and quality. These two intertwined issues pervaded this study.  

The poorer quality of care and higher costs that result from lack of service coordination, 
risky and repeated transitions across settings and programs, and fragmented and siloed delivery 
and payment systems affect large numbers of Americans, including those nearing the end of life. 
Although it is too early to predict the ultimate effects of the ACA, it is not too soon to start 

                                                 
1Alice Rivlin is Leonard D. Schaeffer chair in health economics at the Brookings Institution, a visiting professor at 
the Public Policy Institute of Georgetown University, and director of Brookings’ Engelberg Center for Health Care 
Reform. She recently served as a member of the President’s Debt Commission, was founding director of the 
Congressional Budget Office, served as Office of Management and Budget director, and was Federal Reserve vice-
chair.   
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calling for accountability and transparency in care near the end of life to ensure that the goals of 
health care reform are realized for the most vulnerable and sickest beneficiaries.  

This chapter describes systemic shortcomings in U.S. health care that hinder high-quality, 
compassionate, and cost-effective care for people of all ages near the end of life and their 
families. The chapter begins by summarizing the quality and cost challenges that must be faced 
in efforts to redesign policies and payment systems to support high-quality end-of-life care. It 
then provides background information on the most important programs responsible for financing 
and organizing U.S. health care and the perverse incentives in those programs that affect people 
near the end of life. Next, the chapter examines the gap between the services these programs pay 
for and what patients nearing the end of life and their families want and need. The chapter then 
turns to opportunities and initiatives to address the shortfalls and gaps in the current system and 
the concomitant need to establish greater transparency and accountability in the delivery of care 
near the end of life. After outlining research needs, the chapter ends with the committee’s 
findings, conclusions, and recommendations on policies and payment systems to support high-
quality end-of-life care. 

THE QUALITY CHALLENGES 

Americans of any age who have a serious and potentially life-limiting medical 
condition—from infants with a devastating genetic disorder, to young adults brain-injured in an 
automobile crash, to frail older people with multiple chronic diseases—can experience a system 
that is structured and financed to provide costly interventions, high-tech services, and crisis and 
emergency care. This system is experienced by many thousands of people. What requires close 
examination and reform is how those resources are spent and whether they are well matched to 
the values, goals, wishes, and needs of patients and families. Current evidence suggests they are 
not.  

The health care payment system in the United States is different from that in other 
wealthy, industrialized nations and has resulted from the nation’s unique politics and history. 
The U.S. system rewards the volume of medical procedures and therapies provided, and typically 
neither recognizes nor pays for the day-to-day, long-term services and supports—such as a 
companion to help with dressing, bathing, and eating—that are needed by people with advanced 
serious illnesses and their families (Rivlin, 2013; MedPAC, 2011; Feder et al., 2000). As noted 
in Chapter 2, given an informed choice, most people would prefer to have these ongoing needs 
met in their homes and communities. Because they often cannot, they routinely and repeatedly 
resort to 911 calls, emergency department visits, and hospitalizations that are neither beneficial 
nor wanted (Meier, 2011). This is poor-quality care, and it is extremely expensive. 

People with advanced serious illnesses and multiple chronic conditions share certain 
needs independent of their diagnosis, stage of illness, or age. They have a high prevalence of 
pain and other distressing symptoms that adversely affect function and quality of life. They are at 
high risk of functional dependency, and the majority, like more than 60 percent of the costliest 
5 percent of Medicare beneficiaries, require help from another person in meeting basic needs on 
a daily basis. Many suffer from cognitive impairments, such as dementia or delirium, and from 
other mental health problems, such as depression and anxiety—problems that require specialized 
attention and intervention. Meeting such needs places enormous burdens—physical, emotional, 
practical, and financial—on their families and especially, as discussed in Chapter 2, on family 
caregivers.  
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In this context, the committee believes a major reorientation of Medicare and Medicaid is 
needed to craft a system of care that is properly designed to address the central needs of nearly 
all Americans nearing the end of life. This reorientation will require recognizing the root causes 
of high utilization of the system (such as exhausted family caregivers); designing services to 
address those causes (such as around-the-clock access to advice by telephone); reallocating 
funding away from preventable or unwanted acute/specialist/emergency care to support more 
appropriate services; and reducing the financial incentives that drive reliance on the riskiest, least 
suitable, and most costly care settings—the emergency department, the hospital, and the 
intensive care unit. Fundamentally, services must be tailored to the evolving needs of seriously 
ill individuals and families so as to provide a positive alternative to costly acute care and to help 
these patients remain safely at home, if that is their preference. Such tailoring of services would 
benefit far more people than attempting to reduce services for those in predictably imminent 
danger of dying.  

THE COST CHALLENGES 

Forty years ago, U.S. national health care expenditures totaled $75 billion, or 7.2 percent 
of the nation’s gross domestic product (GDP); by 1990, they totaled 10 times that amount—
$724 billion—or 12.5 percent of GDP; and just 22 years later, in 2012, they totaled $2.8 trillion, 
or about 17.2 percent of GDP, having risen some $100 billion between 2011 and 2012 (Martin 
et al., 2014).2  

With by far the largest budget of any department in the federal government and a 
program scope that “touches the lives of virtually every American” (IOM, 2009, pp. 21-23), the 
U.S. Department of Health and Human Services (HHS) exerts enormous influence over health 
care in America. That influence is exerted chiefly through Medicare and Medicaid, and the cost 
challenges in the Medicare and Medicaid programs are of urgent and long-standing concern to 
policy analysts across the political spectrum (Moffit and Senger, 2013; Robillard, 2013; Altman 
and Shactman, 2011, p. 345).  

The National Commission on Fiscal Responsibility and Reform called federal health 
spending the nation’s “single largest fiscal challenge over the long run” (National Commission 
on Fiscal Responsibility and Reform, 2010, p. 36). Medicare and Medicaid have grown 
exponentially since their establishment almost 50 years ago, and their rules and structure have 
done much to shape care for the seriously ill and those who are dying. Financial pressure on 
federal health spending has several causes: 

 
• Medicare and Medicaid are expensive. The two programs cost a combined 

$994 billion in 2012,3 or about 36 percent of total U.S. national health expenditures, 
and are projected to cost $1.125 trillion in 2014 (Cuckler et al., 2013). By consuming 
a large and growing portion of public spending, Medicare and Medicaid may crowd 
out needed investments in education, the environment, housing, infrastructure such as 

                                                 
2The $2.79 trillion figure includes expenditures for personal health care ($2.36 trillion), government administration 
($33 billion), net cost of health insurance ($164 billion), and government public health activities ($75 billion), as 
well as $160 billion in noncommercial research, structures, and equipment.  
3The sum of Medicare ($572.5 billion); Medicaid, federal ($237.9 billion); and Medicaid, state and local 
($183.3 billion) (Martin et al., 2014). 
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roads and bridges, alleviation of poverty, and other areas, which together arguably 
have a greater effect than medical care on population health.  

• Expenditures for the two programs continue to rise and are projected to account for 
an increasing share of the economy. Although overall growth in U.S. health 
expenditures has slowed in recent years, spending on Medicare grew by almost a third 
between 2007 and 2012 (from $432.8 billion to $572.5 billion) and on Medicaid by 
about 30 percent (from $326.2 billion to $421.2 billion) (Martin et al., 2014). 
Medicare trustees project that the cost of the program will grow from 3.6 percent of 
the nation’s GDP in 2012 to 5.6 percent in 2035 (Boards of Trustees, Federal Hospital 
Insurance and Federal Supplementary Medical Insurance Trust Funds, 2013), while 
Medicaid expenditures are expected to more than double between 2013 and 2022, 
from $265 billion to $536 billion, especially with expansions in eligibility under the 
ACA (Elmendorf, 2013). 

• The population is changing. The aging of baby boomers (those born between 1946 
and 1964) and the growing number of Americans who are living longer but with 
substantial burdens of chronic disease put pressure on both Medicare (health services) 
and Medicaid (long-term care). Older people are the population group most likely to 
have chronic conditions leading to functional dependency, and spending on patients 
of all ages with chronic conditions accounts for 84 percent of health care costs 
(Moses et al., 2013).4  

• Family caregiving has its limits. Older Americans’ reliance on family members—
whose care was valued at $450 billion in 2009—to serve as caregivers may be 
difficult to sustain (Feinberg et al., 2011). About half (45 percent) of American 
women aged 75 and older live alone, and their children, if they have any, may be 
unable to leave their own jobs to take on the caregiving role (AoA, 2013). A loss of 
family caregiving capacity would increase demand for services paid for by both 
Medicare and Medicaid. 

• The proportional tax base for the programs is shrinking. The ratio of elderly 
Americans to working-age Americans, who pay the taxes that fund Medicare and 
Medicaid, is shifting. In 1990, there were 21 Americans aged 65 and older for every 
100 working-age Americans (Bureau of the Census, 2013); the projection for 2030 is 
38 Americans 65 and older for every 100 of working age. An ever-smaller proportion 
of working Americans will be asked to contribute to health care for people at all 
income levels, including those with large incomes and substantial financial assets.5  

• The pay-as-you-go system has its limits. Despite popular misconceptions, Medicare is 
funded by current contributions and revenues. In general, beneficiaries have not fully 
“paid in” during their working years for the benefits they later “take out” (Jacobson, 
2013). In 2010, for example, a one-income, average-wage couple took out more than 
$6.00 in Medicare benefits for every $1.00 paid in (Steuerle and Quakenbush, 2012). 

 
Analysts differ in their views on the relative importance of the various factors implicated 

in the rise in federal expenditures on health care: 
 

                                                 
4The Medicare-eligible population is 14 percent of the U.S. population and 40 percent of the population incurring 
high health care costs (see Appendix E). 
5Although higher-income beneficiaries pay somewhat more for their Part B (physician) coverage. 
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• One recent analysis suggests that most increases in health care costs since 2000 have 
not been the result of population factors, such as aging or demand for services, but of 
high prices (especially for hospital care), the cost of drugs and medical devices, and 
administrative costs (Moses et al., 2013). These authors conclude that higher prices 
accounted for some 91 percent of the increase between 2000 and 2011. Average 
prices for everything from pharmaceuticals to surgeries are dramatically higher in the 
United States than in other countries (Klein, 2013). 

• Other analyses attribute growth in health care costs to a larger mix of factors. The 
Bipartisan Policy Center (2012), for example, cites 13 major contributors to costs,6 
emphasizing that none of them exist in isolation and that policy interventions must 
address multiple cost drivers. 

• Based on a series of workshops on lowering health care costs and improving 
outcomes, an Institute of Medicine (IOM) committee concluded that almost 
31 percent of 2009’s total health care costs could have been avoided by eliminating 
unnecessary services, inefficiently delivered services, excess administrative costs, 
prices that were too high, missed prevention opportunities, and fraud (IOM, 2010a, 
Box S-2). 

 
Because of these economic realities, recommendations simply to increase total Medicare 

or Medicaid expenditures—say, to add new benefits for people with advanced serious illnesses 
without reducing costs elsewhere—are unlikely to be accepted. Conversely, proposals that 
demonstrably reduce costs as a result of improving the quality of care may be far better received 
by policy makers of all political persuasions.  

U.S. health spending has grown more slowly than expected since the recent recession, a 
trend that has persisted. The slowdown has been attributed to a number of factors, including less 
new technology, greater patient cost sharing, and increased efficiency of providers (Ryu et al., 
2013). If the trend continues, public-sector health care spending through 2021 will be 
substantially lower than projected, some analysts believe, and “bring much-needed relief 
throughout the economy” (Cutler and Sahni, 2013, p. 848). Others are less optimistic and believe 
the fundamental structural, marketplace, pricing, and demographic causes of cost growth remain 
unchanged (Bipartisan Policy Center, 2012).  

Despite the above analyses, people in their last year of life are widely believed to be a 
main driver of excess health care spending. As described in the background paper prepared for 
this study by Aldridge and Kelley (Appendix E), however, people in the last year of life account 
for just under 13 percent of total annual U.S. health care spending.7 Although the top 5 percent of 

                                                 
6The 13 cost contributors are fee-for-service reimbursement; fragmentation in care delivery; administrative burden; 
population aging, rising rates of chronic disease, and comorbidities; advances in medical technology; tax treatment 
of health insurance; insurance benefit design; lack of transparency about cost and quality to inform consumer 
choice; cultural biases that influence care utilization; changing trends in market consolidation; high unit prices of 
medical services; the legal and regulatory environment; and the structure and supply of the health professional 
workforce. 
7This estimate is based on 2011 Health and Retirement Study data on cost of care in the last year of life paid by 
Medicare, adjusted to account for costs paid by other sources (Medicaid, 10 percent; out of pocket, 18 percent; 
other, including private payers, 11 percent). The per person estimate that resulted was then applied to all 2011 deaths 
to arrive at a total. A limitation of this approach is that it excludes information on the non-Medicare population; 
however, the majority of costs in the last year of life are covered by Medicare. 
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health care spenders account for 60 percent of all health care costs, almost 90 percent of that 
costliest 5 percent are not in their last year of life. Since 1978, expenditures for Medicare 
beneficiaries in the last year of life—many of whom have multiple chronic conditions and 
dementia—have held steady at just over a quarter of all Medicare expenditures (see Appendix 
E). In light of this analysis, the oft-expressed concern about “excess spending in the last year of 
life” distracts from the real drivers of U.S. health care expenditures overall, such as those 
described above, or those of the Medicare program in particular. Those drivers include the 
system incentives described in this chapter, which not only push people toward use of the 
expensive acute care system as a substitute for inadequate community and supporting services 
but also, by being so costly, inhibit expansion of those services. 

FINANCING AND ORGANIZATION OF END-OF-LIFE CARE 

The IOM reports Approaching Death (1997) and When Children Die (2003) 
acknowledge the importance of the U.S. health care system in securing the care needed by dying 
adults and children and the “complex and often confusing organizational, financial, and 
regulatory arrangements that link health care professionals and institutions with each other and 
with governments, insurers, and other organizations” (IOM, 2003, p. 181). The present report 
revisits many of these entrenched problems. (Appendix B provides an overview of progress on 
the two previous reports’ recommendations.) 

Over the last five decades, Congress has established an array of programs intended to 
meet the health care needs of older and low-income Americans: 

 
• Medicare, the largest program, covers Americans aged 65 and older, people with 

permanent disabilities receiving Social Security Disability Income, and those with 
one of several specific life-threatening conditions. As noted, Medicare is federally 
funded by current revenue.  

• Medicaid covers pregnant women, children, adults with dependent children, people 
with disabilities, the low-income elderly, and in some states the “medically needy”8 
(KFF, 2013a). Although people commonly think of Medicaid as a program for poor 
children and their parents, fully 30 percent of the program’s 2011 expenditures 
(approximately $125 billion) was for long-term care. Medicaid is financed jointly by 
the federal government and the states. The federal government allows the states wide 
administrative latitude, which results in great variability in benefits and eligibility 
among states. 

• The nearly 10 million Americans who receive both Medicare and Medicaid benefits 
are termed “dual-eligible.” A recent study of 10 years of data on the extent and causes 
of people “spending down” their assets to become eligible for Medicaid found that 
almost 10 percent of the non-Medicaid population aged 50 and older became 
Medicaid eligible by the end of the study. Almost two-thirds of Medicaid recipients 
became eligible by spending down, and people who spent down had substantially 
lower incomes and fewer assets to begin with—a finding “inconsistent with the 

                                                 
8States that have “medically needy” programs allow people whose income exceeds usual Medicaid eligibility 
thresholds to enroll if their income minus medical expenses meets the eligibility standard 
(http://www.medicare.gov/your-medicare-costs/help-paying-costs/medicaid/medicaid.html).  
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common assumption that...people who spend down are predominantly middle class” 
(Wiener et al., 2013, p. ES-2).  

 
The dual-eligible population faces special challenges because the separately created and 

managed health and social programs under Medicare and Medicaid are not coordinated and 
contain perverse eligibility and coverage incentives. These financial incentives create waste and 
result in patients moving back and forth between care settings (and payment options) not for 
medical reasons, but to maximize provider reimbursements. The result is care that is both poor 
quality and very costly. The ACA created a new Medicare-Medicaid Coordination Office, 
described later in this chapter, in an attempt to address these challenges.  

Table 5-1 briefly summarizes the principal programs available to meet the needs of 
people with serious advanced illnesses and their families. The paper by Huskamp and Stevenson 
in Appendix D provides additional detail, as does the series of “Payment Basics” papers 
available on the website of the Medicare Payment Advisory Commission (MedPAC, an 
independent congressional agency, www.medpac.gov). The detailed regulations pertaining to 
these programs run to thousands of pages, and many of their key features are changing as a result 
of the ACA. As an example, the number of enrollees in the Medicaid program will rise 
substantially under the act as many states extend coverage to newly eligible residents (most of 
whom formerly lacked health insurance). 

TABLE 5-1  Major Health and Social Programs Available to People with Serious Advanced Illnesses 

Program 

Number of 
Americans Who 

Benefit Principal Services Covereda  

Program 
Payments 

(FY 2012 unless 
noted) 

Traditional Medicareb (federal) 
 

Medicare Part A  49.4 million (2012) Primarily acute inpatient hospital care (90 
days per illness episode), skilled nursing 
facility stays, and other services  

$139 billion  

Medicare Part B 44 million (2010) Physician visits and other health professional 
services  

$102 billion  

Medicare 
Advantage 
Program 

14.4 million 

(2013) 

Part A and Part B benefits managed by local 
and regional health plans, with other services 
(hospice, drug coverage) optional, often for an 
additional premium 

$123 billion 

Medicare Part D 36 million (2013) Outpatient drug expenses through prescription 
drug plans (deductibles and cost sharing apply, 
except for low-income Americans) 

$54 billion 

Medicare Hospice 
Benefit (under Part 
A) 

1.2 million (2011) Hospice-provided services related to a 
terminal illness 

$14 billion 
(2011) 

 

Medicare Home 
Health Care (under 
Parts A and B) 

3.4 million (2011) Skilled care at home: nursing; physical, 
occupational, or speech therapy; medical 
social work; home health aide services 

$21 billion 
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Medicaid (federal and state) 

 

Medicaid Health 
Insurance 

14.8 million 
elderly people and 
people with 
disabilities (2013) 

Inpatient and outpatient hospital care, 
physician and other professional services, and 
laboratory and radiology; all states except 
Oklahoma cover hospice care 

$272 billion 
(2011)  

Long-Term Care 
Assistance 

4.4 million adults 
(2011) 

Nursing home and home health care $125 billion 
(2011) 

Assistance to 
Medicare 
Beneficiaries 

9.4 million 
Medicare 
beneficiaries  

Medicare premiums and cost sharing, as well 
as uncovered services (especially long-term 
care) for “dual-eligible” people  
 

$115 billion 
(2011) 

Department of Veterans Affairs (VA)c

 

Medical Care 5.6 million veteran 
patients 

Medical care, including long-term care, home 
care, respite care, and hospice/palliative care 

$46 billion 
(2012) 
 

Private Insurance 
 

Usually through 
Employment-
Related Plans for 
Employees and 
Retirees 
 

149 million 
nonelderly 

Wide variation in coverage; almost 8 percent 
of hospice patients’ care is paid for by private 
insurance, compared with 84 percent paid for 
by the Medicare Hospice Benefit 

$917 billion 

Medicare 
Supplemental 
Insurance 
 

10.2 million 
 

Mostly costs not covered by Medicare, such as 
deductibles, co-insurance and co-payments 
 

Information not 
available 
 

Long-Term Care 
Insurance 

10 percent of the 
elderly 

Nursing home and other long-term care 
services, depending on the policy. 

4 percent of 
long-term care 
expenses 

NOTES: 
aDoes not include some services, administration, public health, and investment. 
bSome people receive benefits under more than one program. 
cThe VA’s medical care category includes costs of medical services, medical administration, facility 
maintenance, educational support, research support, and other overhead items, but does not include costs 
of construction or other nonmedical support (http://www.va.gov/vetdata/Expenditures.asp). 

SOURCES: MedPAC (payment basics): www.medpac.com; Huskamp and Stevenson (Appendix D); 
Medicare Part A and Medicaid enrollees: Kaiser Family Foundation, State Health Facts (KFF, 2014); 
Medicare Part B: CMS “Medicare Enrollment: National Trends” (CMS, undated-a; KFF, 2013a); 
Medicaid Long-Term Care Assistance: KFF (2013a), AARP (2013); Private insurance: Martin et al. 
(2014); Medicare Supplemental Insurance: AHIP (2013); Long-Term Care Insurance: NBER (undated). 
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Medicare is the chief payer of care for people aged 65 and older with advanced serious 
illnesses and those who elect hospice. The committee calculated that in 2009, approximately 
80 percent of U.S. deaths occurred among people covered by Medicare. This share has grown 
since the publication of Approaching Death (IOM, 1997), when Medicare covered 
approximately 70 percent of deaths (IOM, 1997, p. 155).  

Medicaid is the most significant payer for care of low-income children with life-limiting 
conditions, and it paid more than two-fifths of the nation’s total bill for nursing home and other 
long-term care services in 2010 (KFF, 2013a,b). Additional funding for long-term care services 
comes from Medicare (for post-acute care), the Social Services Block Grant, the VA, Older 
Americans Act programs, the Department of Housing and Urban Development, other state 
programs, private insurance, and out-of-pocket spending. Families pay out of pocket for many 
expenses incurred in the last years of life. In a study of 3,209 Medicare beneficiaries, total health 
care expenditures in the 5 years before death not covered by insurance plans amounted to 
$38,688 for individuals and $51,030 for couples, one of whom died. For a quarter of the families 
studied, these expenditures amounted to more than total household assets (Kelley et al., 2013b). 
Note that high out of pocket-costs and severe financial impacts are not limited to families with 
elderly decedents.  Recent research has highlighted the economic hardship—including work 
disruptions, income loss, and increased poverty—among families of children who have advanced 
cancer and those who die (Dussel et al., 2011; Bona et al., 2014). 

One way or another, however, Medicare and Medicaid cover the great majority of people 
in the last years of life, present identifiable problems, and are clearly amenable to change 
through federal action. Consequently, this chapter focuses on these two programs. 

PERVERSE INCENTIVES AND PROGRAM MISALIGNMENT 

At the system level, the financial incentives driving the volume of services delivered and 
leading to fragmentation in the nation’s health care system are among the most significant 
contributors to unnecessarily high costs (Kamal et al., 2013). According to Elhauge (2010, p. 8), 
“The current payment system perversely provides disincentives for any provider to invest in 
coordination or care that might lessen the need of patients for health care, because...such 
investments result in fewer payments for medical or hospital services.” These perverse incentives 
have led to a series of disconnected, siloed service programs, each with different payment, 
eligibility and benefit rules and requirements.  

Rigid silos of covered services are difficult for program managers, health care facilities, 
clinicians, and families to overcome when trying to meet the needs of a particular patient. In fact, 
one of the most burdensome problems patients and family caregivers face is the lack of 
coordination and communication among different components of the health care system. Not 
knowing whom to call or who is in charge of a patient’s care is deeply frustrating and adds 
unnecessary stress to already difficult situations (National Direct Service Workforce Resource 
Center, 2011). Default reliance on the emergency care system and on 911 calls adds risk of harm, 
burden, and cost. Table 5-2 summarizes how the financial incentives of public programs affect 
people with serious advanced illnesses. 

Absent incentives and mechanisms for true integration across program eligibility, 
benefits, and financing, it will be impossible to achieve an effectively functioning continuum of 
care for people with advanced serious illnesses. This situation is in sharp contrast to the IOM’s 
“new rules to redesign and improve care,” which emphasize customization based on patient 
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needs, with the patient, not the health system, as the source of control (IOM, 2001, p. 61-62). 
Technical, political, and attitudinal barriers must be overcome to integrate funding streams and 
end cost shifting among programs. Whether recent health care reforms will be able to sufficiently 
realign current incentives remains to be seen. 

 
TABLE 5-2  How Financial Incentives in Public Programs Affect People with Serious Advanced Illnesses

Program 
General Payment 
Approach Financial Incentives 

Effects on People with Serious 
Advanced Illnesses 

Medicare Part A 
(hospitals) 

Fee-for-service, based 
on patient’s diagnosis 
and hospital’s cost 
experience 

(1) Higher payments for 
more intensive services are 
an incentive to provide 
services and procedures; 
(2) fixed, diagnosis-based 
payments for an inpatient 
stay encourage early 
discharge, often to a skilled 
nursing facility 

(1) May encourage overuse of 
services, even when 
nonbeneficial; (2) frail, very sick 
people experience multiple 
transfers from one care setting to 
another and increased 
rehospitalization rates 

Medicare Part A 
(skilled nursing 
facilities) 

Payment of a fixed per 
diem based on the 
seriousness of a 
resident’s condition 

Patients cannot receive both 
skilled nursing and hospice 
care for the same condition; 
basing payment on patient 
acuity in theory encourages 
providers to capture the 
entirety of patients’ needs 
(although quality concerns 
remain) 

30 percent of Medicare 
beneficiaries receive 
“rehabilitative” care in a skilled 
nursing facility in the last 
6 months of life, almost always 
after a hospital discharge 

Medicare Part A 
(Medicare 
Hospice Benefit)  

For 97 percent of days, 
hospices receive an 
all-inclusive per diem 
payment, not adjusted 
for case mix or setting 
or for outlier cases 

(1) The hospice benefit is 
limited to people who have 
an expected prognosis of 
6 months or less if the 
disease runs the expected 
course and who agree to 
forgo curative treatment for 
the terminal condition; 
(2) the program was 
designed mainly for care in 
the home (where room and 
board are not an issue) and 
does not take into account 
variable needs over time 

(1) Survival is difficult to predict, 
and the limit creates “an artificial 
distinction between potentially 
life-prolonging and palliative 
therapies” (Appendix D) as well 
as a psychological barrier to 
accepting hospice care; (2) if care 
is too complex for the home, 
transfer to a hospital and 
discharge to skilled nursing may 
appear to be the best option 
unless patients also have 
Medicaid (which pays for nursing 
homes) 

Medicare Part B 
(physicians) 

Fee-for-service Encourages clinicians to 
provide more services and 
treatments 

Excessive, high-intensity, and 
burdensome care that may not be 
wanted is provided in the last 
months and weeks of life  
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Medicare Part C 
(Medicare 
Advantage) 

Capitation  (1) Plans are rewarded for 
efforts to manage chronic 
diseases effectively; 
(2) when patients enroll in 
hospice, they revert to fee-
for-service Medicare 

(1) Unnecessary and unwanted 
treatments, services, and 
hospitalizations may be reduced; 
(2) plans may be encouraged to 
promote hospice enrollment 
among high-need, high-cost 
patients 

Medicare Part D 
(drugs) 

Administered prices Prescription drug costs are 
controlled 

Less expensive products, often 
generic forms, are used when 
available  

Medicaid Long-
Term and 
Nursing Home 
Care 

Acuity score assigned 
to each resident 

(1) The acuity score method 
reduces incentives to avoid 
people with costly 
conditions; (2) Medicaid’s 
lower reimbursement for 
nursing home care is an 
incentive to hospitalize dual-
eligible residents and return 
them to the facility under the 
higher-paying Medicare 
skilled nursing benefit  

(1) Unknown 

(2) Individuals discharged from 
the hospital back to the nursing 
home under the skilled nursing 
benefit cannot receive hospice 
care concurrently for the same 
condition; a 2011 analysis 
suggested a quarter of the 
hospitalizations for dual-eligible 
beneficiaries in the year studied 
(2005) were preventable, being 
due largely to the financial 
incentives for nursing homes to 
make these transfers (Segal, 
2011) 

Medicaid Home 
Health  

For people eligible for 
nursing facility 
services; benefits vary 

Intended to prevent 
excessively long periods of 
nursing home care 

Unknown 

Administration 
for Community 
Living (ACL) 

$1.34 billion budget in 
2013 for programs 
addressing health and 
independence, 
caregiver support, and 
Medicare 
improvements 

Examples include elder 
rights services, the 
Alzheimer’s Disease 
Supportive Services 
Program, long-term care 
information, a family 
caregiver support program, 
nutrition services, and some 
support services 

ACL’s goal is to increase access 
to community supports for older 
Americans and people with 
disabilities; it administers 
programs authorized under the 
Older Americans Act and 
Developmental Disabilities 
Assistance and Bill of Rights Act

SOURCES: Appendix D; effects of skilled nursing facility benefit: Aragon et al. (2012), Segal (2011); 
ACL: http://www.acl.gov/About_ACL/Organization/Index.aspx. 

Payer Policies and Costs of Care 

Since Medicare’s inception nearly half a century ago, doctors and hospitals have been 
reimbursed for the care they provide on the basis of fees for services performed. (Figure 5-1 
shows a breakdown of Medicare benefit payments by type of service for 2012.) Fee-for-service 
payments reward the volume, not the quality, of services delivered. They remain the dominant 
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fee-for-service payment to medical practices because of its inherent inefficiencies and 
problematic financial incentives” (Schroeder and Frist, 2013, p. 2029).  

Nevertheless, fee-for-service is expected to remain a continuing and significant payment 
approach for many years to come (Wilensky, 2014). While Medicare and other payers will 
reimburse accountable care organizations (ACOs) established under the ACA through a 
graduated capitation approach, ACOs in turn will use fee-for-service methods to pay many 
physicians. The act therefore includes provisions to improve the fee-for-service system, revising 
the physician fee schedule and better reflecting the relative value of resources expended 
(Ginsburg, 2012).  

The Hospital Environment 

Hospital Care 

As noted in Approaching Death (IOM, 1997, p. 96), “curing disease and prolonging life 
are the central missions of [hospitals]. Hospital culture often regards death as a failure...” While 
hospital and intensive care undoubtedly saves the lives of a great many otherwise healthy people, 
it is not necessarily useful—and is, to the contrary, harmful—for people with advanced and 
irreversible chronic illnesses. Yet it is hospital care, not community- or home-based care, that 
consumes the largest share of Medicare spending for patients in the final phase of life: fully 
82 percent of all 2006 Medicare spending during the last 3 months of life was for hospital care, 
despite the known risks and costs of such care and despite widespread patient preferences, noted 
in earlier chapters of this report, for less intensive and more home-based services (Lakdawalla et 
al., 2011).  

The transitions between care sites—from hospital to home or nursing home and back 
again—encouraged, as discussed earlier in this chapter, by the current payment system, put 
patients at risk (Davis et al., 2012). Resulting higher rates of infection, medical errors, delirium, 
and falls are collectively captured by the term “burdensome transitions” (see Chapter 2), and 
they are increasingly common near the end of life. Earlier death may also result from these 
transitions. The average (mean) number of transitions from one site of care to another in the last 
90 days of life increased from 2.1 per decedent in 2000 to 3.1 in 2009, and more than 14 percent 
of these took place in the last 3 days of life (Teno et al., 2013). This high rate of transitions 
between care settings is costly and inconsistent with high-quality care. 

Emergency Services  

When emergency medical services (EMS) providers respond to a 911 call for a Medicare 
patient, they are required under current Centers for Medicare & Medicaid Services (CMS) 
policies (generally followed by private insurers as well) to transport the patient to a hospital as a 
condition for being paid for their response. As a result, patients who might better be served by a 
palliative care home visit or a trip to a primary care clinician, if such services were available, end 
up being treated in an emergency department (Alpert et al., 2013).9 Pain and other unmanaged 
symptoms prompt many of these visits. 

Fifty percent of older Americans visit the emergency department in their last month of 
life, and 75 percent do so in the last 6 months of life; in 77 percent of cases, the visit results in 

                                                 
9 Recent growth in hospital admissions has been attributed entirely to emergency department admissions, which 
increased by 2.7 million between 2003 and 2009 (Kellermann et al., 2013). 
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hospitalization (Smith et al., 2012). Approximately 1.1 million EMS transports are covered by 
Medicare annually, at a cost of some $1.3 billion. 

Unnecessary and burdensome EMS transports represent poor-quality care for people with 
advanced serious illnesses. When they present at the emergency department, they may be 
admitted to inpatient care because of an unclear diagnosis; the severity of symptom distress; 
caregiver concerns; and, most important, a lack of prior clarification of achievable goals for care. 
Emergency departments are experiencing a growing number of visits by elderly patients whose 
mix of serious medical conditions, cognitive impairments, functional dependencies, complex 
medication regimens, and caregiver exhaustion make high-quality emergency care extremely 
difficult (Hwang et al., 2013).  

Many terminally ill patients return to the emergency department because they have not 
been informed and do not know that they are dying or that there are no effective treatments for 
their underlying disease (Mitchell et al., 2009). They may be unaware of care alternatives, such 
as physician house calls, community-based palliative care, or hospice. If EMS providers had 
more options available to them—other than not being paid—when they respond to overwhelmed 
caregivers who have panicked and called 911, emergency transfers to hospitals might be 
avoided. Communities are testing new approaches to training and paying EMS personnel to 
assess and intervene with soluble problems at home, such as a fall without evidence of injury, 
rather than routinely transporting all patients who call 911 to the emergency department. 
Improved “geriatric emergency services” and other models for providing more in-home care and 
forestalling 911 calls are being tested (Hwang et al., 2013). 

The use of emergency services near the end of life is not limited to elderly individuals. 
Parents of uninsured or publicly insured children with serious illnesses often face delays in 
obtaining physician appointments and end up seeking care in the emergency department, or they 
may be referred there by their primary care clinician (Rhodes et al., 2013). In some parts of the 
country, critically ill children are stabilized at a general emergency department, where 
experience in recognizing a rapidly worsening condition may be lacking, before transfer to a 
specialized children’s hospital for further care (Chamberlain et al., 2013).  

Medicaid reimbursement policies, such as lesser payment for ambulatory versus 
emergency department care, give hospitals incentives that favor care in the emergency 
department instead of the hospital’s primary care or pediatric clinic (Chamberlain et al., 2013). 
Finally, once a child is in the care system, fee-for-service reimbursement and the greater 
malpractice litigation concerns associated with pediatric care may create incentives to overtest 
and overtreat (Greve, 2011).  

The Ambulatory Care Environment 

Physician Services 

As the gatekeepers for almost all other services, physicians are among the most important 
players in end-of-life care. Under Medicare, beneficiaries may see a physician as many times as 
they wish during a year. However, they may be responsible for a 20 percent copayment for every 
visit after paying the deductible of $147 (as of 2014). Part B Medicare imposes no restrictions on 
the type or number of physicians a beneficiary may visit (CMS, undated-c).  

Physicians’ end-of-life care often fails to meet the needs of patients and families because 
some clinicians may 
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• provide care that is overly specialized and does not address the multiplicity of a 
patient’s diseases or the emotional, spiritual, family, practical, and support service 
needs of patients and their caregivers; 

• continue disease treatments beyond the point when they are likely to be effective; 
• fail to adequately address pain and other discomfort that often accompanies serious 

chronic illnesses and the dying process; and 
• fail to have compassionate and caring communication with patients and family 

members about what to expect and how to respond as disease progresses (Wiener, 
2004). 

 
These problems have numerous causes. Shortcomings in physician education regarding 

end-of-life care are covered in Chapter 4. In addition, the overall culture of medicine is focused 
on curing acute medical problems. Reflecting and reinforcing this tendency, the financing 
structure of Medicare and other insurance programs rewards the performance of a high volume 
of services and the administration of well-reimbursed treatments and procedures rather than 
encouraging the provision of palliative and comfort care.  

As noted earlier, the general financial incentive within fee-for-service is to see as many 
patients as possible and to perform multiple procedures. In addition, Congress in 1989 created a 
physician fee structure of “relative value scales” that takes into account primarily physician time, 
intensity of service, malpractice insurance, and a geographic factor. Medicare, Medicaid, and 
many private insurers use this system, which also financially rewards more complex specialty 
procedures without regard to patient benefit or cost (MedPAC, 2011). At the same time, the 
system undervalues the evaluation and management services necessary to help patients and 
families understand what to expect, to explain the pros and cons of treatment options, and to 
establish goals for care as a disease evolves (Kumetz and Goodson, 2013). 

Annual increases in Medicare’s reimbursements to physicians are, in theory, tied to 
growth in the nation’s GDP. This adjustment method, established by Congress via the Balanced 
Budget Act of 1997 and called the “sustainable growth rate” (SGR), was intended to be cost-
saving. Opposition to limiting physician fee increases has been so strong, however, that Congress 
has not imposed these controls since 2002.10 Medicare payment rates for physicians already are 
about one-fifth lower than private insurance rates (Hackbarth, 2009), and any large additional 
reduction could lead many physicians to stop accepting new Medicare beneficiaries into their 
practices (MedPAC, 2011). Because the SGR approach could jeopardize older Americans’ 
access to care, it is politically unpalatable, and because it fails to incentivize higher-quality care 
or control health care spending, it is deemed unrealistic and outmoded (Hackbarth, 2013; 
Guterman et al., 2013; MedPAC, 2011). Discussion of its repeal continues. 

Other Services  

Although Medicare does not cap beneficiaries’ hospital admissions or medical and 
surgical procedures, it does cap payments for ancillary services that might substantially benefit 

                                                 
10The SGR distorts the Congressional Budget Office’s (CBO) estimates of future health care costs. CBO is required 
to base its estimates on current law, and the SGR is current law, even though it is unenforced. In discussing future 
federal health spending, the Simpson-Bowles commission said, “These projections likely understate [the] true 
amount, because they count on large phantom savings—from a scheduled 23 percent cut in Medicare physician 
payments [in 2012; larger thereafter] that will never occur” (National Commission on Fiscal Responsibility and 
Reform, 2010, p. 36). The commission made reforming the SGR its first recommendation in the health arena. 
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certain people nearing the end of life—often more so than acute care and procedures. Such 
services may forestall hospitalizations, help people better manage daily activities, and improve 
both health status and quality of life (Farragher and Jassal, 2012; Eva and Wee, 2010). 
Limitations on rehabilitation services (including those that aid in mobility, swallowing, and 
communication) may therefore have unintended adverse consequences for both quality of care 
and health care costs if patients’ remediable problems are not addressed.  

Depression, anxiety, and other mental health issues are a significant concern at the end of 
life and may combine with cognitive problems to cloud a person’s last months. Federal rules 
implementing mental health parity legislation have erased most long-standing differences 
between coverage of mental health and other health services for patients with Medicaid and those 
covered by large group health insurance plans (SAMHSA, 2013); Medicare will reimburse 
outpatient mental health treatment (therapy and medication management) at parity with other 
Part B services beginning in 2014.11 Whether mental health services will actually become 
available remains to be seen, however, as many mental health care providers (including 
psychiatrists) do not accept insurance at all (Bishop et al., 2014).  

The Managed Care Environment 

Managed care was developed and tested in the early 1970s as a way of improving the 
quality and affordability of health care through capitated, integrated provider networks; an 
emphasis on disease prevention; utilization review for high-cost services; and other means. In the 
approach’s simplest formulation, managed care organizations receive capitated payments—that 
is, an annual fixed dollar amount for each individual enrolled in the plan (i.e., per capita).12 For 
that fee, enrollees receive all their physician care, hospital care, emergency services, and many 
other covered benefits, depending on what is included in a specific plan. The managed care 
organization negotiates with providers to achieve reasonable charges and contracts with (or even 
hires) physicians. Capitation, in theory, switches incentives toward keeping enrollees healthy and 
avoiding costly overtreatment.  

Medicare Part C (Medicare Advantage) plans are managed care plans offered by private 
insurance companies that cover all Part A and Part B services. In 2012, Medicare Advantage 
accounted for 23 percent of all Medicare expenditures (Figure 5-1). Unlike Medicare fee-for-
service, Medicare Advantage gives physicians a financial incentive to recommend hospice for 
patients nearing the end of life because when plan members enroll in hospice, fee-for-service 
Medicare becomes the payer. This hospice “carve-out” makes it attractive for a plan to shift 
patients likely to be high-cost from its rolls to the Medicare Hospice Benefit, but also decreases 
the incentive for the plan to develop high-quality palliative care services (see Appendix D).  

In general, health insurance, including managed care programs, may contain 
disincentives to enroll people who are the very sickest and costliest. Such initiatives require 
careful risk stratification and monitoring to ensure adequate access and protection for these 
beneficiaries.  

                                                 
11In addition, drug plans operating under Medicare Part D must cover certain classes of drugs, including 
antidepressants and antipsychotics. Certain intensive mental health services—such as psychiatric rehabilitation and 
psychiatric case management—are not covered (Bazelon Center for Mental Health Law, 2012). 
12Payments might include some adjustments, such as for patient age and health status or local cost of living. The 
Balanced Budget Act of 1997 included risk adjustment, based on patients’ diagnoses, to encourage managed care 
organizations to enroll the sickest Medicare beneficiaries. 
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Just as Medicare, through Medicare Advantage, has embraced managed care partly as a 
way to avoid the costs of unnecessary hospitalizations, Medicaid has embraced managed care 
partly to avoid unnecessary nursing home admissions. Ideally, these capitated environments 
should provide models of care and financing that best meet the needs of program beneficiaries, 
especially those eligible for both Medicare and Medicaid (CMS, 2013b). However, the 
development of policies for implementing and ensuring the quality of managed care options for 
the dual-eligible population is hampered by significant data limitations, including a lack of 
timely Medicaid data and comprehensive information about dual eligibles enrolled in Medicare 
Advantage  plans (Gold et al., 2012).  

An evaluation of nine state programs of integrated care for dually eligible beneficiaries, 
performed for MedPAC, identified several additional barriers to the development of managed 
care programs: 

 
• Enrolling beneficiaries in managed care is problematic because of a lack of awareness 

of such programs, which may contribute to opposition from providers, beneficiary 
advocates, and others. 

• Structural design problems include administrative leadership (through Medicare 
Advantage rather than state Medicaid programs), complications in providing patients 
with social supports and behavioral health services, and uncertainty regarding 
whether to create separate programs for people under age 65. 

• Conflicting Medicare and Medicaid eligibility, coverage, and provider rules 
complicate state efforts to initiate such programs (Verdier et al., 2011). 

 
Despite these barriers, models of managed care for dually eligible individuals have 

shown promise, even if they have not been widely replicated. The Evercare model, implemented 
in five nursing homes (Atlanta, Baltimore, Boston, Colorado [Denver/Colorado Springs]) and 
Tampa) and involving more than 3,600 patients (half enrolled in Evercare, half receiving usual 
care), offered a capitated package of Medicare-covered services and intensive primary care by 
nurse practitioners for long-stay, frail, chronically ill nursing home patients. Services included 
customized care planning, coordination, and delivery. Evercare paid nursing homes an extra fee 
for “intensive service days” to handle cases that might otherwise have required hospitalization; 
this measure contributed to a 50 percent reduction in the hospitalization rate for enrollees 
compared with the usual care group. For those who were hospitalized, stays were shorter for the 
Evercare group. Evercare enrollees also had half the rate of emergency room visits of the usual 
care group and received more physician visits and mental health services (Kane et al., 2002).   

Similarly, an 18-month cohort study of 323 residents with advanced dementia in 22 
Boston-area nursing homes found that managed care enrollees had higher rates of do-not-
hospitalize orders, primary care visits, and nurse practitioner visits and lower rates of 
burdensome transitions and hospitalizations for acute illnesses compared with traditional fee-for-
service Medicare beneficiaries—all suggesting higher-quality care. Rates of survival, comfort, 
and other outcomes did not differ significantly between the two groups (Goldfeld et al., 2013). 

Finally, the Program of All-inclusive Care for the Elderly (PACE) offers a 
comprehensive service package designed to avoid nursing home placements. The program was 
established as a type of provider for Medicare and Medicaid through the Balanced Budget Act of 
1997. PACE serves primarily dual-eligible individuals with chronic illnesses who are aged 55 
and older. It uses a centralized, nonprofit provider model rather than a looser network of 
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independent practitioners to provide medical and other clinical services along with the kinds of 
supportive and personal care services discussed later in this chapter—such as meals, 
transportation to day centers or other facilities, and in-home modifications.  

In 2014, 31 states offered the PACE program. Data from 95 of the nation’s 103 PACE 
projects indicate they serve a total of just over 31,000 people (National PACE Association, 
2014). Thus, the PACE program remains small, and its effectiveness in serving the specific 
needs of the population requiring palliative care or those nearing the end of life has not been 
established (Huskamp et al., 2010; see also Appendix D). Moreover, a recent analysis found that, 
although PACE improves quality by effectively integrating acute care and long-term community 
supports and reducing hospitalizations, it has not reduced Medicare expenditures for 
beneficiaries with substantial long-term care needs, perhaps because capitation rates have been 
set too high (Brown and Mann, 2012).  

The slow rate of PACE expansion has been attributed to regulatory and financial 
constraints, poor understanding of the program among referral sources, competition, and rigid 
structural characteristics of the program model (Gross et al., 2004). PACE is a comprehensive 
approach, and it requires a sophisticated infrastructure. Enabling PACE to be implemented more 
widely might require designing ways to expand it to the non-Medicaid population, as well as 
other measures (Hirth et al., 2009).  

The Palliative Care and Hospice Environment 

A full description of the services involved in and benefits of palliative care, including 
hospice, is provided in Chapter 2. This section addresses the costs of palliative care and hospice 
compared with usual care and the policies that regulate the organization and provision of 
palliative care and hospice services.  

Palliative Care  

Palliative care programs focus on relieving the medical, emotional, social, practical, and 
spiritual problems that arise in the course of a serious illness. Many seriously ill people—not just 
those nearing the end of life—can benefit from palliative care, and it can be provided in many 
settings, including the home and the nursing home. In hospitals, palliative care teams work 
alongside treating physicians to provide an added layer of support for patients and their families, 
focusing on expert symptom management, skilled communication about what to expect, and 
planning for care beyond the hospital. As discussed in Chapter 2, hospital-based palliative care 
has grown significantly in the last two decades (CAPC, 2011, 2013). 

Palliative care is sometimes viewed as an alternative to what has been termed “futile 
care”—that is, interventions that are unlikely to help patients or be of marginal benefit and may 
harm them. Although identifying which treatments are of marginal benefit may be subjective, a 
study conducted in one academic medical center found that critical care clinicians themselves 
believed almost 20 percent of their patients received care that was definitely (10.8 percent) or 
probably (8.6 percent) futile (Huynh et al., 2013). These opinions were based on four principal 
rationales: the burden on the patient greatly outweighed the benefits, the treatment could never 
achieve the patient’s goals, death was imminent, and the patient would never be able to survive 
outside the critical care unit. The total annual cost of futile treatment for the 123 (10.8 percent 
of) patients who received futile care was estimated at $2.6 million.  
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At the age of 84, my mother arrived at the emergency room in significant pain. During the preceding 
three weeks, she had contacted her health care provider several times about nausea and been assured it 
was not significant. Within 36 hours of arriving at the hospital, she was diagnosed with severely 
metastasized cancer, especially the liver and including her bones. Even though the source of the cancer 
had not yet been identified and no one had discussed the reasonableness of pursing treatment, a port was 
installed in her chest for chemotherapy, “just in case.” In the next couple of days, as further testing was 
done, she had an instance of unstable heartbeat and was taken to ICU, where she was given medication 
and her heart rate returned to normal. The hospital cardiologist assured us her heart was not a problem, 
but that he would see her every day while she remained in the hospital. Why? All medical staff 
consistently pushed ahead with an attitude that chemotherapy WOULD be pursued, that they would get 
her well enough to go home and return for outpatient chemo, and no one ever raised the issue of whether 
such an approach would be futile. My sister and I had to press the doctor intensely to get him to 
acknowledge that even with chemo, her life expectancy was well less than a year. Her condition did not 
improve over her stay, and a week later she decided not to pursue treatment (after several bouts of 
explosive diarrhea and an inability to get out of bed) and went home in hospice care. She died two weeks 
to the day after going to the ER. Even when leaving the hospital, they did not suggest the end was 
imminent. She had a great deal of testing, implantation of a PIC [peripherally inserted central catheter] 
line, and yet no reasonable analysis of the value of further care from anyone.* 
________________ 
*Quotation from a response submitted through the online public testimony questionnaire for this study. See 
Appendix C. 

The committee agrees with Parikh and colleague’s (2013, p. 2348) opinion that while 
“cost savings are never the primary intent of providing palliative care to patients with serious 
illnesses...it is necessary to consider the financial consequences of serious illness.” Much of the 
spending on the sickest Medicare beneficiaries is attributable to hospital care. Hospitals with 
specialty palliative care services have been able to reduce their expenditures through shorter 
lengths of stay in the hospital and in intensive care and lower expenditures on imaging, 
laboratory tests, and costly pharmaceuticals. In addition, patients receiving hospital-based 
palliative care have been shown to have longer median hospice stays than patients receiving 
usual care (Starks et al., 2013; Morrison et al., 2008; Gade et al., 2008).   

Most studies comparing the costs of palliative and usual care have been conducted in the 
hospital setting, but the differing approaches, methods, and rigor of these studies make their 
findings difficult to compare. Nevertheless, research using robust methods to assess many of the 
more mature U.S. palliative care programs shows a pattern of savings and demonstrates the 
substantial excess costs associated with usual care (see Tables 5-3 and 5-4). A 2012 Canadian 
literature review13 similarly found that hospital-based palliative care teams reduce hospital costs 
by $7,000 to $8,000 per patient and reduce the cost of end-of-life care by 40 percent or more 
(Hodgson, 2012). 

                                                 
13In 2012, the Canadian government allocated $3 million over 3 years to support the development and 
implementation of a framework for community integrated hospice and palliative care models. The Way Forward 
initiative is led by the Quality End-of-Life Care Coalition of Canada and managed by the Canadian Hospice 
Palliative Care Association.  
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TABLE 5-3  Randomized Controlled Trials Comparing the Costs of Palliative and Usual Care  

Study  
(Period 
Studied) 

Number of Patients and 
Setting 

Excess Cost of  
Usual Care Other Findings 

Gade 
et al., 
2008 
(2002-
2003) 

517 patients in three hospitals 
receiving interdisciplinary 
palliative care services (275 
patients) or usual care (237) 

Excess 6-month 
post-hospital 
discharge costs 
of $4,855 for 
each usual care 
patient (p = 
.001)  

Greater patient satisfaction with the care 
experience and provider communication in 
the palliative care than in the usual care 
group; also median hospice stays of 24 versus 
12 days, respectively 

Brumley 
et al., 
2007 
(2002-
2004) 

145 late-stage patients who 
received in-home palliative 
care versus 152 who received 
usual care in two group-
model health maintenance 
organizations in two states 

Excess costs of 
$7,552 for each 
usual care group 
member (p = 
.03) 

Palliative care recipients were 2.2 times more 
likely than usual care recipients to die at 
home and had fewer emergency department 
visits and hospitalizations; survival 
differences between the two groups 
disappeared after data were adjusted for 
diagnosis, demographics, and severity of 
illness (Enguidanos, personal 
communication, 2014) 

Greer 
et al., 
2012 
(2006-
2009)  

151 patients with metastatic 
non-small-cell lung cancer 
receiving usual outpatient 
oncologic care with or 
without early palliative care 
comanagement  

Excess overall 
costs of $2,282 
per patient 
among those 
receiving usual 
care only 

Patients receiving early palliative care had 
significantly higher quality of life, 
experienced fewer depressive symptoms, 
were less likely to receive chemotherapy 
within 2 weeks of death, had earlier hospice 
enrollment, and survived 2.7 months longer 

 
 

TABLE 5-4  Observational Studies Comparing the Costs of Palliative and Usual Care 

Study (Description) 
Number of Patients and 
Setting 

Excess Cost of Usual 
Care Other Findings 

Morrison et al., 2008 
(observational study 
using propensity score 
matching, 2002-2004) 

4,908 patients who 
received palliative care 
consultations and 20,551 
who received usual care 
in eight geographically 
and structurally diverse 
hospitals 

Excess total costs of 
$2,642 for each usual 
care patient discharged 
alive (p = .02) and $6,896 
for each who died in the 
hospital (p = .001) 

Intensive care unit (ICU), 
imaging, laboratory, and 
pharmacy costs were 
higher among the usual 
care patients 

Morrison et al., 2011 
(observational study 
using propensity score 
matching, Medicaid-only 
patients, 2004-2007) 

475 patients who 
received palliative care 
consultations and 1,576 
who received usual care 
in four diverse urban 
New York State hospitals 

Excess costs of $4,098 
for each usual care 
patient discharged alive 
(p <.05) and $7,563 for 
each who died in the 
hospital (p <.05) 

Patients receiving 
palliative care 
consultation were more 
likely than usual care 
patients to be discharged 
to hospice (30 percent vs. 
1 percent) and less likely 
to die in intensive care 
(34 percent versus 
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58 percent) 

Starks et al., 2013 
(observational study 
using propensity score 
matching, 2005-2008) 

1,815 patients who 
received palliative care 
consultation and 1,790 
comparison patients from 
two academic medical 
center hospitals 

Excess costs of $2,141 
for usual care patients 
with lengths of stay of 1-
7 days (p = .001) and 
$2,870 for usual care 
patients with lengths of 
stay of 8-30 days (p = 
.012) 

Some differences 
between palliative care 
and usual care groups 
remained 

Penrod et al., 2010 
(observational study, 
2004-2006) 
 

606 veterans who 
received palliative care 
and 2,715 who received 
usual care in five 
Department of Veterans 
Affairs (VA) hospitals 

Excess costs of $464 per 
day for usual care 
patients (p = .001) 

Instrumental variables 
method used to account 
for unmeasured selection 
into treatment bias 
(Stukel et al., 2007) 

Palliative care provided in nonhospital settings also has been found to yield cost savings. 
A systematic review examined studies of palliative care—cohort studies (34), randomized 
controlled trials (5), nonrandomized trials (2), and others (5)—published between 2002 and 2011 
and conducted variously in hospital-based, home-based, and other program settings. Two-thirds 
of the studies were based in the United States, and the remainder were conducted internationally, 
in widely differing health systems. The authors found that, although the studies used a broad 
variety of utilization, cost, and outcome measures and employed different specialist palliative 
care models, palliative care was “most frequently found to be less costly relative to comparator 
groups, and in most cases, the difference in cost is statistically significant” (Smith et al., 2014, 
p. 1).  

A recent review of published, peer-reviewed outcomes research on nonhospice outpatient 
palliative care, which included four randomized interventions and a number of nonrandomized 
studies, concluded that outpatient palliative care produced overall health care savings resulting 
from avoidance of expensive interventions. The authors suggest that such savings are “especially 
important in systems of shared cost/risk, integrated health systems, and accountable care 
organizations” (Rabow et al., 2013, p. 1546). 

Community-based pediatric palliative care also has been found to produce positive 
patient and family outcomes, as well as cost savings (Gans et al., 2012), or at least to be 
relatively low cost (Bona et al., 2011).  

These data across varying types of studies and care settings indicate potential savings 
from palliative care consultation and comanagement in hospitals and suggest savings in other 
settings as well. Additional research is needed before firm conclusions can be drawn on the 
impact of palliative care delivery on total health care spending.  

Hospice Care 

The Medicare Hospice Benefit is the one public insurance program intended specifically 
to serve beneficiaries within the last few months of life. Under this benefit, the enrolled 
beneficiary pays no charge for services received except for small deductibles for drugs and 
respite care. Most services are provided in the patient’s home by visiting nurses, with variable 
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additional support from physicians, social workers, personal care aides, and others. For fiscal 
year 2014, Medicare’s daily hospice reimbursement rates were as follows: for routine home care, 
$156.06; for continuous home care, $910.78; for general inpatient care, $694.19; and for 
inpatient respite care, $161.42 (HHS and CMS, 2013).14 In addition, the total amount of 
Medicare payments a hospice provider is allowed to receive in a single year is capped according 
to a defined formula.   

As described in Chapter 2, hospice services produce many benefits for patients and 
families. Matched cohort studies demonstrate that hospice care enhances the quality of care, 
helps patients avoid hospitalizations and emergency visits, prolongs life in certain groups of 
patients, improves caregivers’ well-being and recovery, and in some reports appears to reduce 
total Medicare spending for patients with a length of hospice service of under 105 days (Kelley 
et al., 2013a).15  

Enrollment disincentives Built into the Medicare Hospice Benefit and its payment rules are 
several policies that are intended to manage program costs but may work against the needs of 
patients with advanced serious illnesses and their families. Two eligibility requirements meant to 
limit the number of people who qualify for the hospice benefit are 

 
• an expected prognosis of 6 months or less if the disease runs the expected course, as 

certified by two physicians16; and 
• an agreement, signed by the beneficiary, to give up Medicare coverage for further 

treatments aimed at achieving a cure. 
 
For many patients, these criteria have discouraged use of the benefit until the final days 

or hours of life and, according to Approaching Death, exclude “many [people] who might benefit 
from hospice services” (IOM, 1997, p. 169). The ban on “curative” treatments also may 
disadvantage patients with organ failure, for whom life-prolonging and palliative treatments—
such as diuretics for people with heart failure—often are the same. In addition, physicians, 
patients, and family members alike may be unwilling to accept a prognosis of a few months—
particularly given the uncertainty in predicting mortality for diseases other than cancer—or to 
abandon cure-oriented treatment (Fishman et al., 2009). These factors contribute to the brevity of 
hospice stays: the median length of stay in hospice is 18 days, and fully 30 percent of hospice 
beneficiaries are enrolled for less than 1 week. Still, the number of Medicare beneficiaries 
enrolling in the Medicare Hospice Benefit more than doubled between 2000 and 2011, from 
0.5 million to more than 1.2 million (MedPAC, 2013).  

                                                 
14Two percentage points less for hospices that fail to submit the required quality data. 
15Methodological difficulties in analyses of hospice savings include the lack of controlling for selection bias (that is, 
people who choose hospice care may be different in some way from those who do not) and the impact on the data of 
both very-long-stay patients and those discharged alive after very long stays, who may have been more appropriate 
candidates for long-term care programs rather than hospice.  
16In reality, patients are able to receive hospice services for longer than 6 months if at the end of the period, they 
receive a physician recertification of the 6-month prognosis. 
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I am a registered nurse case manager, certified in palliative nursing, working with hospice patients in 
their homes. I think the single most effective change that could be brought about would be to extend the 
hospice benefit to a one-year prognosis rather than the current six months. This may allow for a 
strengthening of the role of palliative care much earlier in the trajectory of life-limiting illnesses, 
particularly those for which the expected course is more certain, such as some cancers. I think the earlier 
the concept of palliative care is introduced, the less intimidating the "end-of-life" connotation of hospice 
will be. A patient's course would feel more of a continuum, rather than the abrupt shift from treatment to 
"hopelessness" that now exists. Just last week, I had a visit with a woman who had been referred to 
hospice by her oncologist, and she was very frightened that her death was imminent, even though it is not. 
Her family was equally upset with the physician for frightening the patient so.* 
________________ 
*Quotation from a response submitted through the online public testimony questionnaire for this study. See 
Appendix C. 

Some hospice champions contend that the 6-month limit and the ban on cure-oriented 
treatments make the Medicare Hospice Benefit “a legal barrier to improving integration and 
collaboration across the health system” (Jennings and Morrissey, 2011, p. 304). In a survey of 
nearly 600 hospices, 78 percent were found to restrict enrollment in some way, such as by 
declining to admit patients with ongoing disease treatment needs or without a family caregiver at 
home (Aldridge Carlson et al., 2012). Small hospices are especially likely to restrict enrollment 
(Wright and Katz, 2007).  

Payment policies  The flat daily rate allowed for by the Medicare Hospice Benefit—which 
means the hospice receives the same amount regardless of how many, or how few, services it 
provides on a given day—is coming under scrutiny. The mix of services used to calculate the 
daily rate is inadequate to cover important services that have emerged since the benefit was 
designed 30 years ago, such as telemonitoring to facilitate remaining at home, expensive but 
effective medications and treatments for symptom distress (palliative radiation, long-acting 
opioids, other medicines), physical therapy to support function, and speech therapy to improve 
swallowing.  

Lengths of stay  Hospice services have evolved toward serving the two tails of the longevity 
curve: a large number of beneficiaries enrolled only a few days before death and a large number 
of very-long-stay patients, with hospice, in effect, serving as an alternative (and one more 
generously reimbursed) to the provision of long-term care in other settings. In some cases, long 
stays occur because patients improve under hospice care and outlive their original 6-month 
prognosis. 

The high proportion of short stays in hospice is troubling on quality-of-care grounds, 
while growth in very long hospice stays is troubling on cost management grounds. The concern 
arises that incentives in the payment system may be encouraging some providers “to pursue 
business models that maximize profit by enrolling patients more likely to have long stays,” some 
of whom may not meet hospice eligibility criteria (MedPAC, 2013, p. 265). This pattern, which 
is more common among for-profit hospice providers (Aldridge Carlson et al., 2012), also is 
believed to explain some hospices’ high rates of “live discharges” for long-stay patients as the 
facility approaches its aggregate annual cap on Medicare reimbursements. 

A concern is the enrollment in hospice of cognitively impaired nursing home residents. 
As a result of this trend, the mean length of stay for Medicare hospice patients, which was 48 
days in 1998, was 86 days in 2011 (CMS, 2013a; MedPAC, 2013). In 2009, the longest average 
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stays were for patients with Alzheimer’s disease (106 days) and Parkinson’s disease (105 days). 
By comparison, patients with lung cancer had average stays of 45 days and those with breast 
cancer 59 days (CMS, 2013a). Among the 10 percent of patients with stays longer than 6 
months, the average length of stay in 2011 was 241 days (MedPAC, 2013). 

The dominant and countervailing trend of notable concern, however—affecting at least 
30 percent of all hospice beneficiaries—is stays that are too short. According to hospice industry 
figures, the median length of stay in hospice has steadily fallen, from 21.3 days in 2008 to 18.7 
days in 2012 (NHPCO, 2009, 2013), which means that half of hospice patients have stays shorter 
than 18.7 days.  

To the extent that the Medicare Hospice Benefit is being used for people with 
questionable eligibility as a de facto palliative care supplement to long-term care benefits under 
state Medicaid programs, the costs of the Medicare Hospice Benefit are raised artificially, and 
the costs of this care are transferred to the federal government. MedPAC has recommended 
closer program monitoring to forestall this potential misuse, and greater scrutiny is occurring 
(Department of Justice, 2013). Oversight is considered especially appropriate for the 
approximately 10 percent of hospices that exceed their benefit cap (MedPAC, 2013, p. 275).  

The background paper prepared for this study by Huskamp and Stevenson (Appendix D) 
reviews several potential or proposed changes to the Medicare Hospice Benefit that would affect 
hospice-related financial incentives and realign hospice services. Some of these changes were 
included in the ACA (see also Huskamp et al., 2010). 

The Long-Term Care Environment 

People with multiple chronic diseases and frailty need a variety of long-term services and 
supports that can improve the quality of their lives, potentially forestall the need for emergency 
visits and hospitalizations, and reflect individual and family desires for care at home for as long 
as possible. 

Someone turning age 65 today has almost a 70 percent chance of needing some type of 
long-term care services and supports in their remaining years (HHS, 2014), yet few (only about 
10 percent of the elderly) have private long-term care insurance. The low uptake of existing 
private long-term care insurance options may be attributed in part to the availability of Medicaid, 
which provides means-tested “public insurance to many households...who could otherwise afford 
and would be interested in private insurance coverage” (Senate Commission on Long-Term 
Care, 2013, p. 23), and the lack of long-term care insurance requires many people to deplete their 
assets to become Medicaid eligible.17 The need for new public and private long-term care 
insurance options that would stabilize the financial future of Americans—a neglected corollary 
to addressing long-term care services and their financing (IOM, 2013e; Wiener et al., 2013)—is 
beyond the scope of this report.  

Only a third of elderly Americans have sufficient assets to pay for 1 year of nursing home 
care, which in 2012 averaged $81,030 for a semi-private room and $90,520 for a private room 
(National Health Policy Forum, 2013). Home-based care is less expensive, but still costly. Four 
hours a day of homemaker and home health aide services, 7 days a week, costs from $28,000 to 
$31,000 a year, and such services are not always available. It is no wonder, then, that long-term 

                                                 
17These assets do not include a person’s home. As long as a house serves as the “principal place of residence” of a 
Medicaid applicant (or spouse or certain other close relatives), it is not factored into the Medicaid eligibility 
determination, regardless of its value (HHS, 2005, p. 2).  
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care has been called “the largest uninsured risk faced by the older population” (Spillman, 2012, 
p. 239; Norton, 2013). 

Many families are caught in the middle: they are too “well off” for Medicaid, but unable 
to pay out of pocket to meet their personal care needs. This is another reason for relying on the 
acute care system of 911 calls, emergency departments, and hospitals when care needs become 
overwhelming. Unlike long-term services and supports, these much more costly acute care 
services are covered by Medicare.  

Medicare’s benefit structure reflects patients’ health care needs as generally understood 
when the program was created nearly a half-century ago. Today, health and the use of health care 
services are understood as being influenced by a broad range of factors beyond those addressed 
by health professionals or traditionally covered by health insurers. There are many ways to 
improve quality of life and comfort for people with advanced serious illnesses and lessen the 
burden on their family caregivers (Topf et al., 2013) while preventing predictable crises. The 
resulting savings in costly emergency visits, hospitalizations, and even long-term nursing home 
care could be redirected toward underfunded and badly needed long-term services and supports 
(Unroe and Meier, 2013). 

 
We got hospice when my mother‐in‐law died, but only for two weeks. She declined steadily for two years 
before her death, as we bounced back and forth between hospital, nursing home, and home (with private‐
paid caregivers). It was a bad way to go, with much pain, suffering, and expense for her and our family. 
There were too many barriers to getting the care she needed. Medicare pays for all types of care that is 
unbeneficial (911 trips to the hospital, certain tests, treatments, medications, surgeries, and skilled 
nursing home stays for rehab, etc.). But it will not pay for the care people actually need during chronic, 
progressive illness—custodial care, comfort care, nursing care. We need to fix this.* 
________________ 
*Quotation from a response submitted through the online public testimony questionnaire for this study. See 
Appendix C. 

Institutional Long-Term Care 

Medicare provides little payment for long-term services and supports, including personal 
assistance with activities of daily living (bathing, dressing, toileting, eating, transferring, and 
medication management). Medicare’s sole contribution to nursing home care is in paying for 
short-term skilled nursing services aimed at rehabilitation following hospitalization and for 
short-term home health care for the homebound with a “skilled need.” Post-acute care accounts 
for about 21 percent of all spending on long-term services and supports (KFF, 2013b), and its 
goal is to return beneficiaries to the highest possible level of functioning. In one analysis, almost 
a third of Medicare beneficiaries used the skilled nursing benefit in their last 6 months of life, 
and 1 in 11 died while enrolled in that benefit. Many such patients may be too frail or ill to return 
home and would be well served if the benefit included a stronger palliative care component and 
allowed concurrent hospice care (Aragon et al., 2012).  

The rehabilitation mission of skilled nursing facilities may conflict with patients’ medical 
condition and goals, especially in the last months of life, when hospice or palliative care may be 
better matched to their needs. The decision to place a patient in a skilled nursing program may be 
based not on a clinical need for rehabilitative services or patient preferences but on built-in 
financial incentives. Some families are unable to provide home care for a patient in rapidly 
deteriorating health, but at hospital discharge they must make a difficult choice. They can choose 
Medicare payment for 100 days of room and board and “rehabilitative” care in a skilled nursing 
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facility, but if they want hospice care and do not qualify for Medicaid, they will have to pay out 
of pocket for nursing home room and board (Aragon et al., 2012).  

People covered by the skilled nursing facility benefit cannot be enrolled simultaneously 
in hospice unless the two services are treating totally unrelated medical conditions. Nursing 
homes and skilled nursing facilities have an incentive to keep people in post-acute care as long as 
possible instead of enrolling them in hospice because once patients are referred to hospice, they 
must shift from the generously reimbursed (by Medicare) skilled nursing benefit to the poorly 
reimbursed (by Medicaid) long-term care benefit.  

Nursing homes have an incentive to hospitalize residents repeatedly so as to make them 
eligible once again for the higher-paying skilled nursing facility program. Indeed, there is some 
evidence of disproportionately high rates of potentially avoidable hospitalizations among dual-
eligible residents in skilled nursing facilities and nursing homes (942 per 1,000 person years for 
skilled nursing facility residents and 338 per 1,000 person years for nursing home residents). By 
contrast, people living in the community had markedly lower rates of potentially avoidable 
hospitalization (250 per 1,000 person years for those receiving Medicaid-paid home- and 
community-based services, and only 88 per 1,000 person years for those not receiving those 
services) (Segal, 2011). A growing literature is finding that many hospitalizations for patients 
with dementia, in particular, are avoidable and a potential source of system savings (Grabowski 
and O’Malley, 2014).18 As noted earlier, moreover, frequent transitions between the nursing 
home and hospital and back again are burdensome to patients and have been associated with 
increased rates of feeding tube insertions, intensive care unit stays, pressure ulcers, and late 
enrollment in hospice for residents with advanced cognitive and functional impairments (Gozalo 
et al., 2011).   

From the standpoint of financially strapped state Medicaid programs and providers, the 
cost shift to Medicare and the transfer of patients back and forth between skilled nursing 
facilities and hospitals has obvious appeal. From the standpoint of the quality of care for patients 
and families and the nation’s total health care spending, it reflects both poor quality and 
enormous costs. 

Home- and Community-Based Care 

Because state rules governing Medicaid do not universally draw Medicare’s line between 
health services and support services, Medicaid is the main source of payment for the latter. 
Additional funding for these services comes through Medicaid’s Home and Community Based 
Services program.  

By 2009, 3.3 million people were participating in Medicaid’s Home and Community 
Based Services program, a 60 percent increase in participation since 2000 (National Health 
Policy Forum, 2013). AARP policy analysts are among those who have encouraged states to 
invest in this program, making their case primarily on the grounds of cost-effectiveness (AARP 
Public Policy Institute, 2008). As more people age into their 70s, 80s, and 90s and need daily 
help, the demand for long-term care services, including in-home home health services, will 
continue to rise (Employment Benefit Research Institute, 2012). In this context, state Medicaid 
programs are giving increasing attention to “rebalancing” efforts aimed at reducing their long-

                                                 
18For example, the Evercare managed care demonstration program enhanced advance care planning, provided nurse 
practitioner care, and altered financial incentives, producing fewer preventable hospitalizations and improved 
survival with no diminution in the quality of care (Kane et al., 2004). 
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standing institutional bias (Kassner, 2013)—that is, shifting long-term services and supports 
from expensive institutional settings, mainly nursing homes, to people’s homes. As illustrated in 
Box 5-1, however, while such shifts may make sense from the standpoint of both patient desires 
and program integrity, they need to be undertaken with some caution.  

BOX 5-1 
Learning from Past Institution-to-Community Shifts 

Experience with the community mental health services movement of several decades 
ago suggests that the shift from institutional to community care should be closely monitored. In 
the 1960s and 1970s, the nation’s large, old-fashioned, and underperforming mental hospitals 
were closed or greatly reduced in size, and responsibility for former residents’ continuing service 
needs was shifted to community service providers that were neither adequately prepared nor 
funded to assume this responsibility (Lyons, 1984). Setting these former patients adrift without 
appropriate support was a largely avoidable tragedy that contributed significantly to poor-quality 
care, high incarceration and hospitalization rates, and the rise of substance abuse and 
homelessness (Baum and Burnes, 1993; Yoon et al., 2013).  

“During the late 1970s and early 1980s, the federal government sponsored a series of 
randomized, controlled…demonstrations to test the cost-effectiveness of home and community-
based services as a substitute for nursing home care” (ASPE, 2000, p. 10). The National 
Channeling Demonstration, funded by the Health Care Financing Administration (HCFA)19, 
Administration on Aging (AoA), and the Office of the Assistant Secretary for Planning and 
Evaluation (ASPE), tested two models for financing and delivering home- and community-based 
services (Kemper, 1988). The HCFA and the National Center for Health Services Research 
(NCHSR)20 sponsored more than a dozen state- or region-specific demonstrations. Major 
findings from these projects were as follows:  

 
• Targeting program enrollment to those at highest risk of nursing home placement 

saves money.  
• Home- and community-based services programs can achieve budget neutrality with 

narrow targeting to the highest-risk groups, low average benefit levels (taking into 
account the availability of informal supports), and an emphasis on high-quality 
services.  

• Data limitations make designing and conducting research that truly measures cost-
effectiveness—as distinct from “cost-shifting” from one program to another, from 
state to federal funds, and from formal to informal care—nearly impossible. Cost-
effectiveness studies of these programs typically use only Medicaid expenditure data, 
and do not consider the impacts of other programs such as Medicare and Social 
Security Insurance.  
 

A recent report summarizing analyses from 38 states, conducted between 2005 and 2012, 
found consistently lower average costs for home- and community-based care than for 
institutional long-term care. In 2008 in California, for example, “per recipient spending on 

                                                 
19 HCFA is now the Centers for Medicare & Medicaid Services. 
20NCHSR was a predecessor to the Agency for Healthcare Research and Quality. 
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nursing facilities was three times higher than for HCBS [home- and community-based services] 
($32,406 for nursing facility care versus $9,129 for HCBS)” (Fox-Grage and Walls, 2013, pp. 6-
7). However, many states cap the number of people who can enroll in the Home and Community 
Based Services program, and some states maintain waiting lists for the program; testimony to the 
Senate Commission on Long-Term Care suggests that nearly half a million people are on these 
lists (Senate Commission on Long-Term Care, 2013, p. 16). While the state studies varied in 
approach and should be replicated by independent researchers, they are important in contributing 
to state decisions about program policy.  

The cost impact of home- and community-based services is almost always measured only 
in terms of Medicaid expenditures. However, analysts have repeatedly observed the need for a 
broader analytic framework along several dimensions. For example, capturing the true cost side 
of the equation requires consideration of the services’ impact on other public programs, such as 
Medicare, Supplemental Security Income, and the Supplemental Nutrition Assistance Program 
(SNAP). These comprehensive analyses of expenditures and savings have not been carried out 
because acquiring the necessary data is too difficult and expensive. In addition, cost estimates 
need to take into account the dollar value of unpaid care provided by family caregivers.21 Even if 
it were possible to assess costs adequately, estimating the benefits (effectiveness) and quality 
gains of these programs reliably presents an additional set of methodological challenges. 

Movement toward alternatives to nursing homes also is supported by federal policy 
makers. In its 2013 report, the Senate Commission on Long-Term Care, established in 2012, 
urged a shift away from nursing homes and toward home care (Senate Commission on Long-
Term Care, 2013). Likewise, the Administration for Community Living, an HHS agency that 
includes the Administration on Aging and Administration on Intellectual and Developmental 
Disabilities, emphasizes community options for the elderly (Administration for Community 
Living, 2013).  

Yet while a wide variety of community-based providers try to help people needing long-
term services and supports, the financing and organization of these services and supports create 
barriers to access. “The network of providers to deliver this support is complex, multifaceted, 
specialized, isolated from other services providers, and confusing to the average consumer,” 
reported the Senate Commission on Long-Term Care (2013, p. 14). Rarely do service providers 
assess a patient’s and family’s overall needs so they can arrange for the right set of services; 
instead, patients and families have access to what is funded by some mix of federal, state, and 
local sources, each with its own eligibility rules, limits, and procedures. Just finding out about 
available services and resources is a significant challenge. 

An especially serious problem is the structural and financial isolation of the system for 
long-term services and supports from the health services sector. As a result, the planning and 
organization of the two are separate when patients are in transition across settings, and there are 
few incentives to integrate or streamline the two sets of services, despite their obvious 
interdependence and potential synergies.  

One possible way to bridge the gap between these two service sectors for some patients 
and families is through community-based palliative care programs. As Huskamp and Stevenson 
(Appendix D) note, “palliative care can be introduced at any point during the course of a serious 
advanced illness when a patient and family needs [sic] help to manage symptoms and maximize 
                                                 
21For example, a study of family caregiving for community-dwelling elders in the last year of life estimated the 
value of these services as between $22,500 and $42,400 (in 2002), which the authors note equaled the cost of a 
home aide (Rhee et al., 2009). 
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quality of life.” Insurance coverage for hospice—under Medicare, Medicaid, and many 
commercial insurance plans—is the dominant financing mechanism for community-based 
palliative care. Models aimed at bridging the gap, such as community-based palliative care, 
medical homes, house calls or home-based primary care programs, and PACE, have 
demonstrated effectiveness in improving value (improved quality leading to lower acute care 
spending) (Grabowski, 2006; Kamal et al., 2013; Komisar and Feder, 2011; Unroe and Meier, 
2013).  

Finally, if efforts to rebalance nursing home and home- and community-based care are to 
succeed and more seriously ill people are to be cared for in their homes, home- and community-
based care will need to encompass certain medical and quasi-medical services. These services 
include 

 
• case management; 
• round-the-clock access to a clinician for advice; 
• mental health services; 
• respite care; 
• comprehensive interdisciplinary primary care; 
• medication management; and 
• support for basic activities of daily living—eating, bathing, dressing, toileting, and 

transferring (into and out of bed, a chair, a wheelchair)—through personal care aides. 

Matching Services to Needs for Dual-Eligible Individuals 

The nearly 10 million Americans who are dually eligible for both Medicare and Medicaid 
present a particular challenge to the current care system. These individuals tend to make up the 
sickest, frailest, poorest, and highest-cost population served by the two programs (Brown and 
Mann, 2012).  

Because dual-eligible individuals are either 65 and older or permanently disabled and 
because they are poorer than the general population, they often have significant long-term care 
needs (CBO, 2013). As Table 5-5 shows, they account for a significant proportion (roughly one-
third) of expenditures for each program. Some 65 percent of Medicaid spending for this group is 
for long-term care (Young et al., 2013). Over the years, a number of initiatives, including a new 
effort under the ACA described later in this chapter, have been aimed at improving both quality 
of care and efficiency for this high-risk population by encouraging care in the community rather 
than in nursing homes.  

TABLE 5-5  Dual-Eligible People in Medicare and Medicaid, 2010 

Indicator Medicare Medicaid 

Share of beneficiaries who are eligible for both programs 1 in 5 1 in 6 

Program expenditures for people eligible for both 33% 36% 

SOURCE: Young et al., 2013. 
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Health care spending by dual-eligible individuals varies considerably. Two in five people 
receiving both Medicare and Medicaid generated lower expenditures than other Medicare 
beneficiaries, while one in five accounted for three-fifths of all dual-eligible spending. Fewer 
than 1 percent of individuals cost both Medicare and Medicaid high amounts; most individuals 
are high cost for only one of the programs (Coughlin et al., 2012). These findings suggest that 
dual-eligible individuals living in nursing homes might be good candidates for palliative care and 
care management intended to prevent avoidable hospitalizations, while others, living in the 
community, would be good candidates for a medical home or other entity that coordinates and 
integrates social and medical supports. Program savings resulting from such interventions are 
most likely to occur among people who have functional dependencies, frailty, and/or dementia in 
the context of one or more chronic diseases.  

Efforts to produce Medicare and Medicaid savings in covering dually eligible people 
have centered on the twin strategies of enrollment in managed care programs, such as PACE, and 
use of care management to coordinate care (as discussed further below). However, many of these 
efforts have failed to target those at highest risk and as a result, have not produced the desired 
savings, although they “provide strong evidence that care management might be effective at 
reducing costs for some subgroups of dual eligibles, such as those with severe chronic illnesses 
or at high risk for hospitalization” [emphasis added] (Brown and Mann, 2012, p. 4).  

Organization of Services 

As described in Chapter 2, significant problems and burdens accompany each transfer of 
a seriously ill patient from one care setting to another, and the large number of such transfers as 
patients near the end of life has been documented (Teno et al., 2013). Each such transfer runs the 
risk of 

 
• poor communication between settings and inadequate transfer of records, including 

advance directives (which results in, for example, inadequate information about self-
care or perplexing changes in instructions; redundant tests; duplicate, confusing, or 
conflicting prescriptions and medication errors; and increased risk of falls, infection, 
and delirium—any of which can harm patients and lead to additional hospitalizations) 
(Press et al., 2013); 

• poor communication between providers across settings, impeding primary physicians’ 
ability to properly manage patients under their care; and 

• confusion among patients and family members regarding what to do, which provider 
is responsible for what, and whom to consult when things go wrong. 

 
Better coordination of care is widely perceived as essential to improving patient 

outcomes. Not only are people nearing the end of life often treated in several settings, but they 
(and their families) also interact with numerous physicians and other health professionals, are 
prescribed multiple medications and treatments that may interact in undesirable ways or be 
difficult to administer properly, and face logistical problems in accessing care when they need 
such basic services as transportation. In a conclusion still valid today, the 2001 IOM report 
Crossing the Quality Chasm notes that one serious consequence of the poorly organized U.S. 
health system is the “layers of processes and handoffs that patients and families find bewildering 
and clinicians view as wasteful” (IOM, 2001, p. 28). A renewed focus on discharge planning, 
continued access to care and support after discharge, medication reconciliation, and avoidance of 
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rehospitalizations could improve continuity across settings in a patient-centered, family-oriented 
way (Coleman et al., 2006). 

Conversely, inadequate care coordination results in avoidable medical complications and 
unnecessary hospital readmissions, which by themselves cost Medicare some $15 billion per 
year (Tilson and Hoffman, 2012). In the case of seriously ill children, for example, the lack of 
after-hours coverage in physician offices impels some working parents to seek whatever care is 
available, and that is found in costly hospital emergency departments (Chamberlain et al., 2013).  

To the extent any organized attempt at coordination takes place outside of hospice, it is 
typically through “disease management” or more comprehensive “care management” programs. 
Often these programs entail assignment of a specially trained nurse or other health professional 
to help a patient with complex needs navigate the system across service providers. The success 
of these programs is highly variable, depending on their ability to select the most appropriate 
patients, meet needs around the clock, align supportive and medical services, and flexibly adjust 
the intensity of service to changing patient and family needs. Additional key program features 
are assessment of and support for family caregiver needs; round-the-clock access by phone; 
consistent relationships and communication among the care coordination team staff, patients, 
families, and medical providers; integrated assessment and delivery of both medical and social 
services; and generation and mobilization of needed long-term services and supports (Bass et al., 
2013; Brown et al., 2012; Peikes et al., 2012) (see also the discussion of supporting services 
below). If care management initiatives that include such support services can produce savings 
when serving people with severe chronic illnesses or a high probability of hospital admission, 
they may also be well suited to people in the final phase of life before they become eligible for 
hospice.  

A 15-program randomized controlled trial of the Medicare Coordinated Care 
Demonstration identified six features that appeared to be central to the limited number of 
coordination efforts that saved money:  

 
• frequent face-to-face contact between the patient and the care coordinator; 
• occasional face-to-face contact between the patient’s physicians and the care 

coordinator; 
• the care coordinator’s functioning as the “communications hub” for the patient’s 

practitioners; 
• use of evidence-based patient education interventions; 
• comprehensive medication management; and 
• a timely, comprehensive response to transitions between care settings, such as 

discharge from a hospital to post-acute care (Brown et al., 2012). 
 
A review of studies on the effectiveness of disease management efforts within the 

Medicaid program reveal additional themes:  
 
• Disease management programs were most effective in improving quality of care and 

achieving cost-effectiveness for the sickest patients, including those with 
comorbidities, underscoring the importance of targeting interventions to those most 
likely to benefit from them. 
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• Although in-person care management was the costliest intervention, it also was the 
most effective with high-risk patients, while less intensive management was 
appropriate for lower-risk patients. 

• Projects that used data mining and predictive modeling to stratify patients by disease 
severity and risk were “particularly successful in designing and delivering [disease 
management] programs across chronic disease groups” (Freeman et al., 2011, p. 35).  

 
The studies reviewed varied greatly in the medical conditions and program designs 

addressed and in the kinds and quality of data collected. Nor were they specifically looking at the 
needs of patients near the end of life. However, the general profile of patients with functional 
dependency, with multiple chronic diseases and comorbidities, and at risk of hospitalization and 
emergency visits was relatively consistent across studies and mirrors the circumstances of people 
who may be nearing the end of life.  

Beneficial outcomes of successful care coordination found in these studies included 
improved medication adherence, reduced hospitalizations and readmissions, reduced emergency 
visits, and fewer unnecessary medications. And disease management programs that reduced 
hospitalizations by only 10 percent were able to cover their associated program costs (Freeman 
et al., 2011). Other meta-analyses have likewise noted improvements in the quality of care but 
have produced less persuasive evidence on reduced health care utilization, except successes in 
lowering the risk of hospitalization, and on health care savings (Mattke et al., 2007). However, 
improvements in quality of care that are achieved without increasing costs can be considered 
successes when such high-risk, high-need recipients are being served. 

In summary, clinician engagement and targeting and tailoring supporting services and 
integrating them with the medical care delivery system appear to be essential elements of 
successful disease and care management models (Freeman et al., 2011; Meyer and Smith, 2008).  

Geographic Variations in Service Utilization and Costs 

Studies of the costs of care in the last months of life have revealed marked differences in 
the utilization and costs of treatments from one geographic area to another and from one hospital 
to another. These differences are attributable in part to local variations in the supply and prices of 
medical resources (doctors, nursing home rehabilitation, home care agencies, hospitals, drugs, 
medical devices, and procedures) (Commonwealth Fund Commission on a High Performance 
Health System, 2013) and to a lesser extent to patient and family characteristics and preferences 
(Prigerson and Maciejewski, 2012). 

Medicare payments vary widely among and within localities. Per capita Medicare 
spending (that is, the average amount Medicare pays out per beneficiary) varies more than two-
fold among different regions of the country, mainly as the result of differences in the volume of 
services provided. The greatest influences on volume differences are the regional supply of 
physicians and available hospital beds (Dartmouth Atlas of Health Care, 2013).  

An IOM committee recently determined that variation in Medicare spending across and 
within geographic areas is explained mainly by differences in spending for post-acute care, 
including subacute rehabilitation in skilled nursing facilities, long-term acute care facilities for 
ventilator-dependent Medicare beneficiaries, and home health agencies. If these spending 
variations were eliminated, overall spending variation would drop by 73 percent (IOM, 2013a). 
This finding has important implications for the care of people with serious advanced illnesses. 
The management of transitions from one setting to another may be a more important cost driver 
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than has previously been recognized, and “a growing body of evidence leads to the conclusion 
that clinical and financial integration best positions health care systems to manage the continuum 
of care for their complex populations efficiently” (IOM, 2013a, p. 18).  

Financial incentives for nursing homes to hospitalize dually eligible residents (and then to 
obtain Medicare’s higher post-acute care skilled nursing benefit) are similar nationwide; 
however, state-level data reveal dramatic variations in preventable hospitalizations for nursing 
home residents. The lowest rate of such hospitalizations (65 per 1,000 person years) is found in 
Alaska, and the highest (231 per 1,000 person years) in Louisiana, although this analysis does 
not control for differences in population health across states (Segal, 2011). In one consensus of 
experts, expressed as a percentage of hospitalizations, a median of 19 percent of hospitalizations 
of all long-stay nursing home residents are considered potentially avoidable, with a range across 
states of 7-31 percent (Commonwealth Fund, 2013). 

Variation in spending does not appear to be related to differences in quality of care 
provided or in care outcomes. After an extensive review of the literature, the IOM committee 
studying geographic variation in Medicare spending found no relationship between quality-of-
care indicators and what Medicare paid for services. If people with chronic illnesses who live in 
higher-spending areas had better outcomes in terms of survival or quality of life, one could argue 
that similar resources should be expended in other locales; however, this is not the case 
(Wennberg et al., 2008; Dartmouth Atlas of Health Care, 2013).  

To the extent that excessive services do not benefit (and may harm) patients, they 
represent wasteful and unnecessary expenditures, and therefore significant opportunities for both 
better-quality care and cost savings. Clearly, in the current environment, with abundant evidence 
of poor-quality care and national health expenditures continuing to rise, marked geographic and 
interinstitutional variations in expenditures may be a good focus for analysis of both shortfalls in 
quality and excess service provision.  

THE GAP BETWEEN SERVICES PAID FOR AND WHAT PATIENTS AND FAMILIES 
WANT AND NEED 

As noted throughout this report, an approach that enabled more people to remain in their 
homes or home-like settings in the final stages of life would better align with the preferences of 
many patients and families than the current system. And a significant barrier to improving the 
quality of end-of-life care and controlling costs is that the mix of services currently delivered and 
paid for fails to provide for precisely those needs that drive repeated reliance on the emergency 
and acute care systems: around-the-clock access to meaningful help, house calls and home care, 
caregiver support, and long-term services and supports. Although some states have used the 
demonstration and waiver authorities under Medicare and Medicaid to create a more 
comprehensive continuum of services for the elderly and people who have disabilities, the nation 
is far from achieving an easily accessible, reliable system of care for people who have advanced 
serious illnesses and are nearing the end of life. Clearly, significant changes in the approach to 
service delivery would be needed to effectively integrate traditional medical care and social 
services.  
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Impact of Social Supports on Health Outcomes 

Abundant evidence reveals the powerful role of social and behavioral factors in health 
and health spending in contexts other than end-of-life care (U.S. Burden of Disease 
Collaborators, 2013; Farley, 2009; Marmor et al., 1994; McGinnis and Foege, 1993). Research 
conducted over several decades has established that health care in itself plays a much smaller 
role in the health of a population than a range of other factors related to behavior and 
socioeconomic status. Indeed, recent analyses attribute the paradoxically high rate of health care 
spending and inferior health outcomes in the United States relative to other developed countries 
to the lack of integration of health and social support programs (Bradley and Taylor, 2013; Shier 
et al., 2013). Despite its position roughly in the middle in terms of total social22 and medical 
spending per capita, the United States ranks 27 out of 40 in life expectancy, according to OECD 
data. While the United States is roughly in the middle relative to other OECD countries in total 
health and social services spending as a percentage of GDP,23 the ratio of social services 
spending to health services spending is markedly lower from that of other nations. These 
different spending patterns may reflect countries’ different histories, cultures, attitudes toward 
social spending, and political milieus.  

In a changing health care landscape, new tools, approaches, and payment models are 
making it easier and more advantageous than ever for providers and health systems to meet the 
social needs of their patients (Bachrach et al., 2014). Interventions that address patients’ social 
needs have been shown to positively impact patient outcomes and satisfaction with care. 

The committee supports the expansion of social support for people with advanced chronic 
illnesses with functional debility and careful assessment of ongoing pilot programs focused on 
doing so (Shier et al., 2013). Much can be learned from those efforts about the impact of these 
services on health, as well as the means chosen to determine clients’ service needs, establish 
eligibility, manage costs, and ensure quality, all of which can guide future programming.   

The Importance of Social Services 

In this report, the term “social services” refers to a rather modest but essential set of 
services not generally considered part of health care. A core list of commonly needed services 
includes the following: 

 
• caregiver training and support, 
• retrofitting of the home for safety and mobility, 
• meals and nutrition services, 
• family respite, and 
• transportation. 
 

                                                 
22 The OECD social expenditure database includes nations’ expenditures for such programs as pensions and 
retirement, home health, and other benefits for the elderly; pensions, sick leave, residential care, and rehabilitation 
for people with disabilities; and family allowances and maternity leave (OECD, 2014).  
23The figure for the United States is 25.4 percent. By comparison, the figure for Sweden is 33.2 percent and for 
Ireland is 18.2 percent. At the bottom for spending in these two categories are Chile, Estonia, Turkey, Korea, and 
Mexico, each of which spends a total of 15 percent of GDP or less in these two categories. 
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Some of these services are provided through Medicare Advantage plans and through Medicaid. 
Some could be provided through expansion of the Older Americans Act, which currently is 
underfunded to meet its potential. And some could be provided through relatively low-cost, 
volunteer-staffed efforts if they were implemented effectively with training, oversight, and 
coordination with a person’s needs. For example, health insurance counseling, legal and financial 
counseling, and bill payment services currently are offered by many community organizations 
through volunteers, consumer credit counseling programs, and representative payee programs. 
Volunteerism is a long-standing component of hospice.  

Social services may be especially important for the sickest and most vulnerable 
individuals in a population, whose multiple chronic conditions, pain and other serious symptoms, 
functional dependency, cognitive impairment and other mental illnesses, frailty, and high family 
caregiver burden (Smith et al., 2010; Walke et al., 2006) converge to drive the high use of health 
care services (Komisar and Feder, 2011). Adequate and relatively inexpensive supporting 
services could lower demand for expensive health care services for some people nearing the end 
of life. For example, providing adequate caregiver training, eliminating safety risks in the home, 
or providing nutrition services could prevent many situations that lead to 911 calls, emergency 
department visits, and hospitalizations (Bachrach et al., 2014; Shier et al., 2013). In addition, 
sufficient support for caregivers at home might prevent the burnout that leads to those calls, 
visits, and hospitalizations, as well as to long-term institutionalization (AoA, undated; Reinhard 
et al., 2012). 

Some social services could be provided through replication of successful private-sector 
models in populations served by managed care organizations and, eventually under the ACOs 
encouraged under the ACA. In this way, as different approaches to providing, tailoring, and 
targeting social services demonstrated their effectiveness, successful models could be expanded 
to cover additional population groups and to include additional services. At present, one of the 
most promising groups in which to expand these models is the dual-eligible population, for 
whom both great need and funding mechanisms exist.  

How would such a service expansion be paid for? The potential savings that would result 
in the areas of hospital care and emergency services could exceed the cost of expanded 
supporting services. In addition, some social services themselves might produce net savings. For 
example, providing an elderly person daily meals is much less costly than the medical crisis and 
nursing home placement that result from the consequences of malnutrition (Thomas and Mor, 
2013); likewise, providing an air conditioner for an elderly person with asthma is much less 
expensive than repeat hospitalizations. 

Whatever menu of social services is available, at the top of the list should be an 
assessment of patient and family needs, resources, home environment, and receptivity to 
assistance (Feinberg, 2012), as well as aid in accessing appropriate benefits. The Senate 
Commission on Long-Term Care recommended “development and implementation of a 
standardized assessment tool that can produce a single care plan across care settings for an 
individual with cognitive or functional limitations” (Senate Commission on Long-Term Care, 
2013, p. 43). This approach is the essence of patient-centeredness.  

Many of the services listed above (and discussed in the following subsections) may not 
be needed every day, and they support the caregiver as well as the patient. Keeping the family 
confident, rested, informed about what to expect and how to handle it, and emotionally supported 
is essential to maintaining a seriously ill patient in the home. Through the grants to states 
provided by the National Family Caregiver Support Program under the Older Americans Act, 
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supporting services are received by only about 700,000 caregivers annually. States work in 
partnership with area agencies on aging and other local community-service providers to offer 
information about and assistance in obtaining available services; individual counseling, 
organization of support groups, and evidence-based caregiver training; respite care; and limited 
supplemental services. The Administration on Aging’s national caregiver surveys indicate that 
these services improve caregiving and “can reduce caregiver depression, anxiety, and stress and 
enable them to provide care longer, thereby avoiding or delaying the need for costly institutional 
care” (AoA, undated).  

Caregiver Training and Support  

As described in Chapter 2, family caregivers are essential in managing the health and 
social service needs of patients still living at home and bear a strong burden in doing so. Training 
in the responsibilities of caregiving can help. In a large online survey of a nationally 
representative sample of almost 1,700 people caring for family members with multiple health 
problems, almost half of respondents said the training they received had positive effects on the 
care recipient, including avoiding nursing home placement (p <0.05). Yet such training is, at 
best, scanty. Some 47 percent of caregivers had never received any training regarding medication 
management24; 42 percent reported they had to learn wound care on their own; and 37 percent 
believed more training would be helpful. (These data apply to all caregivers, not just those caring 
for a family member near the end of life.)  

Retrofitting of the Home for Safety and Mobility  

Publicly funded health programs generally do not cover home modifications for safety 
and wheelchair access, for example. The home can be a dangerous place for patients who are 
frail or at risk of injuries and for the growing number of patients with progressive cognitive 
disorders. (Fully 80 percent of the care of people with Alzheimer’s disease is provided “free” by 
family and friends [Horvath et al., 2013].) A randomized controlled efficacy trial of an 
intervention designed to give informal caregivers easy-to-read information and resources to 
minimize home injuries found significantly less risky behavior and fewer injuries (p ≤0.000) 
among members of the intervention group compared with controls. Because of the high costs of 
care for frail elders who experience falls, wandering, injuries in fires, and so on, even “small 
effect sizes translate into clinically relevant findings” (Horvath et al., 2013, p. 6.25  

Meals and Nutrition Services  

Buying food, cooking, and preparing meals are essential daily activities that become 
more difficult when one is caring for someone with an advanced serious illness living at home. 
Forty-one percent of caregivers in the AARP survey cited above were involved in preparing food 
for special diets, suggesting a need for nutrition counseling. This task involves more than “help 
with meals,” and may include meal planning and cooking, more complicated and expensive food 
                                                 
24Medication management included administering intravenous fluids and injections. Most care recipients took 
several medications: almost half took 5-9 different prescription medications, almost 20 percent took 10 or more 
prescription medications, and almost three-quarters took one or more over-the-counter drugs or supplements as well 
(Reinhard et al., 2012). 
25The intervention was designed to require little, if any, professional staff time, and not counting the occasional need 
for a piece of specialized equipment, such as a tub transfer bench, the cost per family of the Home Safety Toolkit 
booklet and sample items was $210.  
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shopping, precise measurement, and laborious feeding for patients who have trouble swallowing. 
More than half of family caregivers surveyed found mealtime tasks difficult to carry out 
(Reinhard et al., 2012).  

As a striking example of the impact of supporting services, results of a recent study 
suggest that among ostensibly “low-need” people aged 60 and older, home-delivered meals 
could mean the difference between living at home and needing nursing home placement 
(Thomas and Mor, 2013).26 For almost 60 percent of the study subjects, home-delivered meals 
provided at least half of their daily food intake. The analysis revealed that if every state increased 
the number of seniors receiving home-delivered meals by a mere 1 percent, the resultant decline 
in the number of nursing home residents would yield initial savings to state Medicaid programs 
overall of more than $109 million per year. Ten states would save more than $3 million, and half 
would save at least $1 million.  

The fragility of the nation’s food programs for the elderly was demonstrated by the 2013 
cuts to the nutrition programs under the Older Americans Act resulting from the federal budget 
sequestration, which expected to lose $41 million in federal funding, equivalent to the cost of 
19 million meals (MOWAA, undated).  

Family Respite 

The shift to encouraging care at home cannot be accomplished successfully without 
addressing the concomitant need to support family caregivers. Burnout “is the point at which 
caregivers are often no longer able to continue in their caring roles and care recipients are at 
greatest risk of institutionalization” (Lilly et al., 2012, p. 104). Much has been written about the 
problem of caregiver burden and burnout, but the programmatic changes and investments that 
would prevent and ameliorate the problem fall short. The Senate Commission on Long-Term 
Care made detailed recommendations about ways to strengthen supports for family caregivers 
(Senate Commission on Long-Term Care, 2013, p. 51).   

Transportation 

The accretion of family needs not adequately addressed in the community can influence 
the decision to admit a person to long-term care. An analysis of factors affecting that decision, 
conducted within the Connecticut Home Care Program for Elders (which serves approximately 
14,000 state residents aged 65 and older), identified a lack of transportation for both medical and 
nonmedical purposes as one of these factors (Robison et al., 2012). Existing programs for 
meeting this need often have limitations, such as not transporting people across county or other 
jurisdictional lines, not providing assistance in lifting or transferring the patient from home to 
vehicle along with the transportation, or permitting patients to be accompanied by only certain 
categories of support personnel.  

A proven approach to meeting this fundamental need was tested in the Cash and 
Counseling demonstration program, which directed cash to disabled beneficiaries with which to 
hire and direct their own workers.27 The program served Medicaid recipients with a range of 

                                                 
26Among those included in this study, 70 percent were at least 75; 40 percent needed help with bathing, dressing, 
eating, using the toilet, and transferring into or out of a bed or chair; and 85 percent needed help with light 
housework, taking medications, managing money, and shopping for groceries. 
27The Cash and Counseling program allowed participants to purchase a range of services. Under the program, 
participants “appeared to receive care at least as good as that provided by agencies, in that they had the same or an 
even lower incidence of care-related health problems” (Carlson et al., 2007, p. 481). 
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disabilities across the age spectrum, not specifically the end-of-life population. In a randomized 
trial, this program showed that moderate to large reductions in unmet transportation needs could 
be accomplished and that participants were highly satisfied with the transportation assistance 
received (Carlson et al., 2007). The Cash and Counseling program is now active in 15 states. 

Comprehensive Approaches  

A review of seven innovative U.S. care models suggests ways in which social issues 
facing people with complex medical needs can be addressed (Shier et al., 2013).28 The individual 
projects used different designs and collected different data, yet all showed a number of positive 
outcomes, including “encouraging indications that greater attention to social supports may 
benefit patients and payers alike” (Shier et al., 2013, p. 547). All of the programs conducted 
baseline health and social assessments, developed individualized care plans, and made referrals 
to or arranged for social services. They used interdisciplinary care teams, closely involved 
primary care clinicians, and used electronic records. Most also used standardized intervention 
protocols, provided specialized training for service providers, and conducted ongoing 
monitoring. As these models and others develop under the ACA, their impact on both the quality 
and costs of care may provide insights to inform the development of new programs.  

THE CHANGING HEALTH CARE SYSTEM: FINANCING AND ORGANIZATION 

The financing and organization of the U.S. health care system are undergoing significant 
changes that have major implications for end-of-life care. These changes are resulting from the 
ACA, as well as from private-sector payment initiatives and state policies. 

Changes under the Affordable Care Act 

Changes in financial incentives and organizational arrangements resulting from the ACA 
could have wide-ranging effects on Americans nearing the end of life. Specific opportunities 
arise from the new arrangements that involve risk sharing by Medicare providers, including 
ACOs, patient-centered medical homes, and bundled payments, as well as recently instituted 
penalties for 30-day readmissions, hospital mortality, and poor patient experience scores. These 
and other innovations under the ACA have spurred interest, discussed earlier, in meeting the 
needs of the nation’s sickest and most vulnerable patients in their own homes and communities 
as an alternative to costly emergency department visits, hospital stays, and institutional care.29  

In addition, the new CMS Innovation Center has the broad goal of working toward better 
care for patients, healthier communities, and lower costs through improvements in the system of 
care. The center’s priorities are testing new payment and service delivery models, evaluating 
results and promoting best practices, and working with diverse stakeholders to develop new 
models for testing. 

                                                 
28The models are the Vermont Blueprint for Health, Senior Care Options (Boston), HealthCare Partners 
Comprehensive Care Program (California), Mercy Health System (Pennsylvania), Geriatric Resources for 
Assessment and Care of Elders (GRACE) (Indianapolis, Indiana), Care Management Plus (Utah), and the Enhanced 
Discharge Planning Program (Chicago, Illinois).  
29For a detailed list of ACA provisions affecting a related area—cancer care—see IOM (2013d, pp. 2-24‒2-28). For 
detailed information that includes citations of specific statutory provisions, see Meier (2011, pp. 367-369). 
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Expansion of Home- and Community-Based Services 

To accelerate the long-term trend of expanding home- and community-based services, 
described earlier, the ACA originally included a Community Living Assistance Services and 
Supports (CLASS) Act, which would have instituted a voluntary, national, federally 
administered long-term care insurance program. Implementation of this program was abandoned 
in 2011 because of persistent concerns about its costs and sustainability (Appleby and Carey, 
2011).  

Nevertheless, the ACA attempts to counter Medicaid’s continuing institutional bias by 
supporting home- and community-based services (Miller, 2012). For example, the Balancing 
Incentive Payments program provides grants to states for increasing access to noninstitutional 
care. The “Money Follows the Person” Rebalancing Demonstration Grants program has been 
strengthened and expanded. By the end of 2012, it had helped only a small number of people—
around 31,000—with chronic conditions and disabilities transition from institutions to the 
community. It now has the participation of 44 states and the District of Columbia (CMS, 
undated-b). 

The Financial Alignment Initiative 

Among the most important provisions of the ACA with the potential to effect major 
changes in care for people with serious advanced illnesses and to generate cost savings is the 
establishment of the federal Medicare-Medicaid Coordination Office. This office is charged with 
facilitating the integration and alignment of federal Medicare and state Medicaid funding into a 
single source of financial support (CMS, 2013c). The office’s State Demonstrations to Integrate 
Care for Dual Eligible Individuals program, starting in 15 states, is aimed at breaking down 
payment silos by providing funds from both programs to an insurer or provider group that agrees 
to accept risk or participate in shared savings, and that may then match these dollars to patients’ 
social and medical needs (CMS, 2012; Gore and Klebonis, 2012). This merging of funding 
streams creates an opportunity and an incentive for state Medicaid programs to seek efficiencies 
in care delivery for dual-eligible individuals, as opposed to the problematic cost and care shifting 
that currently occurs. 

In a separate Financial Alignment Initiative, CMS will test two models that can be used 
by states to better integrate primary, acute, behavioral health, and long-term services and 
supports for Medicare-Medicaid beneficiaries:  

 
• Under the capitated model, a state, CMS, and a health plan enter into a three-way 

contract, and the plan receives a prospective blended Medicare and Medicaid 
payment to provide comprehensive, coordinated care.  

• Under the managed fee-for-service model, a state and CMS enter into an agreement 
by which the state can benefit from savings resulting from initiatives designed to 
improve quality and reduce costs for both Medicare and Medicaid (CMS, 2014a). 

 
Not all states are expected to participate in this program, and those that do may find it difficult to 
coordinate medical and long-term services and supports for the highest-risk participants. At 
present, individuals who enroll in hospice are excluded from these alignment projects.  
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Bundled Payments 

Another policy trend is the development and promotion of alternatives to fee-for-service 
reimbursement so as to “maximize good clinical outcomes, enhance patient and physician 
satisfaction and autonomy, and provide cost-effective care,” as well as to promote evidence-
based care (Schroeder and Frist, 2013, p. 2029; Rich et al., 2012). A prime example is the 
development of bundled payment approaches that cover episodes of care. Instead of reimbursing 
each provider separately, bundled payment systems pay a single price for a bundle of defined and 
related services from multiple providers associated with a single episode of care. In theory, 
bundled payments eliminate incentives to maximize reimbursement that were artifacts of the 
siloed payment system. Depending on which community-based services are included in the 
bundle, they may reduce cost shifting between Medicare and Medicaid. They also are expected 
to provide new incentives for greater care coordination and increased efficiency.  

At present, CMS’s Bundled Payments for Care Improvement Initiative specifically 
excludes hospice services (CMS, 2013d). These services may eventually be included in 
appropriate bundles if ways can be found to risk-adjust for the hospice population (Dobson et al., 
2012). 

The committee notes that new payment approaches have almost always been 
accompanied by unintended consequences as those affected seek to maximize revenues under the 
different rules and arrangements. Bundled payments could create perverse incentives affecting 
health care expenditures, such as incentives to increase the volume of bundled episodes and to 
make greater use of services not included in the bundle. They could also lead to problems in 
quality and access, such as stinting on care or selecting against patients with higher likely costs 
(Wilensky, 2014; Weeks et al., 2013; Feder, 2013). Various strategies for forestalling these 
potential negative effects are being discussed (see Appendix D).  

Accountable Care Organizations 

The ACA encourages the development of ACOs, which CMS describes as 
 
groups of doctors, hospitals, and other health care providers, who come together 
voluntarily to give coordinated high quality care to their Medicare patients. The 
goal of coordinated care is to ensure that patients, especially the chronically ill, 
get the right care at the right time, while avoiding unnecessary duplication of 
services and preventing medical errors (CMS, 2013e). 
 
Under the Shared Savings Program, Medicare will continue to pay individual providers 

and suppliers for specific items and services as it currently does under the Medicare fee-for-
service payment system. In addition, CMS will develop a performance measurement benchmark 
for each ACO to determine whether it qualifies to receive shared savings (or, for “pioneer” 
ACOs [see below] that have elected to accept responsibility for losses, whether the ACO will be 
held accountable for those losses). The benchmark is an estimate of what the total Medicare Parts 
A and B fee-for-service expenditures would have been absent the ACO and will take into 
account beneficiary characteristics and other factors that may affect health care service needs 
(The benchmark does not take into account the social environment or functional status of the 
patient, except that he or she is eligible for Medicaid) (CMS, 2013e). This feature is complicated 
by the fact that ACOs cannot prevent enrollees from seeking care from providers that are not part 
of the ACO. 
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ACOs update the original health maintenance organization concept and could prove 
extremely helpful to people with advanced serious illnesses given the importance of effective 
care coordination to high-quality care, as discussed earlier (Berwick, 2011). Medicare offers 
several ACO programs: 

 
• As of December 2013, the Medicare Shared Savings Program included more than 360 

ACOs serving more than 5.3 million Medicare beneficiaries. ACOs and Medicare 
share any savings they achieve by lowering the growth in health care costs and must 
meet established standards for high-quality care. 

• The Advance Payment ACO Model is a supplementary incentive program for 
selected participants in the Shared Savings Program. It involves 35 smaller ACOs 
(rural and physician based) that lack access to capital for investing in infrastructure 
and care coordination. These ACOs receive an advance on the shared savings they are 
expected to earn that reflects both fixed and variable start-up costs.  

• Beginning in 2012, the Medicare program initiated demonstrations that entailed 
contracting with a subset of pioneer ACOs, enabling them to move more rapidly from 
a shared savings to a population-based payment model (see Appendix D). These 
pioneer ACOs must assume the risk for any losses they incur (that is, if their cost 
increases exceed those of regular fee-for-service Medicare in their locale); however, 
if their cost increases fall below those of fee-for-service Medicare by a statistically 
significant amount, they share those savings with the Medicare Trust Fund in the 
form of bonus payments.  

 
In 2011, almost a third of patients in the full complement of ACOs were aged 80 or older, and 
the average (mean) age was 73.5. Sixteen to 17 percent of enrollees were eligible for Medicaid. 
Diabetes was their most common chronic condition, affecting around 30 percent (Epstein et al., 
2014).  

In their first year of operations, the 32 pioneer ACO plans did achieve some measurable 
quality improvements and had mixed financial results. Overall, they saw a 0.3 percent cost 
growth for their nearly 670,000 beneficiaries, compared with a 0.8 percent cost growth in fee-
for-service Medicare in the same local markets. Savings were not evenly distributed across plans, 
with 18 achieving below-budget spending and 14 experiencing above-budget spending (Patel and 
Lieberman, 2013). Seven of the plans abandoned participation in the pioneer program and 
switched to the regular Medicare Shared Savings Program, and two abandoned their ACO efforts 
entirely, in part because of their objections to the program’s quality metrics and administrative 
complexity.  

Because these programs and markets are in transition, it is too early to make more than a 
preliminary judgment about the impact of ACOs on health care quality and costs. Nonetheless, 
experience to date suggests that the ACO model remains attractive to many providers, and that 
most are achieving both quality improvements and some reductions in cost growth. Overall first-
year savings for the nearly 670,000 beneficiaries participating in the pioneer ACO program were 
estimated at $155.4 million (L&M Policy Research, 2013). These gains were made despite the 
program’s being “incredibly ambitious, even for the most advanced health systems” (Damore 
and Champion, 2013). 

Proposed ACO improvements include new CMS policies to encourage more physicians 
and Medicare beneficiaries to participate, perhaps by raising Medicare premiums for 
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nonparticipating beneficiaries, and improving ACOs’ ability to manage care (Lieberman, 2013). 
A specific problem for people with advanced serious illnesses is that beneficiaries placed in post-
acute care or institutional settings following hospitalization may no longer belong (or be 
“attributable”) to the ACO if those settings are not participants in the ACO. As a result, ACA-
related efforts to coordinate care could omit a vulnerable and costly population.  

Other Provisions of the Affordable Care Act 

Hospice and home care  Changes to hospice under the ACA include a demonstration program 
on value-based purchasing and a demonstration program to study concurrent care for Medicare 
beneficiaries. CMS announced in March 2014 that it will allow up to 30 hospices to participate 
in a 3-year concurrent care program starting in summer 2014 (CMS, 2014b). “Concurrent care” 
would allow Medicare hospice patients to continue receiving cure-oriented treatments. Under 
one provision of the act that has been implemented, children enrolled in hospice and covered by 
Medicaid now can obtain simultaneous disease treatment (Rau, 2013).  

Medicare payments for both hospice and home care are being reduced. Hospice payments 
will decline by 11.8 percent over the next decade—this despite the claims of advocates that 
hospice’s highly labor-intensive model does not lend itself to the productivity (and savings) 
gains possible in other components of the health care system.30 For home care, reductions have 
been instituted for standard episode payments, unusually costly “outlier” cases, and annual 
updates. Reduced payments to these community providers may have implications for access to 
and quality of care for beneficiaries as smaller programs close and larger ones gain incentives to 
stint on costly treatments. 

Pay-for-performance  In accordance with the principle of pay-for-performance, the ACA 
penalizes hospitals that experience higher-than-expected readmission rates within 30 days of 
patient discharge. This policy places a premium on discharge planning and coordination of 
posthospitalization care, but it also could hurt inner-city public hospitals that treat sicker and 
poorer patients with fewer family or community resources (Press et al., 2013). Physicians, too, 
are under greater pressure to provide value, as defined by conformance with both quality 
measures and cost controls. 

Gaps in the Affordable Care Act 

From the standpoint of care of patients with advanced serious illnesses, the ACA has 
several noteworthy gaps: 

 
• It does not measure or reward greater access to coordinated, compassionate care for 

people with advanced serious illnesses. At present, moreover, it specifically excludes 
hospice beneficiaries from some of the major innovations under the act, which means 
opportunities to learn from—and improve—their care experiences are being lost. 

• MedPAC has explored carving in hospice care under Medicare Advantage plans, 
thereby making them responsible for hospice costs (Harrison and Neuman, 2013). 

                                                 
30This cut is in addition to a phase-out of the Budget Neutrality Adjustment Factor used to calculate the Medicare 
hospice wage index, and will result in an additional reduction in hospice reimbursement of approximately 
4.2 percent (NHPCO, undated). 
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Doing so might pave the way for concurrent care, which at present remains a gap 
under the ACA. 

• The act is not required to include home-based palliative care as a covered service. 
• The act does not improve prospects for a more effective or financially stable long-

term care system that better matches patient and family needs with supporting 
services. 

• The act establishes no mechanism for reimbursing clinicians for the extensive and 
repeated conversations necessary to engage in advance care planning with patients 
and families or for requiring that they honor patients’ preferences regarding end-of-
life care.31 

 
The ACA is not the last word in this round of health care reform, just as Medicare was 

not the last word in health care financing for the elderly in 1966 (Skocpol, 2010). Even since the 
new law’s enactment, health policy experts have proposed changes,32 some of which could have 
a positive effect on care at the end of life if they 

 
• were flexible and comprehensive, tailoring the mix and intensity of services to patient 

and family needs as they evolve over time; 
• improved accessibility, reaching underserved populations and enabling early 

palliative care for those not imminently dying by establishing required standards for 
accreditation and participation in Medicare or Medicaid; 

• provided for high-quality medical care in the community, through, for example, 
telemonitoring, round-the-clock access to a nurse, and medication management; 

• provided nonmedical support services, including those described earlier in this 
chapter; and 

• entailed measurement of quality of care for those with advanced serious illnesses, 
multiple chronic conditions, frequent transitions, and functional impairments to 
ensure accountability and transparency. 

Private-Sector Payment Initiatives 

Many reform efforts focused on care of people with advanced serious illnesses are taking 
place in the private sector. Private insurers and managed care plans are free to experiment 
broadly with strategies for reducing their costs by affecting the behavior of both enrollees and 
providers, whereas government programs generally focus only on the latter. A frequent 
shortcoming is the lack of rigorous independent evaluation of these private initiatives in terms of 
access, quality, and costs.  

                                                 
31Excellus BlueCross and BlueShield has established an enhanced reimbursement program for physicians trained to 
conduct more thorough advance care planning discussions for seriously ill patients. This program recognizes the 
amount of time needed for such discussions and the fact that more than a single discussion may be required. 
http://www.compassionandsupport.org/index.php/for_professionals/molst_training_center/provider_training.  
32One proposal would create a new Medicare option called “Medicare Essential.” This proposal would combine 
Medicare Parts A, B, and D and supplemental “Medigap” coverage to save costs, improve coordination of care, and 
promote shared decision making (Davis et al., 2013). Another proposal, developed by the Bipartisan Policy Center’s 
Health Care Cost Containment Initiative, would establish Medicare Networks as a more full-service alternative to 
ACOs (Daschle et al., 2013). A new Medicare Comprehensive Care program would be established under another 
major reform proposal, which also would seek to make Medicaid more “person-focused” (Antos et al., 2013). 
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One of the most promising initiatives coming out of the private sector—one that meets at 
least the first three principles on the above list—is concurrent care, a model that allows patients 
to receive hospice-like services and disease treatments at the same time. This model avoids the 
perceived “terrible choice” between conventional treatment and comfort measures. Examples of 
the concurrent care approach include the following: 

 
• Highmark, Inc. (Pittsburgh, Pennsylvania) has a program titled Advanced Illness 

Services: Enhancing Care at End of Life, which serves very ill Medicare Advantage 
beneficiaries who live at home, use outpatient department services, and wish to 
receive palliative care. Patients with an approximately 1-year prognosis receive up to 
10 mainly consultative home or outpatient visits by hospice or palliative care 
professionals concurrently with disease treatment.  

• Blue Cross Blue Shield of Michigan expanded hospice eligibility to patients with a 
life expectancy of up to 12 months rather than the usual 6, and permits concurrent 
care (BCBSM, 2009).  

• Kaiser-Permanente deploys an interdisciplinary in-home palliative care team to 
provide concurrent care. The team includes physicians, nurses, and social workers, 
supplemented as needed by chaplains (if desired); bereavement coordinators; home 
health aides; pharmacists; dietitians, physical, occupational, and speech therapists; 
and volunteers. A study of the impact of this model found that patients were satisfied 
with the care they received, and the likelihood of dying at home increased, while 
emergency department visits and hospitalizations declined. The result was 
significantly lower costs, after controlling for survival, age, severity of illness, and 
primary disease (Brumley et al., 2007).33 

• Sutter Health, based in northern California, has developed an Advanced Illness 
Management program to coordinate palliative care across settings, including 
hospitals, physician offices, and patients’ homes. The program also seeks to boost 
hospice utilization and duration. Initial evaluation results included improved 
satisfaction on the part of patients, families, and physicians, as well as substantial 
savings. In this program, African American and white patients were equally likely to 
choose hospice (Meyer, 2011). The Sutter approach retains fee-for-service 
reimbursement (AHRQ, 2013).  

• Aetna’s concurrent care model, which has been in place for about a decade, uses a 
comprehensive case management approach. Nurse care managers with special 
training in palliative care work with Medicare Advantage and commercially insured 
beneficiaries having a prognosis of about 12 months. They coordinate care, provide 
education and support, and help in symptom management. Beneficiary and family 
satisfaction is high. Hospice utilization was more than double for the case 
management group (70 percent) compared with a control group of patients 
(30 percent) (Spettell et al., 2009). Medical costs for people in the program were 

                                                 
33In this study, researchers found a strong trend toward shorter survival in the palliative care group (196 days versus 
242 days), potentially attributable to undetected problems with randomization between the palliative care and usual 
care groups, how patient preferences may have changed over time, or closer adherence to patient preferences in the 
palliative care group. This result is in conflict with other research indicating longer survival in palliative care 
programs (Temel et al., 2010; see Chapter 2), and further evaluation of the program model may be necessary to 
explain this finding.  
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approximately $17,161—22 percent less than costs for a matched historical control 
population ($22,030) (Krakauer et al., 2009).  

State Policies 

The committee did not review in detail opportunities for states to improve systems of care 
for people nearing the end of life. Clearly, however, state actions in a number of domains can 
affect the quality, availability, and costs of care for people with advanced serious illnesses and 
nearing death (Christopher, 2003). Many states have initiated coalitions to contribute to policy 
reform at the state level and have engaged in a variety of activities to improve clinical care, 
program administration, and professional education; increase access to quality end-of-life care; 
increase the proportion of people in the state who have engaged in advance care planning; and 
support a range of public policies to further these efforts. Twenty-four state and local coalitions 
were funded under the Robert Wood Johnson Foundation’s Community-State Partnerships to 
Improve End-of-Life Care program (RWJF, 2004). 

Other examples of state policies that can have a significant effect on end-of-life care 
include 

 
• rules affecting Medicaid eligibility and benefits; 
• rules governing state Medicaid managed care programs;  
• low Medicaid reimbursements that make it difficult for recipients to obtain physician 

care; 
• regulation and oversight of health facilities (nursing homes, hospice, home health 

programs, and hospitals), including certificate-of-need programs; 
• regulation of emergency medical services; 
• scope-of-practice laws that limit the roles and responsibilities of, for example, nurse 

practitioners;  
• programs and policies that support patients at home and their caregivers; 
• laws enabling Physician Orders for Life-Sustaining Treatment (POLST; see 

Chapter 3) or otherwise covering advance care planning; and 
• approaches to malpractice enforcement conveying the impression that providers must 

“do everything for a patient.” 
 
Although there is evidence that concerns about malpractice liability affect physician 

practices, including, for example, their adherence to patients’ advance directives (see Chapter 3), 
some physicians’ anxiety about being sued may not be based in fact. A Congressional Budget 
Office study estimated that broad malpractice reforms would reduce national health care 
spending by only 0.5 percent (CBO, 2009). To encourage physicians to honor informed patient 
and family preferences for care at home, states could establish “safe harbors” protecting 
clinicians from liability in cases in which unwanted treatments are avoided in accordance with 
advance care plans. In general, fear of malpractice litigation should not be a compelling practical 
reason to refuse to honor patients’ preferences. Family lawsuits against physicians who honored 
a patient’s preference for less aggressive care are virtually nonexistent (Meisel, 2013), and to the 
contrary, are most likely to occur when a patient or family does not feel respected or heard by a 
physician. 
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THE NEED FOR GREATER TRANSPARENCY AND ACCOUNTABILITY 

The IOM report HHS in the 21st Century (IOM, 2009) includes the recommendation that 
the agency improve accountability, which the report describes as requiring a systematic approach 
encompassing the establishment of critical, measurable goals and clear lines of responsibility; 
regular reporting and assessment to gauge progress; and corrective action as needed. The report 
suggests that this management approach is relevant across HHS, within a framework that defines 
who is accountable to whom and for what purpose. At no time is attention to these tasks more 
important than when a fundamental overhaul of policy has been initiated, as has occurred with 
the passage and implementation of the ACA. 

As this chapter has shown, past policy initiatives embedded in Medicare, Medicaid, and 
other federal programs have had many unintended negative consequences—mainly in the forms 
of perverse and misaligned incentives and uncoordinated services—that have hampered high-
quality care for people who have advanced serious illnesses and are nearing the end of life. A 
time of change is a time to attempt to do better—to establish whether the system is providing 
value for current patients and to support continued improvements in care for patients in the 
future. The urgency of undertaking this effort rests on the confluence of three major trends 
impelling change: the rising complexity and fragmentation of modern health care, unsustainable 
cost increases, and outcomes that do not reflect the system’s potential (IOM, 2013b). 

The concept of value reflects a relationship between quality and costs. A high-value 
health care intervention is one that is that markedly improves quality at low cost (for example, 
immunizations). A low-value intervention is one that is of little to no benefit (or even harmful) 
and is high cost. In the current context, it is clear that recurrent hospitalizations for nursing home 
residents with advanced dementia are of low value. Improving value in health care is of growing 
importance to federal and state policy makers in light of the demonstrably poor quality of care 
despite high Medicare, Medicaid, and other health care expenditures.  

Value improvement for clinicians often means having diagnostic and treatment tools and 
strategies that increase confidence in the effectiveness of their services. To communities and 
employers, improving value may mean keeping workers who are family caregivers and their care 
recipients healthier and more productive at lower cost, freeing up funds for infrastructure, 
education, and other important community activities. And for patients and families, improving 
value often involves helping them avoid bankruptcy and meeting their personal goals for care 
and for living as independently as possible, even with a serious chronic condition (IOM, 2010b). 
The value of a particular service or program also is important to these groups because spending a 
great deal on one form of care may leave few resources for other services or programs that might 
be more beneficial.  

Although different actors in the health care system define value differently, the 
fundamental calculus for value in health care is the health outcome achieved per dollar spent to 
achieve it: 

 
If all [health] system participants have to compete on value, value will improve 
dramatically. As simple and obvious as this seems to be, however, improving 
value has not been the central goal of the participants in the system. The focus 
instead has been on minimizing short-term costs and battling over who pays what. 
The result is that many of the strategies, organizational structures, and practices of 
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the various actors in the system are badly misaligned with value for the patient. 
(Porter and Teisberg, 2006, p. 4).  
 
Many health policy experts are comfortable speaking in terms of benefit-cost ratios, cost-

effectiveness, and comparative effectiveness, but clinicians usually are not trained to think in 
these terms.34 Simply making clinicians more aware of the cost implications of their clinical 
recommendations for individual patients may be unlikely to affect their decision making without 
addition support from clinical guidelines that incorporate a value perspective (Ubel et al., 2012).  

In the context of value and the desire of policy makers, professionals, and the public to 
close the gap between the health system’s potential performance and its current shortcomings, 
“accurate, reliable, and valid measurements are a prerequisite for achieving and assessing 
progress in areas such as improving the quality of health care delivered to patients, reporting on 
the status of the health care system, and developing payment policies and financial incentives 
that reward improvement” (IOM, 2013c, p. 2). In general, “quality measures provide objective 
descriptors of the consequences of care and transform the nebulous concept of ‘good medicine’ 
into a measurable discipline” (IOM, 2013d, p. 7-2). A number of important quality measures 
relevant to end-of-life care already exist, as discussed in Chapter 2. The National Quality 
Measures Clearinghouse contains almost 200 measures coded as related to end-of-life care. 
Despite the number and scope of the existing measures relating to palliative and end of life care, 
there remain important omissions and limitations to existing measures. Most of the listed 
measures are either disease- or setting-specific; good measures that apply to the highest-cost, 
highest-risk individuals—those with multiple chronic conditions and/or functional decline who 
receive care across many settings—are lacking. Few of these quality measures, however, have 
been integrated into CMS’s value-based purchasing programs, so they as yet have no role in 
improving care. It would be valuable to assess other ways, aside from value-based purchasing, of 
effecting improvements in care, as well as the extent to which CMS’s value-based purchasing 
programs improve care. Public reporting mechanisms for quality measures related to end-of-life 
care would be useful as well.  

Improving the quality of care for Americans nearing the end of life, then, will require the 
development and implementation of new measures that, for example, 

 
• are more patient-oriented and include population groups with multiple conditions 

receiving care across multiple settings; 
• include demographic groups that are typically underserved; 
• measure quality for a broader spectrum of patients, including people enrolled in 

Medicare Advantage, Medicaid managed care, and hospice and those residing in 
nursing homes; 

• take into account a broader array of patient and family needs, particularly those 
related to the supporting services discussed in this chapter; 

• measure the adequacy of support for informed choice by patients and families; 
• enable assessment of system performance with respect to advance care planning, 

shared decision making, and provision of spiritual support, all now defined variably 
across programs and research efforts; 

                                                 
34The “quality-adjusted life-years” (QALY) metric commonly used to assess the benefits of an intervention must be 
used with care in the end-of-life context (Yang and Mahon, 2011, p. 1197). 
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• track whether care provided accords with patients’ values, goals, and informed 
preferences; and 

• capture the full array of costs of care near the end of life, including out-of-pocket 
expenditures and those associated with informal caregiving.  

 
Prioritization among existing and new quality measures and indicators is likely to be an 
important future endeavor (Meltzer and Chung, 2014).  

RESEARCH NEEDS 

Learning health care organizations generate and use accurate, timely, and up-to-date 
evidence that helps ensure that patients receive the care they need when they need it (IOM, 
2007). System learning can take place—and is needed—at the level of the individual clinical 
practice, the health care institution, the payer, and various levels of government, from entities as 
small as a neighborhood health center to those as large as CMS. The measures described above 
are essential for conducting research that can provide actionable feedback to clinicians, payers, 
and managers and create a learning health care organization.  

In advocating more effective and meaningful efficiency measures and incentives, 
Neuberg (2009, p. 132) says, “It is not sufficient to simply reward savings and hope that quality 
and outcomes are maintained.” With good measures of quality of care for people nearing the end 
of life, important research questions such as the following can be answered: 

 
• How can models of end-of-life care whose effectiveness has been demonstrated be 

diffused and adopted more widely? 
• Do the savings in hospital costs achieved by palliative care hold true for total health 

care costs? Do they do so if supporting services are added to the mix? 
• How are changes in the organization and financing of the health care system affecting 

the nature, quality, and costs of care for patients near the end of life? Are there 
unintended negative consequences, and especially, has the risk of undertreatment 
increased? 

• What are the out-of-pocket expenses, costs, and economic impact for caregivers for 
people near the end of life, and what supporting services could help minimize and 
manage those costs? 

• How can geographic variation in intensity of services be reduced to promote access to 
the best care without under- or overtreatment? 

• What are the experiences of patients with advanced serious illnesses enrolled in 
Medicare Advantage and Medicaid managed care programs, and how do they 
compare with those of patients having fee-for-service coverage? 

• What meaningful-use criteria relating to end-of-life care need to be developed so that 
emerging electronic health records will collect adequate data on this care? 

• What are the most effective ways to tailor and target support services to specific 
patients and families to meet both their evolving needs and the requirement for 
program sustainability? 

• How can patients, families, and the public best contribute to decisions about the 
design of end-of-life services, and are their views taken into account? 
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• Why is the risk for a malpractice action still feared by some clinicians when it is so 
low? 

 
Moving forward in these areas will require efforts beyond what the ACA has 

accomplished. In some unintended ways, the ACA may even worsen care for people with serious 
advanced illnesses if it launches demonstrations involving bundled payments for discrete 
episodes of care without integrating long-term services and supports, or if it focuses on 
transitional care programs that are hospital-centric rather than truly community based (Naylor 
et al., 2012). 

Health services research is needed to help organizations learn how to effect better 
transitions between hospitals; post-acute care settings, especially nursing homes; and homes. For 
example, it would be useful to determine the relative contribution of financial incentives, 
communication gaps, and resource shortages to the care provided to nursing home residents with 
dementia and to the causes of multiple hospitalizations for preventable conditions. 

Other areas worthy of serious investigation that would directly benefit health care 
organizations, as suggested by the discussion in this chapter, would document the contribution of 
supporting services to quality care, and reimbursement approaches that support palliative care at 
home and in the hospital with full continuity between them. Benefiting patients, families, and 
providers would be research on approaches for attracting more members of vulnerable minority 
populations to hospice and ways to improve services for dual-eligible people. 

Because of the profound realignment in the U.S. health care system currently under way, 
meaningful research is needed that is both timely and actionable. Such research can identify 
important modifications and refinements to these evolving financial and organizational strategies 
before they become firmly established and more difficult to change. The growing availability of 
data from electronic health records should facilitate these research efforts. 

Finally, information about key end-of-life measures and the results of research need to be 
made broadly available so that all interested parties can learn from them; can maintain 
accountability; and can maximize efforts to ensure that end-of-life care is compassionate, high-
quality, and affordable for all. 

FINDINGS, CONCLUSIONS, AND RECOMMENDATION 

Findings  

This study yielded the following findings on policies and payment systems to support 
high-quality end-of-life care. 

Fundamental Redesign of Medicare and Medicaid 

Incentives under fee-for-service Medicare result in more use of services (hospital days, 
intensive care, emergency care), more transitions among care settings that are a burden on 
patients, and late enrollment in hospice, all of which jeopardize the quality of end-of-life care 
and add to its costs. In addition, payment silos contribute to fragmentation of care, hinder 
coordination across providers, and encourage inappropriate utilization (Teno et al., 2013; Aragon 
et al., 2012; Davis et al., 2012; Segal, 2011; Gozalo et al., 2011; Grabowski and O’Malley, 
2014). 
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Integration of Health Care and Social Services 

Evaluations of programs that integrate health care and long-term social services indicate 
that the additional supports may reduce hospitalizations and health care costs while improving 
enrollees’ quality of life. What makes such programs financially sustainable is an appropriate 
reimbursement level, along with careful targeting of services to individuals at highest risk of 
health care utilization (including hospitalization and nursing home placements) and tailoring of 
the services to individual/family needs as they evolve over time. Successful existing models need 
to be implemented more widely (Brown and Mann, 2012; Brown et al., 2012; Senate 
Commission on Long-Term Care, 2013; Unroe and Meier, 2013). 

Expansion of Palliative Care 

Palliative care interventions, including hospice, are effective in improving important 
patient outcomes, providing care more consonant with most patients’ and families’ informed 
preferences, and potentially reducing the costs for both public and private payers by avoiding 
unnecessary hospitalizations and use of intensive care. Changes throughout the health care 
system are needed to increase incentives for providing comprehensive palliative care (Gade 
et al., 2008; Brumley et al., 2007; Morrison et al., 2008, 2011; Penrod et al., 2010; Rabow et al., 
2013; Meyer, 2011; Krakauer et al., 2009). 

Increased Transparency and Accountability 

Changes in the payment system under the ACA, as well as any future changes 
specifically affecting Americans nearing the end of life, need to be carefully monitored for their 
effects—intended and unintended—on this highly vulnerable population. To this end, relevant 
quality standards and actionable measures are needed (IOM, 2013b,c; Naylor et al., 2012). 

Conclusions 

At present, the U.S. health care system is ill designed to meet the needs of patients near 
the end of life and their families. The system is geared to providing acute care aimed at curing 
disease, but not at providing the comfort care most people near the end of life prefer. The 
financial incentives built into the programs that most often serve people with advanced serious 
illnesses—Medicare and Medicaid—are not well coordinated, and the result is fragmented care 
that increases risks to patients and creates avoidable burdens on them and their families. From a 
system perspective, fragmented, uncoordinated care and unwanted and unnecessary acute care 
services—which in the current system constitute “default care”—are extremely costly. At the 
same time, many of the practical, day-to-day social services that would allow people near the end 
of life to live in safety and comfort at home, where most prefer to be, such as caregiver training 
and support, meals and nutrition services, and family respite, are not easily arranged or paid for. 
The palliative care model and other care models that integrate health and social services, when 
properly implemented, may improve quality of care, reduce the use of expensive services, and 
potentially help stabilize and even reduce increases in health care costs for people near the end of 
life. 

Many aspects of the U.S. health care system are changing, and these and future changes 
may have both beneficial and unintended negative consequences for Americans of all ages near 
the end of life. For that reason, efforts to ensure the transparency and accountability of the 
programs that serve this population will need to be scrupulously monitored. Much can be learned 
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from existing successful programs and care delivery models—such as palliative care—that merit 
rapid expansion.  

Recommendation 

Federal, state, and private insurance and health care delivery programs should integrate the 
financing of medical and social services to support the provision of quality care consistent with 
the values, goals, and informed preferences of people with advanced serious illness nearing the 
end of life. To the extent that additional legislation is necessary to implement this 
recommendation, the administration should seek and Congress should enact such legislation. In 
addition, the federal government should require public reporting on quality measures, outcomes, 
and costs regarding care near the end of life (e.g., in the last year of life) for programs it funds or 
administers (e.g., Medicare, Medicaid, the Department of Veterans Affairs). The federal 
government should encourage all other payment and health care delivery systems to do the same. 

 
Specifically, actions should 
 
• provide financial incentives for 

− medical and social support services that decrease the need for emergency room and acute 
care services,  

− coordination of care across settings and providers (from hospital to ambulatory settings as 
well as home and community), and 

− improved shared decision making and advance care planning that reduces the utilization 
of unnecessary medical services and those not consistent with a patient’s goals for care; 

• require the use of interoperable electronic health records that incorporate advance care 
planning to improve communication of individuals’ wishes across time, settings, and 
providers, documenting (1) the designation of a surrogate/decision maker, (2) patient values 
and beliefs and goals for care, (3) the presence of an advance directive, and (4) the presence 
of medical orders for life-sustaining treatment for appropriate populations; and  

• encourage states to develop and implement a Physician Orders for Life-Sustaining Treatment 
(POLST) paradigm program in accordance with nationally standardized core requirements. 

 
Medical and social services provided should accord with a person’s values, goals, informed 
preferences, condition, circumstances, and needs, with the expectation that individual service 
needs and intensity will change over time. High-quality, comprehensive, person-centered, and 
family-oriented care will help reduce preventable crises that lead to repeated use of 911 calls, 
emergency department visits, and hospital admissions, and if implemented appropriately, should 
contribute to stabilizing aggregate societal expenditures for medical and related social services 
and potentially lowering them over time.   
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