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Abstract Medicare was originally designed to protect beneficiaries from the financial burden
of acute episodes of illness. As lifespans lengthen, Medicare must adapt to serve beneficiaries
with substantial long-term physical or cognitive impairment who need personal care assistance.
These beneficiaries often incur high out-of-pocket costs for Medicare-covered services as well
as home and community care not covered by Medicare. This latter category of care is often key
to continued independence. To improve Medicare’s capacity to serve such beneficiaries, and to
prevent unnecessary institutionalization, this issue brief, one in a series on Medicare’s future
challenges, proposes a complex care benefit option that would include home and community
services, and describes how it might be structured to balance the goals of improving care for

beneficiaries and ensuring affordability.

BACKGROUND

Analysts of the Medicare program have long noted that it does a poor job serving those
with multiple chronic illnesses. Most conspicuous is its lack of coverage for home-
and community-based services, which enable seniors with complex conditions to live
independently.

While home- and community-based services are covered through state
Medicaid programs, less than a third of Medicare beneficiaries with complex care
needs are covered by Medicaid (the so-called dual eligibles). Low- and modest-income
Medicare beneficiaries not covered by Medicaid face significant obstacles—financial
and otherwise—to obtaining these services. Even beneficiaries who can afford to pay
out of pocket for noncovered services can find it challenging to identify reliable, com-
petent personal care providers. Physicians, nurses, and other traditional health care
providers often cannot make knowledgeable recommendations about community
services, such as senior day care centers, support for caregivers, or other personal care
providers. This can even be true for individuals in Medicare Advantage Special Needs
Plans (Medicare managed care plans that cover dual eligibles and facilitate coordina-
tion with Medicaid benefits), unless the contracting entity offers its enrollees a highly
coordinated program.

Medicare has tried an array of approaches to delivering care more effectively
to high-risk Medicare beneficiaries, with mixed results. Although the proportion of

beneficiaries requiring complex care for multiple conditions is relatively small—an
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This is the last of four briefs in The Commonwealth Fund's Medicare at 50 Years series that explore
the key issues confronting the Medicare program and policy options for addressing them. The first brief
discussed the potential of value-based payment to improve beneficiary care and achieve savings; the
second outlined policy options for modernizing Medicares benefits and limiting costs for low-income
beneficiaries; and the third assessed how projections of future program costs have changed since 2000
and how legislative reforms have affected the sources and levels of Medicare financing.

estimated 17 percent—care provided to this group accounts for 32 percent of Medicare spending on
noninstitutionalized beneficiaries. Figuring out how to improve benefits for this population could
have a positive impact on the entire Medicare program and on overall costs.

A new complex care benefit option for Medicare beneficiaries could improve patient and
caregiver experience, help beneficiaries continue living at home, and reduce burdens on families who
now try to patch together the resources needed to pay for care. One challenge is how to design a pay-
ment structure for a broader set of services that appropriately rewards providers of home and commu-
nity care, thus helping to spread successful models of care more broadly.’

This issue brief describes the characteristics and needs of Medicare beneficiaries who require
complex care, the goals of a new benefit option that could be made available to this population, and a

proposed structure that would both improve care and achieve savings.

COMPLEX BENEFICIARIES AND THEIR NEEDS
Medicare beneficiaries meet our definition of “complex care beneficiaries” if they live at home or in
the community, are not long-term residents of an institution such as a nursing, residential care, or

assisted living facility, and have one or both of the following characteristics:

e Significant impairment in physical functioning—some difficulty with two or more activities
g p phy: g

of daily living, such as eating or bathing.

*  Severe impairment in cognitive functioning (based on a summary cognitive impairment score
covering immediate and delayed word recall, counting, naming, and vocabulary tasks), a self-
reported diagnosis of Alzheimer’s or dementia, or the inability to complete the Health and

Retirement Survey Questionnaire because of poor comprehension.

About 9 million Medicare beneficiaries meet this definition (Exhibit 1), of which 30 percent are eli-
gible for Medicaid and about 32 percent are living below 200 percent of the federal poverty level but
not covered by Medicaid (Exhibit 2).> This latter group is most at risk for being unable to pay for
home and community services directly out-of-pocket, exhausting their limited savings, and entering a
nursing home. where they can qualify for Medicaid after a short period.

In 2010, Medicare’s mean payment for complex-needs beneficiaries was $13,188, compared
with the mean payment of $5,754 for noncomplex beneficiaries (Exhibit 3). Out-of-pocket spend-
ing was also higher for the complex-needs group, with average annual spending at 17 percent of their
income versus 7 percent for beneficiaries without complex needs. The spending gap between the two
groups widens among beneficiaries who live below 200 percent of the federal poverty level but do not

qualify for Medicaid.
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Exhibit 1. Beneficiaries with Complex Care Needs,
Based on Eligibility Criteria

Physical limitations only
10%

No complex care needs
83%
Cognitive limitations only
4%

Both physical and cognitive limitations
3%

Note: n=12,549.
Source: Roger C. Lipitz Center for Integrated Health Care, Johns Hopkins Bloomberg School of Public Health, based on Health and Retirement

Survey, 2010.

Exhibit 2. Income Distribution of Beneficiaries with Complex Care
Needs and Those Without, Across Income and Insurance Categories

H Dual eligibles M <200% FPL H >200% FPL

No complex care needs Complex care needs

Notes: FPL refers to federal poverty level. No complex care needs: n=9,279. Complex care needs: n=1,972.
Source: Roger C. Lipitz Center for Integrated Health Care, Johns Hopkins Bloomberg School of Public Health, based on Health and Retirement

Survey, 2010.
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Exhibit 3. Mean (Median) Annual Medicare and
Out-of-Pocket Spending for Community-Dwelling
Traditional Medicare Beneficiaries, 2010

Average annual Medicare spending

All Medicare No complex care needs | Complex care needs
(n=10,638) (n=8,836) (n=1,802)

All Medicare $7,013 ($1,140) $5,754 ($978) $13,188 ($3,137)
Dual eligibles $11,058 ($2,491) $8,358 ($1,706) $15,268 ($5,097)
<200% FPL $5,360 ($710) $4,404 ($627) $8,965 (51,115)

>200% FPL $5,427 ($1,010) $4,652 ($940) $11,536 ($2,280)

Average annual out-of-pocket spending as a percentage of household income

All Medicare No complex care needs | Complex care needs
(n=7,989) (n=6,767) (n=1,222)

All Medicare 8.35% (2.15%) 6.73% (1.98%) 17.26% (3.73%)
Dual eligibles 6.52% (2.35%) 6.13% (2.19%) 7.31% (2.63%)

<200% FPL 21.06% (4.06%) 16.79% (3.86%) 38.62% (5.50%)
>200% FPL 3.60% (1.70%) 3.23% (1.59%) 6.70% (3.35%)

Note: Out-of-pockets costs are based on a two-year period and recalculated for annual average estimates. Household income includes
respondent and spouse only. Dual eligibles qualify for Medicare and Medicaid. FPL refers to federal poverty level.

Source: Roger C. Lipitz Center for Integrated Health Care, Johns Hopkins Bloomberg School of Public Health, based on Health and
Retirement Survey, 2010, matched with Medicare records.

WHY MORE COMPREHENSIVE BENEFITS ARE NEEDED FOR
COMPLEX CARE

Medicare provides better coverage (with less cost-sharing) for higher levels of care, and more restricted
coverage for lower levels of care such as skilled nursing or outpatient therapy (which are subject to
relatively low, arbitrary limits) and home health care (for which patients must meet criteria such as
being homebound and requiring care of skilled nurses). In addition, some social services that might
be essential for patient care, quality of patient experiences, and independent functioning are not cov-
ered by Medicare if they are not deemed medical in nature and intended to meet acute care needs.

Medicare does not provide an opportunity to substitute home and community care for more
costly medical care, nor does it support models of delivery that employ both home care and acute
care, such as the Hospital at Home model of care.” Consequently, the handoff from one setting (such
as a hospital) to another (like home health) is awkward at best. Medical records do not follow the
patient between settings, so needs assessments must be repeated in each setting. In addition, profes-
sionals in one setting are generally poorly informed about care plans in the next round of care. The
patient and his or her caregiver face a bewildering array of choices at a time when the pressures of a
health crisis can reduce the ability to make good decisions.

Given these realities, there is a threefold rationale for providing home and community care
services such as personal care, senior day care, and caregiver training and support to a targeted group

of beneficiaries with complex care needs:

*  The cost of such services represents a major financial burden on beneficiaries with

modest incomes.
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*  Without better support in the home, complex beneficiaries are more likely to require long-
term institutional care, eventually qualifying for Medicaid and increasing long-run federal

and state Medicaid expenditures.

*  Even higher-income individuals often lack information about and assistance with obtaining
high-quality, coordinated home and community services that are tailored to fit their needs
and circumstances; such individuals could benefit from a new complex-care benefit even if

they must pay the full actuarial cost.

The Long-Term Care Commission and numerous research studies have confirmed these observa-
tions.* Moreover, the U.S. lags other countries in addressing the issue. Denmark, for example, made
a major commitment to home care and preventing nursing home placement in 1987, leading to a
major shift in long-term care expenditures away from institutional care.” The Canadian province of
Ontario just launched a major expansion of home care.® And the Dutch have implemented innova-
tive models of self-directed nursing care for home care residents that include both skilled nursing care

and personal care services.”

PREVIOUS EFFORTS TO IMPROVE COMPLEX CARE

The needs of this vulnerable population are broad, and so is the range of approaches to meeting those
needs. Past efforts have generally shared two primary goals: 1) to prevent or delay admission to a
nursing home by improving care provided in the home or community, and 2) to improve coordina-
tion across acute and long-term care needs.® Two major obstacles currently challenge these goals. One
is the difficulty of paying for and coordinating nonmedical services and personnel.” The other is the
lack of financial incentives for all those participating to reduce use of services, including long-term
nursing home care.

Past demonstration projects, such as Care Management for High-Cost Beneficiaries and the
Medicare Coordinated Care Demonstration (MCCD), have focused on specific chronic conditions,
disease management, and care coordination rather than on functional and cognitive limitations and
in-home services.'” In fact, MCCD specifically excluded people with cognitive limitations. The same
holds for states participating in the Center for Medicare and Medicaid Services’ State Innovation
Models (SIM) initiative."" While the Arkansas SIM program does target Medicaid beneficiaries with
complex needs, it is designed to provide performance-based payments tied to the level of care coor-
dination achieved. The Oregon model, meanwhile, creates “coordinated care organizations” to assist

those with complex conditions.

ENVISIONING A NEW COMPLEX CARE NEED BENEFIT

Our approach to a complex care benefit is guided by the fact that most older adults with complex
care needs have significant out-of-pocket costs for essential noncovered services and are often at risk
of institutional placement. As envisioned, the benefit would target beneficiaries with physical or cog-
nitive impairment or those who experience serious difficulty navigating multiple sources of acute care

and social services.
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Coordinate Complex Care. A new entity, which we call a complex care organization
(CCO), would form the backbone of the new complex care benefit. Similar to accountable care orga-

nizations (ACOs), CCOs would have a strong primary care foundation. They would:

*  deliver a comprehensive range of health care services, including in-home care;
* develop individualized care plans in consultation with each beneficiary;

* provide care management services;

*  coordinate all care patients receive; and

* ensure that care is both appropriate and of high quality.

As with ACOs, participating providers would be eligible for a share of the health care savings gen-
erated from the expected reduction in nursing home placements. CCOs also would be eligible to
receive the new chronic care coordination fees that Medicare began offering to primary care providers
in January 2015."

In addition, financial support would be made available to caregivers, whether they are family
members or friends—who provide the lion’s share of personal services for patients at home—or hired
professionals. While family and friends are likely to be preferred by the patient in most instances,
many beneficiaries will not have access to a network of family caregivers. Further, caregiver burnout is
a well-established phenomenon; at some point, paid support is likely to be needed to relieve the bur-
den on family caregivers.

Cover Nonmedical Services That Support Independence. Additional nonmedical services
would be offered to support independent living, including personal care assistance and respite care.
Services such as meal support, medication reminders, and interventions to evaluate and address safety
in the home could reduce falls or medication mishaps that often lead to preventable hospital admis-
sions and expensive follow-up care. In some states, these and similar services are already available to
dual eligibles through Medicaid, but not to those who are not impoverished enough to be covered by
Medicaid.

Ensure Flexibility. Medicare benefits are very prescriptive and involve myriad regulations
and limitations. Although these are intended to prevent coverage abuses, they also can be barriers to
needed care, at times doing more harm than good. To serve the needs of the complex-care population
effectively, flexibility is essential. Therefore, in our approach benefits would be creatively bundled and
tailored to specific needs.

Base Cost-Sharing on Income. Cost-sharing would be affordable and based on the ability to
pay, with larger subsidies provided to beneficiaries with low and moderate incomes. Affordable cost-
sharing is particularly important for those with modest incomes, whose resources may be too high to
qualify for Medicaid but are insufficient to pay for the additional services that support independent
living.

All of the above goals must be developed within a realistic context: A broad expansion of ser-
vices even for the most needy of Medicare beneficiaries is likely not feasible in the current fiscal and
political climate. A well-designed benefit with reasonable limits on spending for additional services,
but with better coordination of care and more support for independent living, would lead to savings
elsewhere in Medicare and Medicaid. As an example, the Maximizing Independence at Home model
of care, which supports people with Alzheimer’s and other forms of dementia, has reduced or delayed

nursing home placement by an average of 110 days, yielding savings of $26,000 over three yf:ars.13
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Of course, even a careful and frugal approach to improving services for beneficiaries could
lead to higher costs. Policymakers need to be assured that these changes are well managed and not
simply opening Medicare to substantial new costs. Requiring higher-income beneficiaries to finance
most of the cost of their services through premiums or copayments, and setting affordable copay-

ments for modest-income beneficiaries, would further limit government outlays.

Advantages and Vulnerabilities

One advantage of covering home and community care through the complex care organizations we
envision is that CCOs could relax the sometime arbitrary rules that currently govern the providers of
these services. In place of these rules, more meaningful quality standards, such as achieving patient
satisfaction goals and demonstrating the effectiveness of their care, could be created. For example, by
combining outpatient rehabilitation and home health rehabilitation service, CCOs might be able to
meet patients’ needs better and eliminate some of the restrictions on providers of these services. What
is not yet known is whether this would result in genuine cost savings—particularly to the extent that
there are currently substantial unmet needs.

There is also the possibility that CCOs would have an incentive to skimp on care, or place
undue burdens on family caregivers, if they were at risk for the full cost per person. One possible safe-
guard is to have the CCO share risk with Medicare, rather than bear full financial risk. Mandatory
reporting on quality of care, including data on beneficiary and family caregiver experiences, also
would help in this regard.

Another concern is that paid in-home care would substitute for family caregiving. But
income-based cost-sharing would likely temper demand for in-home paid services. A reduced cash
allowance also could be made available to families able and willing to directly provide services in lieu

of formal paid in-home care.

DETERMINING ELIGIBILITY AND EXPANDING SERVICES

Clear and carefully considered eligibility requirements are a necessity. Policymakers would need
to decide which functional limitations would qualify, which in-home and community services are
needed in combination with more traditional medical care to optimize independence and health, and
under what conditions beneficiaries could move in and out of the benefit. For instance, a transient ill-
ness may require a temporary enrollment in the CCO.

Just as CMS is now implementing and monitoring the impact of ACOs, it also could under-
take demonstrations of CCOs. These pilots would generate evidence on: which beneficiaries stand
to gain the most from a complex care benefit; the qualifications an organization needs to serve as a
CCO; the types of services that CCOs should offer; the benefit’s effects on quality of care and health
outcomes; and cost impact.14

The structure of beneficiaries” financial incentives must be carefully considered as well. Two
goals must be balanced: helping beneficiaries avoid the devastating financial burdens that complex ill-
ness or frailty often bring about, and preventing excessive reliance on paid services. Incentives should
be geared to maintaining beneficiaries in a home setting at an affordable cost. In determining who
should qualify for benefits and what the level of benefits should be for beneficiaries in different situa-
tions, the role of caregivers must be addressed. Beneficiaries without a family support system are most
likely to be at risk. But even when family members are available as caregivers, they should be sup-

ported in that role.
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CONCLUSION

Cost, potential savings, financing, eligibility criteria, quality of care, and patient experience—these
are some of the critical issues that must be explored and addressed to move forward with a Medicare
complex care benefit. Accelerated testing of the CCO concept is important, however, and should
begin soon. With more than 10,000 Americans turning 65 every day, the need for services to care

for Medicare beneficiaries with complex needs will grow markedly over the coming decade. Devising
affordable, high-quality programs that can allow these individuals to remain at home both raises over-
all quality of life and potentially reduces spending on institutional care. Each is a worthy goal; com-

bined, they create a powerful incentive for progress.
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Insurance John Heinz Dissertation Award, the AcademyHealth Article-of-the-Year Award, and
the HCUP Most Outstanding Article Award. Her primary methodological interests include com-
bining clinical and econometric approaches to answer questions in medical and health econom-
ics, with an emphasis on surgery, cognition, end-of-life care, and Medicare policy. Dr. Nicholas
received her Ph.D. in 2008 from Columbia University and was a National Institute on Aging

postdoctoral fellow at the University of Michigan.

Cathy Schoen, M.S., is the executive director of The Commonwealth Fund Council of
Economic Advisors. She is the former senior vice president for Policy, Research, and Evaluation
at The Commonwealth Fund, as well as the former research director of the Fund’s Commission
on a High Performance Health System. Previously, Ms. Schoen was on the research faculty of the
University of Massachusetts School of Public Health and directed special projects at the UMass
Labor Relations and Research Center. During the 1980s, she directed the Service Employees
International Union’s research and policy department. Earlier, she served as staff to President
Carter’s national health insurance task force. Prior to federal service, she was a research fellow at
the Brookings Institution. She has authored numerous publications on health policy and insur-
ance issues, and coauthored the book Health and the War on Poverty. Ms. Schoen holds an under-
graduate degree in economics from Smith College and a graduate degree in economics from Boston

College.

Karen Davis, Ph.D., is the Eugene and Mildred Lipitz Professor in the Department of Health
Policy and Management and director of the Roger C. Lipitz Center for Integrated Health Care
at the Bloomberg School of Public Health at Johns Hopkins University. Dr. Davis has served
as president of The Commonwealth Fund, chairman of the department of Health Policy and
Management at The Johns Hopkins Bloomberg School of Public Health, and deputy assistant
secretary for Health Policy in the U.S. Department of Health and Human Services. She also
serves on the board of directors of the Geisinger Health System and Geisinger Health Plan. Dr.

Davis received her Ph.D. in economics from Rice University.

Editorial support was provided by Ann B. Gordon.
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