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Executive Summary

This final report, together with its appendices, is submitted in fulfillment of Act 224,
Session Laws of Hawaii 2008, as amended. Act 224 created a long-term care commission to
conduct a comprehensive assessment of Hawaii’s long-term care system and to recommend
changes. Long-term care includes helping people unable to perform daily activities, such as
getting dressed, bathing, preparing meals or eating, or taking medications, over an extended
period of time. Providers of long-term care include nursing homes, residential care facilities,
adult day care centers, and home care agencies. A commission of 15 voting and 5 nonvoting ex
officio members was constituted as required by the Act. Although long-term care affects people
of all ages and includes people with intellectual and developmental disabilities, the Commission
focused on long-term care for older people.

The Problem of Long-Term Care

The long-term care system in Hawaii is broken. Long-term care is expensive and beyond
the financial reach of most people. Medicare and private health insurance does not cover long-
term care and few people have private long-term care insurance. As a result, if they need
extensive long-term care, they must pay out of pocket and if their resources have been depleted,
they must turn to the means-tested Medicaid program. Moreover, although progress has been
made in recent years with the implementation of the Medicaid Quest Expanded Access program,
the financing and delivery system is highly skewed toward institutional care, even though people
want to stay in their own homes. Finally, responsibility for long-term care is spread over several
state agencies, leaving policy fragmented without a unifying vision.

Most importantly, the aging of the population guarantees that there will be a much greater
need for long-term care in the future than there is now. Between 2007 and 2030, the population
aged 85 and older, which has the greatest need for long-term care, will increase by almost two
thirds. There is no way to provide services for this population without additional sources of
financing; it is impossible to serve two-thirds more people within the same level of government
spending. Either government will need to spend substantially more for long-term care or other
sources of financing will need to be found. To date, little has been done in Hawaii or nationally
to plan for this eventuality. The issue of long-term care financing was the focus of the
Commission’s deliberations.

Commission Recommendations

The current system of financing, organizing, and delivering long-term care satisfies
almost no one. The specific reform goals the Commission adopted to guide its deliberations are
presented in Exhibit ES 1.

The Hawaii Long-Term Care Commission developed recommendations on public
awareness and education, private and public financing, the organization of state administrative
responsibilities for long-term care. These recommendations are summarized in Exhibit ES-2.



Exhibit ES-1. Goals of Reform

e Increase public awareness of long-term care through education

e Treat the risk of needing long-term care as a normal life risk

e Protect against catastrophic out-of-pocket costs

e Prevent dependence on welfare in the form of Medicaid

e Improve access to long-term care services

e Make the long-term care system more responsive to consumers

e Change the balance of institutional and home and community-based care
e Ensure that long-term care reforms do not increase inequality

o Design an affordable system, both to the individual and to government, that will bring additional funds into
long-term care

Exhibit ES-2. Summary of Commission Recommendations

e Conduct a long-term care education and awareness campaign

e Do not enact tax incentives for the purchase of private long-term care insurance

e Encourage life insurance as a source of private long-term care funding

e Support funding for Kupuna Care

e Establish a limited, mandatory public long-term care insurance program in Hawaii

o Reform the regulation of domiciliary care facilities, including Adult Residential Care Homes, Extended Care
Adult Residential Care Homes, Community Care Foster Homes, and Assisted Living Facilities, and nursing
homes

e Consolidate Hawaii state departments responsible for long-term care into a single agency or department to
improve accountability, efficiency, and policy coordination

e Strengthen Aging and Disability Resource Centers and expand their role

Conduct a Long-Term Care Education and Awareness Campaign

Recommendation: The State of Hawaii should conduct a long-term care education and
awareness campaign, with the goal of making people aware of their risks of long-term care, their
current financing and delivery options, and the implications for Hawaii of the aging of the
population. The main objective of this public education campaign is to educate people about
their risks of long-term care and to motivate people to begin planning for how their and their
families’ potential long-term care needs will be met. The education campaign should be
administered by the Hawaii Executive Office on Aging and should be adequately funded by the
legislature.

Most people know little about long-term care and some of what they “know” is wrong.
For example, in a recent 2011 survey of AARP members in Hawaii, 29 percent of respondents
said that they expected Medicare to pay for their long-term care if needed. Unless people have
basic information about long-term care—what it is, their risk for needing it, and what it costs—
they are unlikely to be motivated to spend time establishing long-term care plans or to be willing
to spend significant amounts of money for long-term care insurance.



Do Not Enact Tax Incentives for the Purchase of Private Long-Term Care Insurance

Recommendation: The Hawaii Long-Term Care Commission recommends against
enactment of tax incentives for the purchase of long-term care insurance. The Commission
recommends that a study be conducted to assess ways to encourage employers to provide and
pay for long-term care insurance.

To reduce the net price of private long-term care insurance, some states allow taxpayers
who purchase private long-term care insurance to deduct some or all of the cost of the policy
from their income for income tax purposes or provide tax credits to purchasers. The Commission
recommends against tax incentives for three reasons. First, several studies conclude that state tax
incentives are ineffective; they do not significantly increase the number of people with private
long-term care insurance. Second, because deductions are worth more to higher income people
than to low- and moderate-income taxpayers, most state tax incentives are regressive. One of the
Commission’s key goals is to ensure that new initiatives do not increase inequality. Third,
because tax incentives are provided to all people with private long-term care insurance, they
would result in a substantial tax loss that would have to be made up by other tax increases or cuts
in other state spending.

Encourage Life Insurance as a Source of Private Long-Term Care Funding

Recommendation: The Commission recommends that life insurance be tapped as a way to
finance long-term care. Primarily, the Commission recommends a thorough review of Hawaii
insurance law and regulation to eliminate unnecessary impediments and establish regulatory
oversight where appropriate, and suggests that consideration be given to mandating the offer of
accelerated death benefits in life insurance policies.

Although most people lose their life insurance when they retire, many more people have
life insurance than have private long-term care insurance. Two sources of private funding for
long-term care using life insurance have been proposed, although they are not much used. First,
accelerated death benefits provide some or all of the death benefit while the insured is still alive
if he or she needs long-term care or has serious medical conditions. Second, in viatical
settlements, individuals needing long-term care or who have a serious medical condition sell
their death benefit to a third party in exchange for money while the insured is still alive, usually
at a discount. Because of the potential for abuse, the Commission recommends that these
settlements be strictly regulated.

Support Funding for Kupuna Care

Recommendation: The Hawaii Long-Term Care Commission recommends continued
support for the Kupuna Care program. The Commission recommends that a sliding fee schedule
be instituted to generate additional revenue for Kupuna Care, so that it can expand its services.
Funds from the proposed public long-term care insurance program may be used to pay the new
fees, which would further generate additional revenue for Kupuna Care.

Kupuna Care provides funding for home and community-based services for people who
are not eligible for Medicaid. The statewide reach of the program with some flexibility in the
counties helps the program meet local needs and provide culturally appropriate services.



Establish a Limited, Mandatory Public Long-Term Care Insurance Program in Hawaii

Recommendation: The Hawaii Long-Term Care Commission recommends, in principle,

that Hawaii establish a limited, mandatory public long-term care insurance program for the
working population, which would primarily be funded by premiums rather than state general
revenues. A final decision on whether to implement a program and on the details of the design
would depend on additional financial and actuarial analyses, which the Commission was not able
to conduct because of time and cost constraints. The final decision on the program design and
whether to implement the program will be made by the Legislature and the Governor.

Many possible program designs are possible to ensure long-term fiscal solvency of the

program. The Commission offers the following possible approach for consideration:

The program would be financed by mandatory premiums paid for by the eligible
population. The mandatory premium should be very modest, much below typical
private long-term care insurance policies. Except for the proposed study and startup
costs, no Hawaii general tax revenue would be used.

The program would be mandatory for employed individuals, including the self-
employed, for adults younger than age 60. No medical underwriting would be
conducted.

Participants would have to pay premiums for 10 years before they would be eligible
for benefits.

Eligibility for the benefit would be limited to people with two or more deficits in the
activities of daily living (e.g., eating, bathing, and dressing) or moderately severe
dementia, as verified by professional staff.

The benefit period would be limited to 365 consecutive or nonconsecutive days.

The daily benefit would be $70 in cash indexed to increase 5 percent annually.
Although the benefit could be used for nursing home care, it is designed primarily to
finance home and community-based services.

Eligibility for benefits would be determined by the Aging and Disability Resource
Centers.

Premiums would be collected through payroll deduction, income tax filings, or
periodic invoicing.

Because the program is mandatory for the eligible population and publicly run,
marketing costs would be low, no profits would be necessary, no taxes would be paid,
and no agent commissions would be paid. As a result, administrative costs should be
much lower than for private insurance.

The insurance benefits would not be considered income under the Hawaii income tax
and, to the extent possible under federal law, would be excluded from income for
federal income tax, Medicaid, and other means-tested programs administered by the
state.



= Funds from the proposed public long-term care insurance program may be used to pay
the new copayment fees that the Commission proposes for Kupuna Care, which would
generate additional revenue for Kupuna Care.

Given the limitations of private long-term care insurance, it is highly unlikely that more
than a minority of people in Hawaii will ever have private long-term care insurance. To provide
something closer to universal coverage, a public insurance program is required. In principle, the
proposed public insurance program would be similar to Social Security, which is designed to
provide modest income support financed through mandatory contributions by the working-age
population. Just as Social Security is not intended to replace retirement savings, the proposed
long-term care program would not be intended to provide for all long-term care needs and would
supplement, not replace, private initiatives such as private long-term care insurance. With a base
of public insurance funding, the private insurance industry may be able to market more
affordable voluntary supplementary insurance. The public insurance would provide a measure of
financial protection for individuals who are uninsurable. In some respects, the proposed program
is similar to the German long-term care insurance program.

Reform the Regulation of Domiciliary Care Facilities, Including Adult Residential Care
Homes, Extended Care Adult Residential Care Homes, Community Care Foster Homes, and
Assisted Living Facilities, and Nursing Homes

Recommendation: The Hawaii Long-Term Care Commission recommends reform of the
system of domiciliary care facilities and nursing homes that would include (1) ensuring that all
of the state’s information outlets—particularly the Aging and Disability Resource Center
website—provide clear and consistent information about all of the residential care options
available; (2) improving the quality of care in domiciliary care facilities by assessing state
allocation of responsibilities for quality assurance across departments and reorganizing if
necessary; and (3) reviewing the standards and inspection processes for residential care facilities
and nursing homes.

Hawaii has a very complex system of community-based residential care settings and
nursing homes. Nursing facilities are licensed by the Hawaii Department of Health, and they
cannot receive Medicare and Medicaid funding unless they are certified as meeting federal
quality standards. Inspections must take place on average once every 12 months. Domiciliary
Care Facilities are regulated by the Department of Health and the Department of Human
Services. Many stakeholders express concerns about the quality of care provided in residential
care settings which they believe is the result of division of responsibility for regulation and
oversight by two agencies, inadequate licensing and certification requirements, and insufficient
oversight.

Consolidate Hawaii State Departments Responsible for Long-Term Care into a Single Agency
or Department to Improve Accountability, Efficiency, and Policy Coordination

Recommendation: The Hawaii Long-Term Care Commission recommends that state
government agencies responsible for long-term care should be consolidated to place all
responsibilities for long-term care in a single agency or a division within a larger department.
The reorganization should be similar to how long-term care responsibilities are organized in
Washington, Oregon, and Texas. Among other issues to be decided is whether services for



people with intellectual and developmental disabilities and mental health problems should be
included.

Recommendation: Until such time as the reorganization is enacted, the Legislature by
concurrent resolution should request the Governor to establish a Deputy Healthcare
Transformation Coordinator for Long-Term Care within the office of the Healthcare
Transformation Coordinator, who shall be responsible for coordinating all state activities on
long-term care related to financing, access, service delivery, and quality assurance. The Deputy
Coordinator shall convene a council of agencies responsible for long-term care to develop
policies and programs on quality of care, the workforce, educating the public, Aging and
Disability Resource Centers, home and community-based services, nursing homes, waitlisted
patients in acute care hospitals, Quest Expanded Access, and other long-term care issues. The
Deputy Coordinator shall report to the Healthcare Transformation Coordinator, and annually to
the Legislature on the state of the long-term care system in Hawaii. The position and office of
Deputy Healthcare Transformation Coordinator for Long-Term Care shall terminate when
management over all long-term care services is consolidated within a single executive
department.

Hawaii long-term care stakeholders almost universally believe that the fragmentation of
the long-term care system is a major problem. They contend that there is no real long-term care
“system”; every component is designed for a different purpose and the components do not work
together. Consequently, the system is so confusing that consumers do not know what resources
are available and cannot figure out where to go to obtain the services they need. In the summary
judgment of one stakeholder, “The ‘system’ is just a lot of disjointed programs with different
eligibility criteria.” Moreover, most stakeholders do not believe that top government
policymakers are committed to addressing long-term care issues.

In its review, the Hawaii Long-Term Care Commission found that (1) state government
needs to assert stronger leadership over the entire long-term care population, including those not
eligible for public programs; (2) the successes or failures of long-term care can contribute to or
detract from the success of other programs; and (3) Hawaii’s laws are silent on the subject of
leadership over long-term care, but Governor Abercrombie’s appointment of a Healthcare
Transformation Coordinator opens the door to new thinking about organizational solutions.

Strengthen Aging and Disability Resource Centers and Expand Their Role

Recommendations: The Hawaii Long-Term Care Commission recommends that (1) the
Aging and Disability Resource Centers should be the single point of entry for the new public
long-term care insurance program (if established) and for the Kupuna Care program; (2) to
conduct their tasks, Aging and Disability Resource Centers will need to obtain and store
personally identifiable information and protected health information, and should be funded
sufficiently to develop secure information networks, policies and procedures to be in compliance
with the requirements of the Health Insurance Portability and Accountability Act; and (3) should
the long-term care public insurance program be established, agreement should be reached with
trustees of the new insurance program and the Executive Office on Aging so that Aging and
Disability Resource Centers would be funded to provide assessment, information, and referral
related to the new program.



The Aging and Disability Resource Center program is a collaborative effort of the U.S.
Administration on Aging and the Centers for Medicare & Medicaid Services. Their purpose is to
simplify and streamline access to long-term care services. Aging and Disability Resource
Centers provide states with an opportunity to integrate the full range of long-term supports and
services into a single, coordinated system. The target population for Aging and Disability
Resource Centers includes individuals of all ages with all incomes and types of disabilities,
including serious mental illness and developmental disabilities. Although Hawaii has been
working to develop a fully functioning Aging and Disability Resource Center for several years, it
currently provides only limited services and information, primarily through toll-free telephone
numbers and a website.



Introduction

This final report, together with its appendices, is submitted in fulfillment of Act 224,
Session Laws of Hawaii 2008, as amended. Act 224 created a long-term care commission to
conduct a comprehensive assessment of Hawaii’s long-term care system and to recommend
changes. A commission of 15 voting and 5 nonvoting ex officio members was constituted as
required by the Act. Although long-term care affects people of all ages and includes people with
intellectual and developmental disabilities, the Commission focused on long-term care for older
people. The statute authorizing the Long-Term Care Commission can be found in Appendix A.

Long-term care includes a wide range of services and supports:

= Assistance with activities of daily living (ADLs). ADLs include eating, bathing,
dressing, transferring from bed to chair, controlling bowel and bladder function, and
moving about the house safely.

= Assistance with instrumental activities of daily living (IADLs). IADLSs include
preparing meals, shopping for food and personal items, managing medications,
managing money, using telephones, doing housework, and using public transportation.

= Assistance with other activities needed to maintain community living, such as heavy
chores.

= Supervision to safeguard health and safety.

= Skilled and unskilled nursing services and rehabilitation services such as physical and
occupational therapy to maintain or improve functioning.

= Arange of other services and supports needed to function in community settings, such
as habilitation and supported employment for persons with developmental disabilities
or serious mental illness.

The long-term care system in Hawaii is broken. Long-term care is expensive and beyond
the financial reach of most people. Medicare and private health insurance does not cover long-
term care and few people have private long-term care insurance. As a result, if they need
extensive long-term care, they must pay out of pocket and when their resources have been
depleted, they must turn to the means-tested Medicaid program. Moreover, although progress has
been made in recent years with the implementation of the Medicaid Quest Expanded Access
program, the financing and delivery system is highly skewed toward institutional care, even
though people want to stay in their own homes. Finally, responsibility for long-term care is
spread over several state agencies, leaving policy fragmented without a unifying vision.

Most importantly, the aging of the population guarantees that there will be a much greater
need for long-term care in the future than there is now. Between 2007 and 2030, the population
aged 85 and older, which has the greatest need for long-term care, will increase by almost two
thirds. There is no way to provide services for this population without additional sources of
financing; it is impossible to serve two-thirds more people within the same level of government
spending. Either government will need to spend substantially more for long-term care or other
sources of financing will need to be found. To date, little has been done in Hawaii or nationally



to plan for this eventuality. The issue of long-term care financing was the focus of the
Commission’s deliberations.

This report presents the final recommendations of the Hawaii Long-Term Care
Commission. The report begins with the goals of reform and a brief overview of the long-term
care system in Hawaii, and then presents recommendations on education and public awareness,
private long-term care financing, public long-term care financing, delivery system reforms, and
reorganization of the administrative agencies responsible for long-term care. Each
recommendation includes a background discussion about the issues relevant to the
recommendation addresses and the advantages and disadvantages of the proposed approach.

In addition, four reports are appendices to this report, which are available in a separate
volume:

= Appendix B: First Report of the State Long-Term Care Commission to the Hawaii
State Legislature (2011)

= Appendix C: Overview of Long-Term Care System in Hawaii (2011), Janet O’Keeffe
and Joshua M. Wiener, RTI International

= Appendix D: Stakeholders’ Views of Hawalii’s Long-Term Care System: Problems,
Solutions, and Barriers to Reform (2010), Janet O’Keeffe and Joshua M. Wiener, RTI
International

= Appendix E: Assessing Long-Term Care Policy Options in Hawaii: Results from the
Hawaii Long-Term Care Survey (2011), Galina Khatutsky, Joshua M. Wiener, Heather
Best, and Joseph McMichael, RTI International



Overview of the Long-Term Care System in Hawaii

Long-term care includes helping people with daily activities, such as getting dressed,

bathing, preparing meals or eating, or taking medications, over an extended period of time.
Providers of long-term care include nursing homes, residential care facilities, adult day care
centers, and home care agencies. In this section of the Report, we summarize the broad outlines
of the long-term care system in Hawaii. A detailed description of the long-term care system in
Hawaii can be found in Appendix A, Overview of the Long-Term Care System in Hawaii.

Demographic Characteristics of Older People

Like the rest of the country (indeed, the world), the population of Hawaii is getting
older. Between 2007 and 2030, the population aged 85 and older, which has the
greatest need for long-term care, will increase by almost two thirds.

There are approximately 22,000 adults aged 25 and older in Hawalii with significant
disabilities.

Long-Term Care Services

Compared to the rest of the country, Hawaii has many fewer nursing home beds per
older population. The ratio of nursing home beds per 1,000 people aged 75 and older
in Hawaii is about half the national average. Possible reasons for this lower bed supply
include the high cost of land and the tradition of three-generation households. As a
result of the relatively low bed supply, occupancy rates are high, some high-need
patients in hospitals have difficulty obtaining placements, and Hawaii nursing home
residents are more disabled than in other states.

A possible consequence of the limited nursing home supply has been the growth of a
complicated and confusing system of residential care facilities, including Adult
Residential Care Homes, Extended Care Adult Residential Care Homes, Community
Care Foster Homes, and assisted living facilities. Some of these facilities serve people
who need a nursing home level of care and receive Medicaid reimbursement for
services but not room and board. These facilities are regulated by the Department of
Human Services and the Department of Health; some facilities are regulated by both
agencies.

Home and community-based services (HCBS) in Hawaii include a wide range of
services including case management, licensed nursing services, nurse aides, adult day
care and adult day health centers, home health aides, personal attendants/personal care
aides, homemakers, and other community services. The Department of Health is
authorized to license home care agencies, but lacks the funds to implement these
requirements.
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Public Funding for Long-Term Care Services

General Cost

Medicaid

Long-term care services are expensive everywhere, but are particularly costly in
Hawaii. For example, the private-pay price for the average private room in a nursing
home is almost 50 percent higher in Hawaii than in the country as a whole.

Medicaid, the federal-state health and long-term care program for the low-income
population, is the primary payer for long-term care services. In FY 2008, the state
spent approximately $274 million on long-term care for older people and younger
persons with physical disabilities.

Compared to other states, Hawaii’s Medicaid long-term care spending has historically
been much more oriented toward institutional services. In 2008, the most current year
for which data are available, only 19 percent of Medicaid long-term care services
spending in Hawaii for older people and younger persons with physical disabilities,
compared to 32 percent nationally. Not surprisingly, then, Medicaid spending for
home and community-based services per capita aged 75 and older in Hawaii was half
of what it was nationally.

Medicaid long-term care services in Hawaii underwent a radical change in 2009 with
the introduction of Quest Expanded Access, which combined Medicaid primary, acute,
and long-term care services for aged, blind, and disabled beneficiaries into a managed
care program. Enrollment is mandatory, with beneficiaries able to choose between two
managed care plans. By combining medical and long-term care, policymakers hope to
create a more efficient and seamless integrated care system, which will have much
greater flexibility in meeting the needs of older and younger people with disabilities.
Very little public information is available about how the program is performing.
However, preliminary data suggest that the demonstration has substantially increased
the number of people receiving home and community-based services and modestly
reduced the number of people receiving nursing home care.

In addition to the Medicaid HCBS waivers absorbed into Quest Expanded Access,
Hawaii Medicaid operates HCBS waivers: the HIV/AIDS Community Care Waiver
program, the Medically Fragile Community Care Waiver program, and the
Developmentally Disabled Medicaid Home and Community-Based Services Waiver
program.

State Programs

Similar to other states, Hawaii also operates several other long-term care programs
focusing on home and community-based services, which are much smaller than
Medicaid home and community-based services. These programs are managed by the
Department of Human Services and Department of Health.

11



The largest of these non-Medicaid programs, including the entirely state-funded
Kupuna Care and those programs funded by the U.S. Administration on Aging, are run
by the Executive Office on Aging of the Department of Health.

The Aging and Disability Resource Center (ADRC) Program is a collaborative effort
of the U.S. Administration on Aging and the Centers for Medicare & Medicaid
Services. The purpose of ADRCs is to simplify and streamline access to long-term
care services. ADRCs provide states with an opportunity to effectively integrate the
full range of long-term supports and services into a single, coordinated system.
Although the state has been working to develop a fully functioning ADRC for several
years, it currently provides only limited services and information, primarily through
toll-free telephone numbers and a website. The state currently has a contract with a
consultant to upgrade these services.

Intellectual Disabilities/Developmental Disabilities System

The Hawaii Department of Health administers programs for people with intellectual
disabilities/developmental disabilities.

Like other states regarding services for people with intellectual
disabilities/developmental disabilities and unlike services for older people and younger
persons with physical disabilities, Hawaii has radically shifted services for people with
intellectual disabilities/developmental disabilities from institutions to home and
community-based services. For example in 2009, Medicaid’s expenditures for the
Developmentally Disabled Home and Community-Based Services Waiver were more
than 11 times the expenditures for intermediate care facilities for people with
intellectual and developmental disabilities.
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Problems of the Current Long-Term Care System
and the Goals of Reform

The current system of financing, organizing, and delivering long-term care satisfies
almost no one. The specific reform goals the Commission adopted to guide its deliberations are
presented in Exhibit 1.

Exhibit 1. Goals of Reform

Increase public awareness of long-term care through education

Treat the risk of needing long-term care as a normal life risk

Protect against catastrophic out-of-pocket costs

Prevent dependence on welfare in the form of Medicaid

Improve access to long-term care services

Make the long-term care system more responsive to consumers

Change the balance of institutional and home and community-based care
Ensure that long-term care reforms do not increase inequality

Design an affordable system, both to the individual and government, that will bring additional funds into the
long-term care system

Increase Public Awareness of Long-Term Care Through Education

Most people in Hawaii know little about their risk of needing long-term care, what
services are available, and the options for financing services. For example, when asked how they
would pay for nursing home care or 24-hour home care, nearly half of respondents to the Hawaii
Long-Term Care Survey did not know the answer to the question (Khatutsky et al., 2011). It is
unlikely that broad changes in long-term care financing or delivery are possible unless the public
is better informed about long-term care.

Treat the Risk of Needing Long-Term Care as a Normal Life Risk

Although not often explicitly discussed, perhaps the most important goal of reform is for
society to treat long-term care as a normal risk of living and growing old. Fully 69 percent of
people who turned age 65 in 2005 will have some long-term care needs before they die; among
the 35 percent of older people who will spend some time in a nursing home before they die,
about half will reside there for a year or longer (Kemper, Komisar, and Alecxih, 2005/2006). The
large expenses of long-term care should not come as an unpleasant surprise that causes severe
financial distress to individuals and their families. Currently, the problem of coping with chronic
illness and disability is compounded by worries about paying for care. Older people and others
fear that if they need long-term care, they will become a burden on their family. People should
know how their long-term care expenses will be paid. Mechanisms need to be established so that
people will know how to pay for services should they need them.
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Protect Against Catastrophic Out-of-Pocket Costs

With very little public or private insurance coverage against the high costs of long-term
care, it is not surprising that users of long-term care services often incur very high out-of-pocket
costs. The average private pay cost for a year in a nursing home in Hawaii was $132,860 in 2010
(MetLife Mature Market Institute, 2010). In the Hawaii Long-Term Care Survey conducted for
the Commission, about three-fifths of respondents said that they could not afford to pay any of
the cost of a year in a nursing home or 24-hour home care (Khatutsky et al., 2010). The costs of
long-term care can easily impoverish people with long-term care needs.

Prevent Dependence on Welfare in the Form of Medicaid

A separate but related goal is to prevent people who have been financially independent all
their lives from depending on welfare—Medicaid—at the end of their lives. Most people believe
that only a small proportion of the population should receive welfare. Yet, in 2010, 70 percent of
nursing home residents in Hawaii had their care paid by Medicaid (American Health Care
Association, 2010). A substantial portion of Medicaid nursing home residents were not eligible
for the program when they were living in the community and turned to Medicaid because they
had impoverished themselves paying for long-term care. Medicaid financial eligibility rules are
very strict. For example, individuals in Hawaii with more than $2,000 in financial assets are
ineligible for Medicaid (Walker and Accius, 2010).

Improve Access to Long-Term Care Services

Access to long-term care services in Hawaii is limited. On a population basis, the supply
of nursing home care is half the supply in the country as a whole (O’Keeffe and Wiener, 2010a).
Partly as a consequence, according to some observers, some people needing high levels of care
have difficulty gaining access to services, forcing them to remain in acute care hospitals.
Similarly, although the Medicaid QUEST Expanded Access demonstration appears to be
expanding access to home and community-based services, Hawaii’s Medicaid spending on home
and community-based services per 1,000 people aged 75 and older has historically been much
less than the national average. Hawaii’s many islands impede access to long-term care services;
people are not able to travel from island to island to receive long-term care. To the extent that
they must do so, they are separated from their family and friends.

Make the Long-Term Care System More Responsive to Consumers

The financing and delivery of long-term care services in Hawaii and most other places in
the United States are fragmented, with a confusing array of programs, funders, eligibility rules,
and provider types. For example, Medicaid is the dominant funder, but a very limited amount of
long-term care is also funded by Medicare, Kupuna Care, the Department of Veterans Affairs,
the U.S. Office on Aging, and other state programs. One of the goals of Medicaid’s QUEST
Expanded Access is to create a more seamless system by making one organization responsible
for all Medicaid medical and long-term care services for an individual. Similarly, Hawaii’s
Aging and Disability Resource Center seeks to provide consumers with a “one-stop shop” for
information about long-term care resources, but its services are still fairly underdeveloped,
although initiatives are underway to improve them. Closely related to these activities is the
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movement to consumer-directed home care, which gives consumers rather than agencies the
right to hire, train, schedule, supervise, and fire their workers (Foster et al., 2003; Schore, Foster,
and Phillips, 2007; Wiener, Anderson, and Khatutsky, 2007).

Change the Balance of Institutional and Home and Community-Based
Services

The overwhelming majority of people who need long-term care live in their homes and
want to stay there. In the Hawaii Long-Term Care Survey, only 4 percent of respondents said
that they want to be cared for in a nursing home and only 12 percent want to live in assisted
living or small group homes (Khatutsky et al., 2010). The overwhelming majority of people want
to be cared for at home, either by friends and relatives or by home care providers. Despite these
preferences, public expenditures for long-term care for older people are overwhelmingly for
nursing home rather than home care. Few data are available to evaluate how the demonstration
program is performing, but nursing home use appears to have dropped somewhat and home and
community-based services use has increased significantly.

Ensure That Long-Term Care Reforms Do Not Increase Inequality

Access to long-term care services generally varies by payment status. Private pay users
generally pay more than Medicaid reimburses and Medicare pays more for skilled nursing
facility care and home health care than does Medicaid. As a result, providers, most of whom are
for-profit organizations seeking to maximize profits, generally prefer private pay or Medicare
consumers over Medicaid or other public program beneficiaries. Thus, private sector initiatives
may reduce access for public program beneficiaries unless supply is expanded. However, if
private sector initiatives benefit middle-class individuals currently ineligible for Medicaid, then
they may improve access for that population.

Design an Affordable System, Both to the Individual and Government, That
Will Bring Additional Funds Into the Long-Term Care System

Political reality dictates that any reforms be “affordable” to both users and taxpayers.
Although there is little consensus about how much society is willing to pay for long-term care
services, there is little doubt that raising taxes to pay for a public program is always difficult,
even for popular programs like Social Security and Medicare.

With the aging of the population in Hawaii and nationally, demand for long-term care
will increase, as will public and private expenditures. Reforming the system will require
additional resources and a key issue is how to obtain them. Additional funding for long-term care
can be obtained through general revenue taxes, private insurance, or public insurance. Another
key issue is how to convince people either to prepare financially so they can afford to pay
privately to meet long-term care needs or to be willing to pay more taxes to support public
programs that provide long-term care services.
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Education and Awareness Initiative

Education and Awareness Initiative Recommendation #1: Conduct a Long-
Term Care Education and Awareness Campaign

The State of Hawaii should conduct a long-term care education and awareness
campaign, with the goal of making people aware of their risks of long-term care, their current
financing and delivery options, and the implications for Hawaii of the aging of the population.
The main objective of this public education campaign is to educate people about their risks of
long-term care and to motivate people to begin planning for how their and their families’
potential long-term care needs will be met. The education campaign should be administered by
the Hawalii Executive Office on Aging and should be adequately funded by the legislature.

The public awareness and education campaign should contain several important
messages:

= The likelihood of needing long-term care at some point in each person’s life is
substantial.

= Everyone should be prepared regardless of age or income level.

= Navigating through the complexities of long-term care at a time when care is urgently
needed is stressful; proper planning reduces that stress and leads to better, more
appropriate choices.

= Long-term care is expensive and requires financial planning far in advance of the need
of services.

= There are resources in the community that can assist with long-term care planning and
provide information on multiple options, including private insurance, state initiatives,
and government safety net progra