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Executive Summary

Efforts to chart the future of long-term care face a
host of challenges, high among them changes in the
demographic landscape and the spiraling costs of
long-term care.

* Nationwide, more than 35 million people are
age 65 or older; the number is expected to be 70
million by 2030. By 2025, the over-65 popula-
tion in New York State will be 3.3 million, an
increase of 30% since 1995.

The under-60 population will decline, reducing
not only the number of wage-earners to pay
taxes to finance programs such as Medicaid but
also the availability of family members and
paid workers available to care for the elderly.

Court decisions such as Olmstead have made it
clear that there will be increasing scrutiny of
whether institutionalization is justified.

New York’s Medicaid program spent $6 billion
on nursing home care in 2003; New York
spends more Medicaid dollars for nursing
home and other institutional care than any
other state, nearly double the amount spent by
Pennsylvania, the next highest-spending state.

New York ranks 18th among the states in the
percentage of its elderly who live in nursing
homes, but its percentage of those age 65 or
more in nursing homes (4.4%) is higher than
the national average (3.8%).

Rational discussion of Medicaid’s role is hin-
dered by myths such as the perceptions that
Medicaid recipients fraudulently shelter assets,
“millionaires are on Medicaid,” and Medicaid
recipients leave large estates.

Planning is hampered by insufficient data on
issues such as the true effect of asset transfers
on Medicaid costs, how long nursing home res-
idents pay privately care before they receive
Medicaid, and whether Medicaid is effectively
administering the rules for spousal refusal.

No single financial solution is likely, but prom-
ising approaches include long-term care insur-
ance, the “Partnership” policy program, efforts
to encourage assisted living options, incentives
to remain at home, reverse mortgages, pre-
death benefits from life insurance.

Proposal for a New York State Long-Term
Care “"Compact”

To encourage focused discussion on options that
would avoid harm to New York State residents who
must turn to the government for assistance, yet also
curb the expenses of the Medicaid program, Chapter
6 of this Report proposes a “Compact” in which New
York State and its chronically ill citizens would agree
to share the risks of paying for long-term care. The
key elements of the Compact:

* Rather than be required to divest themselves of
virtually all of their assets before qualifying for
Medicaid, individuals diagnosed as chronically
ill would become Compact participants by
pledging, at their option, either a set maximum
amount (a figure such as $300,000 based on the
average cost for three years of nursing home
care) or up to one-half of their assets, whichev-
er was smaller, to pay for their long-term care
needs.

e Participants would then pay for their own
medical and long-term care (either for home
health aides or for care in a nursing home)
until the amount spent totaled their pledge.
They would be allowed to keep all of their
income while paying privately for their care.
After spending the asset amount pledged, they
would have two options.

¢ Under the first option, they would qualify for
standard Medicaid coverage and be required to
provide their income, minus the standard
allowances, to Medicaid.

e Under the second option, they could elect to
remain private patients but would qualify for
Medicaid to subsidize their long-term care
expenses at a rate equal to 90% of Medicaid’s
normal rates. They would pay 25% of their
income to Medicaid from that point onward.
The remaining 75% and assets they retained
would be used to pay the balance of their
expenses for long-term care and all other relat-
ed medical expenses (Medicaid would pay
only for long-term care).

¢ For Compact members, the assets they would
retain (and for those who took the second
option, the remaining 75% of their income)
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would provide resources to pay for needs such
as occasional private duty nurses or assistance
from geriatric care managers that are not avail-
able from Medicaid.

¢ To show how the Compact would work in
practice, Chapter 6 uses an illustration based
on a scenario for fictional but fairly typical

Standard Medicaid

Mrs. Jones lives 5 years

“Mrs. Jones”—an elderly woman with $2,000
in monthly income and $300,000 in assets who
requires two years of home care, followed by
anywhere from three to five years of care in a
nursing home. The bottom-line differences
between standard Medicaid and the Compact
outcomes are shown in the following table.

Mrs. Jones lives 7 years

Total Mrs. Jones Cost $92,400 Total Mrs. Jones Cost $135,600
Total Medicaid Cost $ 90,570 Total Medicaid Cost $156,870
First Compact Option
Mrs. Jones lives 5 years Mrs. Jones lives 7 years
Total Mrs. Jones Cost $168,000 Total Mrs. Jones Cost $196,800
Total Medicaid Cost $ 28,500 Total Medicaid Cost $109,200
Second Compact Option
Mrs. Jones lives 5 years Mrs. Jones lives 7 years
Total Mrs. Jones Cost $164,417 Total Mrs. Jones Cost $188,317
Total Medicaid Cost $ 36,850 Total Medicaid Cost $123,400
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Digest of the Chapters

By Howard F. Angione

The Demographic Landscape

Members of the “Baby Boom” Generation!—offi-
cially anyone born between January 1, 1946, and
December 31, 1964—need only look at the long-term
care expenses of their parents and grandparents to
worry about how they will finance the care they will
ultimately need for themselves.

Nationally, more than 35 million people are age
65 or older. That number is expected to increase to 70
million by 2030.2

In New York, the Office for the Aging estimates
that by 2025 the over-65 population in the state will
be 3.3 million, an increase of 30% over 30 years.3
Another 1.1 million residents will be in the 60-65 age
range.4

During the same time, however, the under-60
population will not be increasing at the same rates. It
is expected to total 15.4 million in 2025, an increase of
only 3% over 30 years.5

Not only does the decline of the under-60 popu-
lation presage a decrease in the percentage of wage-
earners contributing to Social Security and paying the
taxes that finance programs such as Medicaid assis-
tance, it also means that fewer individuals will be
available to provide the home care that is the setting
in which a majority of the elderly receive care today.
This trend is likely to be accelerated by the decline in
the number and size of extended families whose
younger generations now provide care for their older
relatives. At the same time, the percentage of avail-
able paid workers in relation to the number of elderly
individuals will also be declining.6

Statistically, the average expected lifetime nurs-
ing home stay was 2.7 years in 1995, but a projected
7% to 8% of those 45 or older could need 5 years or
more of nursing home care during their lifetimes.”

Limitations on Today’s Projections Today’s pro-
jections do not necessarily have the certainty that a
graph may imply. A variety of changes in medicine
and lifestyles could well lead to a demographic land-
scape far different than projections alone may sug-
gest.

On the plus side, improvements in medical care
and lifestyles may decrease the need for care of indi-
viduals in their 60s and 70s. On the minus side,
longer life expectancies may well lead to a need for
chronic care late in life for even larger numbers of the
elderly.

With the benefits of hindsight, it appears that an
“institutional bias” developed in the public’s percep-
tion of long-term care in 1965 when the government’s
early efforts to provide financial assistance for long-
term care focused almost exclusively on funding for
nursing home care.8 Development of alternatives was
slowed by this perception, but one of the challenges
that remains is to determine how future needs can be
met by efforts to foster alternatives such as home
care, adult day care, respite services, congregate liv-
ing settings, assisted living and continuing care
retirement communities.”

Court decisions such as Olmstead v. L.C.10 have
also made it clear that there will be increasing scruti-
ny of whether institutionalization is justified. In Olm-
stead, the U.S. Supreme Court determined that the
“most integrated setting” provision of the Americans
With Disabilities Act prohibits unnecessary institu-
tionalization of individuals who are eligible for pub-
licly funded programs. The long-term impact of this
decision is impossible to determine at this time, but
the ultimate findings of New York’s Most Integrated
Setting Council!l will be vital in developing plans for
the future.

The Costs of Long-Term Care

Even if greater creativity in finding solutions can
slow the pace of increases in government expendi-
tures for long-term care, the current baseline figures
provide an ominous foundation for future projec-
tions.

In fiscal year 2003, New York’s Medicaid pro-
gram spent more than $8.7 billion on institutional
care—$6 billion on nursing home care, $1.2 billion at
institutional care facilities for the developmentally
disabled, and $1.5 million for the mentally retarded.12
In addition, $3 billion was spent on various types of
home care such as personal and home health services,
private duty nursing and hospice programs.

New York now spends more Medicaid dollars for
nursing home and other institutional care than any
other state—nearly double the next highest spending
state, Pennsylvania.l® New York also has the most
nursing home residents of any state in the nation—
109,788 out of 1,346,686 persons living in nursing
homes in the nation.* New York also uses Medicaid
funds for a greater percentage of its population that
the national average—75% of its nursing home resi-
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dents receive Medicaid assistance compared with a
national average of 67%.

New York ranks only 18th among the states in the
percentage of its elderly who live in nursing homes,
but its percentage of persons age 65 and over who are
in nursing homes (4.4%) is higher than the national
average (3.8%).15

According to the most recently available figures,
the average private-pay cost for nursing home care in
New York State is $269 per day, or $98,185 per year,
compared with a nationwide average of $180 per
day.’e The New York figure is deceptive, however.
Care in downstate areas now routinely exceeds $300
per day and can range to $400 or more per day.l”

Medicaid has become the single largest appropri-
ation in many New York county budgets.!® Counties
report that Medicaid caseloads have increased by an
average 7% and that in 2002 counties were budgeting
an average 10% caseload increase.1?

Myths and Unanswered Questions About
Long-Term Care Financing

One year in a nursing home costs $109,500 at a
$300/day rate, or $135,050 at an increasingly com-
mon rate such as $370 per day.

When round-the-clock care is provided at home
by non-family members, a per-hour rate of even
$15.41 yields the same $370 per-day expense as care
in a nursing home.

Confronted with these realities, it is not surpris-
ing that individuals who need long-term skilled care
ultimately have no alternative except the Medicaid
program. In the words of the Court of Appeals, it is
not surprising that “middle class people confronted
with desperate circumstances choose voluntarily to
inflict poverty upon themselves” as the only way to
obtain “government assistance in the defraying of the
costs of ruinously expensive, but absolutely essential,
medical treatment.”20

Nevertheless, rational assessment of the Medic-
aid program continues to be plagued by mythological
stereotypes and the lack of sufficient data to analyze
the impact of existing rules for coverage.

Myth: Medicare Will Pay Unfortunately, too
many people only learn that Medicare will not pay
for long-time care when they are faced with the need
for it. Aside from limited coverage for a maximum of
100 days after a hospital stay, Medicare does not pay
nursing home bills or the cost of extended in-home
services. Some high-end private insurance policies
provide longer coverage, but it seldom lasts more
than a few months beyond the end of Medicare’s 100

days. Even within the 100-day period, neither
Medicare nor the typical health insurance policy cov-
ers strictly “custodial” services for those who have
ailments such as arthritis, dementia or Alzheimer’s
disease but do not need skilled nursing care and will
not benefit from rehabilitation.2!

Myth: Medicaid Recipients Fraudulently Shelter
Assets High among the frequently promulgated
myths is the notion that individuals receiving Medic-
aid have somehow fraudulently concealed assets. If
they have, they have committed perjury on their
application forms that require a statement identifying
all income, resources and gifts made. And if assets
were sheltered, Medicaid retains the statutory right to
make a claim for reimbursement from the estates of
those who received services provided through the
Medicaid program.

To qualify for Medicaid, individuals may retain
only $4,000 in assets after providing for their funerals
and retain a $50 per month “personal needs
allowance” from their income.22 If an individual is
married, his/her spouse may retain title to a “home-
stead” (a house, coop apartment or condominium) if
they have one, up to $95,100 in assets, and $2,378 in
income.? By filing a “spousal refusal,” a spouse may
retain additional assets and decline to contribute 25%
of any income beyond the $2,378 figure. Medicaid
retains the right, however, to sue the refusing spouse
to obtain reimbursement from assets and income for
amounts that the program has paid on behalf of the
recipient. The extent to which Medicaid is pursuing
this option is unclear.24

Medicaid’s “tape match” process provides a
mechanism to discover assets not disclosed on an
application. Periodically, the local agencies adminis-
tering Medicaid receive tapes from the U.S. Internal
Revenue Service listing interest on bank accounts and
other assets. If the Social Security number on such a
report matches the Social Security number of a Med-
icaid recipient, the Medicaid agency checks to see if
the asset was disclosed on the original application
(and presumably depleted after the period covered
by the tape). If it was not, the agency asks for an
explanation.

Myth: Millionaires Are Receiving Medicaid Any
current millionaire who is receiving Medicaid has
probably filed a fraudulent application. If the recipi-
ent’s spouse has more than a homestead and $95,100,
the Medicaid program is failing to use its statutory
right to obtain reimbursement for expenditures on
behalf of the recipient.?>

Any former millionaire on Medicaid would have
had to give away his/her millions more than three
years before seeking Medicaid assistance, or five
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years before seeking Medicaid if the millions were
placed in trust. The transfer penalty rules2¢ applicable
to those who do not divest themselves of assets until
faced with imminent nursing home admission would
require a millionaire to retain a minimum of as much
as $346,032 (on Long Island) to pay for nursing home
care in the next three years before giving away any
remaining assets.

Myth: Medicaid Recipients Leave Large Estates
Medicaid has a right to recovery from any assets of a
recipient that are subject to administration or probate
in the Surrogate’s Court. Most local Medicaid agen-
cies periodically send a representative to Surrogate’s
Courts to determine whether the Social Security
numbers of decedents match those of deceased Med-
icaid recipients or their spouses.?”

Unanswered Question: What Is the Effect of
Asset Transfers on Medicaid Costs? There is insuffi-
cient data to answer the question in New York State,
but a nationwide study estimated that if every older
individual with a significant incentive to divest
countable assets to become eligible for Medicaid actu-
ally did divest every penny, the amount transferred
would equal about 4% of Medicaid nursing home
expenditures.28

Unanswered Question: How Long Do Medicaid
Recipients Pay Privately? No analysis is known to be
available, but every application for nursing home
Medicaid requires information on the extent of pri-
vate-pay coverage in the nursing home. Without vio-
lating any individual’s privacy, this information
should be analyzed and made available to those who
must make decisions about eligibility rules for Medic-
aid.®

Unanswered Question: Is Medicaid Effectively
Administering the Rules for Spousal Refusal? Empir-
ical evidence drawn from the experiences of elder
law attorneys suggests that there are great varieties
among the counties in the way the spousal refusal
rules are interpreted.30

Financial Strategies for the Future

No single financial solution is likely to be found
to the challenges that lie ahead for long-term care, but
a mix of complementary actions holds the potential
for incremental improvements in the overall picture.

Long-Term Care Insurance Policies that cover
long-term care needs at home and/or in a nursing
home are a promising vehicle for individuals who
seek a way to protect their assets and to provide for
their own care. The policies are not a cure-all
panacea, however. The cost ($4,000 or more per year
for a typical couple in their early 60s) is beyond the

means of many, and it is generally prohibitive by the
time individuals are in their late 70s. Other potential
purchasers have medical conditions that preclude
them from obtaining coverage.3!

Expansion of tax incentives for purchase of poli-
cies could lead to greater acceptance of the concept.32

“Partnership” Policies These policies represent
an early attempt to encourage individuals to pur-
chase insurance that would allow them to retain
assets and qualify for Medicaid after the minimum
three-year coverage provisions of the policies had
paid for the first three years of their care in a nursing
home.33

The value of the partnership approach is yet to be
fully calculated. A provision that required an individ-
ual to return to New York State to obtain Medicaid
coverage has discouraged some from purchasing the
policies, although recent changes may allow states to
make reciprocal agreements on this matter.

Expansion of Assisted Living Options Many eld-
erly who can no longer function on their own do not
need the extensive services provided in nursing
homes, but can benefit from various types of senior
living homes, assisted living facilities, continuing
care communities, etc.34

Assisted living costs that can range well beyond
$3,000 per month when an individual needs support-
ive services that go beyond meals and housekeeping
have prevented many of the elderly from using this
option. Expansion of the “Assisted Living Program”
now available on a limited basis may help to address
this issue by allowing eligible individuals to receive
assistance from the Medicaid program that is other-
wise not available in most assisted living facilities.3

An October 2004 law authorizing eight fee-for-
services communities will provide an opportunity to
gauge the long-term viability of a benevolent care
fund to make assistance available to qualifying sub-
scribers unable to pay certain fees.

Incentives to Remain at Home Modifications in
homes, perhaps encouraged by tax deductions, could
make it possible for some to remain home.3¢ Other
options include home sharing, day care programs
and respite options that allow family caregivers to
obtain occasional breaks in what often is an otherwise
multi-hour, seven-day-a-week responsibility.3”

Reverse Mortgages These offer an opportunity
for the elderly to benefit from accumulated equity in
their homes. Up-front costs are significant, however,
easily topping $10,000 on a $200,000 loan.38 Programs
to reduce costs and interest rates might lead to
greater acceptance of this option.3
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Pre-death Benefits from Life Insurance New
York’s 2004-2005 budget calls for a feasibility study of
allowing life insurance companies to pay accelerated
benefits in the form of some or all of the insured’s
death benefits before death.40

“Viatical Settlements” allow the sale of life insur-
ance for a sum less than the death benefit when the
insured is terminally ill. “Life Settlements” allow
such a sale if life expectancy is longer than 12
months. Both require careful monitoring.4!

Rethinking the Role of Government Some have
suggested that public financing of long-term care be
viewed as analogous to public financing of retirement
security. AARP and others support the development
of a broader, social insurance program that would
form the basis of long-term care financing.42

Proposal for Long-Term Care “Compact”

To encourage focused discussion on options that
would avoid harm to New York State residents who
must turn to the government for assistance, yet also
curb the expenses of the Medicaid Program, the Com-
mittee on Long-Term Care Reform offers a proposal
to create a “Compact” program.*3 The objective is to
provide an alternative to the impoverishment process
as the way to obtain government assistance.

Once individuals were diagnosed as chronically
ill, instead of frantically giving away their assets to
qualify for Medicaid assistance, they would “pledge”
to use a defined amount of their then-existing assets
to pay for their long-term care needs. The amount
pledged would be either a set maximum (perhaps
$300,000 as the average three-year cost of nursing
home care, using the $98,185 yearly average#4), or up
to one-half of their assets, whichever was smaller.

Until they spent that amount, they would remain
responsible for their own care without Medicaid
assistance, whether at home or in a nursing home.
During that time, however, they would have full
access to all their income and their assets, rather than
be reduced to a poverty level of assets and a net
income (after contributing the amount required by
Medicaid as a condition of coverage) that is seldom
adequate to meet the needs of those who remain at
home.

Once they had spent their pledged amount, Com-
pact participants would have two choices—they
could either become regular Medicaid recipients sub-
ject to its normal rules, or they could retain a “private
pay” status but become eligible for Medicaid to subsi-
dize their long-term care costs at the rate of 90% of its
normal payment rates. Those who chose the first
option would be required to turn over to Medicaid

virtually all of their income (all but $50 if in a nursing
home or a figure such as the current $677 that home
Medicaid recipients are allowed to retain). Those who
chose the second option would give Medicaid only
25% of their gross income, but out of the remaining
75% they would be required to pay the portion of
their long-term care expense not covered by the Med-
icaid subsidy at its 90% rate, and to pay for their
ancillary medical expenses.

Whichever option they chose, however, they
would still retain the portion of their assets not cov-
ered by their “pledge.” These funds would be avail-
able to pay for services not covered by Medicaid.
Notable among them would be items such as the
services of a private duty nurse if they were seriously
ill, or assistance from a geriatric care manager, partic-
ularly if they remained at home but needed someone
to handle errands, manage finances, etc.

In short, rather than continuing as the “first
resort” for so many, Medicaid would become a true
“safety net” for those whose needs grew so large that
they had to expend half of their assets on long-term
care. There would be no need for “look back” periods
and the other complications associated with Medic-
aid applications today. When the time came to seek
Medicaid assistance, Compact members would sim-
ply need to produce receipts for long-term care
expenditures equal to the amount they had pledged
when they joined the compact.

An illustration of how the Compact would work
in the case of a fictional but fairly typical elderly
woman is provided at the end of Chapter 6.

Caregiving Strategies
Concerns about containing costs should not blot

out consideration of long-term actions designed to
improve the quality of care.

Programs are needed to assure respect for every-
one’s individual dignity and assure that they do not
receive treatments that are unnecessary, ineffective or
harmful. Steps should also be taken to facilitate
changes in the training of health care professionals
and finance initiatives to refocus the use of healthcare
dollars. Much remains unknown about medical diag-
nosis and interventions. Among the least well under-
stood are chronic conditions and age-related ail-
ments.45

Endnotes
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3. 13
4. 13
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Introduction

By Louis W. Pierro
Chair, NYSBA Committee on Long-Term Care Reform

Consider the following quote:

[N]o agency of the government has
any right to complain about the fact
that middle class people confronted
with desperate circumstances choose
voluntarily to inflict poverty upon
themselves when it is the govern-
ment itself which has established the
rule that poverty is a prerequisite to
the receipt of government assistance
in the defraying of the costs of
ruinously expensive, but absolutely
essential, medical treatment. N.Y.S.
Court of Appeals, In re Shah, 95
N.Y.2d 148, 163 (2000).

What has led New York State’s highest court to
make this bold statement? Is our health care system in
such dire straits that honest, average, hard-working
Americans who have survived the Great Depression,
World War II, the Cold War, Vietnam and all of the
personal and public tragedies during their lifetimes,
now face the real possibility that an illness at the end
of their lives will render them destitute in a matter of
1,2 or 3 years, wiping out a lifetime of sacrifice and
savings? Have we as American citizens abandoned
our dream of building a better America by providing
our children and grandchildren with equal opportu-
nity to life and liberty, which cannot be guaranteed
without adequate health care?

With federal government revenues dwindling as
a percentage of gross domestic product, and spending
on domestic programs such as Social Security,
Medicare and Medicaid bearing the cross for a society
whose policies have shifted to foster the accumula-
tion of wealth within a privileged class, New York
State and its counties find themselves wedged
between unfunded federal mandates and an aging
population that will continue to demand more servic-
es with less money to pay for them.

In 2001, the Elder Law Section of the New York
State Bar Association formed a Task Force on Long-
Term Care Reform to study the issues of health care,
housing and services for New York’s seniors and per-
sons with disabilities. The initial mission of the task
force was to follow up on the work of the 1996 Gover-
nor’s Task Force on Long-Term Care Reform. The
1996 group had attempted to set the stage for secur-
ing a system that had developed instability in its
foundation, and which under the projected weight of

the mounting population of frail elderly and the dis-
abled, faced the real possibility of a future collapse.

The work of the Elder Law Section’s Task Force,
now called the Committee on Long-Term Care
Reform, began in 2001 during a period of relative fis-
cal security, with a federal budget that for the first
time had shown surpluses, and state and county
budgets that were not in crisis situations. The view
was forward-thinking, with demographic changes to
our population and the anticipated upheaval in the
health care system driven by the retirement of the
Baby Boom generation beginning in 2010 as its focus.
Today, as we publish the Report of our Committee,
the crisis in long-term care has been accelerated by a
series of events that has thrown fuel on the health
care and long-term care fire, including capitation of
the Medicare and Medicaid programs. From Wash-
ington, to Albany, to every county seat in New York
State, long-term care reform is at the top of the agen-
da.

Gravity of the Current Problems

To appreciate the gravity of the current problems
plaguing the health and long-term care systems and
the Medicaid program, one need only read the head-
lines published daily across this state and the nation.
The federal government recently announced that it
“could save $60 billion in Medicaid funds over the
next ten years through the closure of ‘loopholes’ that
allow middle class seniors to receive benefits, the ban
of ‘accounting gimmicks’ used by states to receive
more federal matching funds and the reduction of
spending on prescription drugs.”

The New York Times reported on February 8, 2005,
that “Dr. Mark B. McClellan, Administrator of the
Centers for Medicare and Medicaid Services, said the
proposals would reduce payments to pharmacies
and state governments without hurting Medicaid recipi-
ents.”

The Washington Post on February 9, 2005, report-
ed: “The budget proposal also includes recommenda-
tions for long-term Medicaid reforms to establish a
‘more sustainable cost structure.” Although the
budget proposal includes few details, the administra-
tion officials said they hoped to ‘build on the success’
of SCHIP, which could indicate that the administra-
tion plans to implement a block grant system for Medic-
aid.” (emphasis added) The federal government’s
desire to capitate health care costs under both the
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Medicare and Medicaid systems is premised upon
federal deficits, and the “unsustainable growth’ of
programs that must serve a population of increasing-
ly aging and needy health care recipients.

In a February 8, 2005 New York Times editorial
entitled “Avoiding the Real Challenge,” the dynamics
of the federal deficit and its impact on New York
State were brought into focus. “Programs benefitting
low income citizens, like community development
and health care, are destined to bear close to half of
the cuts even though they accounted for less than
10% of the spending increases during the first Bush
term. Some of the cruelest cuts would affect hun-
dreds of thousands of working poor people who rely
on childcare assistance and food stamps.” What has
caused this problem? According to the Times, “The
deficit problem is a reflection of lowered revenue
more than high spending . . . meanwhile, expensive
outlays will continue for the Pentagon, homeland
security and mandated costs like Medicare.”

Responses by the States

Other states have reacted to the specter of a block
grant program, including Florida, which is entertain-
ing a proposal that would allot money to its 2.1 mil-
lion Medicaid recipients to buy their own health care
coverage from managed care organizations and other
private medical networks.

On January 23, 2005, the New York Times reported:
“If enacted, the program would make Florida the first
state to allow private companies, not the state, to
decide the scope and extent of services to the elderly,
the disabled and the poor, half of them children.” By
adopting a second tier of capitation, the Florida pro-
gram would be the first to allow private companies to
make decisions without government interference as
to the allotment of health care services to Medicaid
recipients.

According to Governor Jeb Bush, “Our proposals
put the focus back on the patient by encouraging
strong patient-doctor relationships and allowing
competition in the market to drive access and quality
of care.” With the demand for publicly financed
health care certain to increase due to the skyrocketing
cost of private health insurance, and a swelling popu-
lation of those in need of long-term care, the impact
of block grants and a capitated system on both con-
sumers and providers of services must be carefully
scrutinized.

The Burden in New York

In New York State, there is an added burden on
local governments, which bear a portion of the cost of
Medicaid services. In 2004, it was the effort of New

York State’s counties and local governments that
brought the Medicaid budget issue to a head, as the
“local share” of Medicaid expenditures has swamped
county budgets.

The total cost of Medicaid in New York State for
fiscal year 2004-05, which ends in April, is projected
to be $44.5 Billion. That is up from $24 Billion in 1995,
and Medicaid is the fastest growing part of the state’s
$100 Billion budget.

Of the $44.5 Billion, the federal share is $22.9 Bil-
lion, and the state’s share is $14.5 Billion. County
governments and New York City must pay the bal-
ance of $7.1 Billion, a total of approximately 16% of
New York’s Medicaid budget.

New York is one of very few states that mandate
local counties to share in the cost of Medicaid bene-
fits, a policy that has an uneven impact on counties
with the lowest income and tax base. Conversely,
these counties also have the poorest populations in
need of the greatest amount of public health care.

Impact of New Programs

One critical fact that must be focused on with
regard to the near doubling of New York State’s Med-
icaid budget over the last 10 years, and the related
rise in county Medicaid expenditures, is that the vast
majority of the increase is due to new programs that
were implemented over that time period in New York
State, including Family Health Plus and Child Health
Plus.

As individuals have lost their employment, and
employers have been increasingly unable to afford
health care coverage, enrollment in the health pro-
grams for families and children has vastly exceeded
expectations. New York State expected to enroll
approximately 350,000 people in its new health pro-
grams, but instead attracted approximately 550,000
people, resulting in costs greatly in excess of expecta-
tions. In addition, the costs of health benefits and pre-
scription medications paid for through these pro-
grams are financed 25% by the counties, whereas
local governments pay only 10% toward the cost of
traditional long-term care services. Contrary to popu-
lar belief, in New York State the cost of those long-
term care services, which include both nursing home
and home health care, has gone up only slightly more
than the 3% annual inflation rate.

How have New York State’s population of frail
elderly, disabled individuals, and seniors who are
likely to become future consumers of long-care term
services been affected by the various forces at work in
shaping government policy? The Report of the Com-
mittee on Long-Term Care Reform outlines in detail
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the demographics of New York State’s population,
and the startling facts that must be addressed in cur-
rent policy in order to avoid a complete health care
catastrophe.

Consider, for example, that estimates show that
by 2025 the over-65 population in the state will
increase by approximately 30%, while the under-60
population during that same time period will
increase by only 3%. The impact of this demographic
change on the workforce, and the base of taxpayers
who must bear the burden for all government pro-
grams including Medicaid, by itself creates a burden
on the long-term care system that renders it unsus-
tainable.

At the same time, the cost of care in New York
State has escalated, with the average private pay
nursing home rate now at $269 per day, or $98,185
per year. The Report also discusses the Olmstead deci-
sion, which resulted in President Bush signing the
“New Freedom Initiative,” requiring that states pro-
vide care to individuals in the least restrictive setting
possible. Olmstead has far-reaching implications for
all states including New York, and must be consid-
ered in any policy-making that will impact the provi-
sion of services to the elderly and persons with dis-
abilities.

Another area that has seen dynamic change
nationally is the senior housing market, with assisted
living, continuing care retirement communities and
other home-care options being developed. The choic-
es available in New York State, and the cost of care in
each, are carefully examined in the Report, including
positive recommendations to improve upon the cur-
rent system through development of alternatives to
nursing home placement, with a particular emphasis
on community-based services.

Planning for the Future

In the end, we must all focus on what is truly at
stake in this debate—the health and lives of real peo-
ple. There is a scarcity of empirical data on how the
cost of long-term care has gotten to where it is, espe-
cially in the area of financing long-term care through
Medicaid. The Elder Law Section Report strongly
encourages the use of private long-term care insur-
ance, and the promotion of new and creative prod-
ucts that can penetrate a younger age group, so that
the sale of policies will cover a sufficient number of
individuals to curb the rising cost of public financing.

The Report also addresses deficiencies in the cur-
rent market in New York State for long-term care
insurance, the New York State Partnership for Long-
Term Care, new and proposed changes to tax policy

to encourage the use of long-term care insurance and
other issues surrounding private insurance products.

It is clear to anyone who operates in the “trench-
es” of the Medicaid system, as Elder Law attorneys
do, that a client is never well-served if counseled to
rely upon Medicaid to finance long-term care. The
access to services and the choice of providers, two
critical elements in any individual’s health care and
long-term care plan, are severely limited under the
Medicaid program.

Contrary to popular belief, millionaires are not
lined up at the door of the Social Services office anx-
ious to apply for Medicaid benefits. One need only
visit a Social Service office to understand what popu-
lation is compelled to rely upon Medicaid for its exis-
tence: those who are now or quickly become bank-
rupted by the astronomical cost of health care and
long-term care.

Although long-term care insurance is an integral
part of the solution to the long-term care crisis, it can-
not be relied upon as the only solution, and a propos-
al for complete reform of the Medicaid system is
included in the recommendations contained in the
Report. Prepared by Gail Holubinka, the former
director of New York State’s Long-Term Care Partner-
ship Program, the New York LTC Compact” is a cre-
ative and resourceful plan that could give real people
meaningful choices in financing long-term care serv-
ices. The Report contains other proposals for new
long-term care initiatives, and for the reconsideration
of the existing Medicaid program.

Medicaid is often cited as the “payor of last
resort” for long-term care services, but it has in fact
become much more than that—it is now the only
payor for many services that were once contained in
traditional health benefits under Medicare and pri-
vate insurance. The curtailment of traditional health
benefits, and the increasing cost of those benefits,
have compelled many individuals to rely upon Med-
icaid when a critical illness strips them of their ability
to live independently. Medicaid eligibility rules
require total impoverishment prior to allowing eligibili-
ty, however, and are biased in favor of institutional
care, resulting in premature institutionalization, the
complete opposite result of federal and state policy.
The complex maze of rules and regulations govern-
ing Medicaid eligibility is difficult even for the courts
to comprehend. The Committee Report addresses the
current state of the Medicaid program in New York,
and makes several recommendations regarding how
it could be made more efficient, and improved upon.

The Report concludes with a long-range view of
the alternatives for long-term care reform, relying
heavily on New York State’s own work in preparing
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“Project 2015: State Agencies Prepare for the Impact
of an Aging New York.” As critical as the current
budget crisis is to state and county governments, the
impact of the baby boom generation beginning to age
into its 70s and 80s will dwarf the current problem.
As stated by Ken Dychtwald, Ph.D., in his testimony
before the U.S. Senate Special Committee on Aging
on September 20, 2004:

When the first U.S. census was taken
in 1790, half the population was
under the age of 16 and less than 2
percent of the 4 million people who
responded were 65 and older. Few
men and women could expect to live
more that 35 to 45 years-about the
same as in Europe and Asia. As a
result, societies rarely concerned
themselves with the needs, problems
or aspirations of their aging citizens.
The elderly were too few to be of
much consequence. However, begin-
ning in the 20th century, something
remarkable began. Thanks to
advances in sanitation, public health,
food science and modern medicine,
most of us will have the opportunity
to live long lives. During the past 100
years, our life expectancy at birth has
climbed from an average of 47 to
nearly 77 today. We are creating—for
the first time—a mass population of
long-lived men and women. Howev-
er, it’s important to remember that
this longevity revolution is not over.
Already, the longer you live, the
longer you'll get to live. A 65 year old
today has an average life expectancy
of 83 years and there are many indi-
cations that with further scientific
breakthrough, living to 90 or even
100 years will become commonplace
for today’s middle-aged generation.

In fact, this longevity revolution may
well create greater changes in our lives—
our families, our communities, our
industries and our economy than either
the industrial or technological revolu-
tions of previous eras. (Emphasis
added)

Dr. Dychtwald’s testimony went on to describe new
and innovative ways for seniors to redefine their
retirement, remain vital and active, and remain an
integral part of society and their families” lives well
into their 80s and 90s. New York State must be just as
creative in its approach to the problem of long-term
care financing, and take a view that targets reform of
the infrastructure and funding modalities for long-
term care which can address the problems of the
coming baby boom generation.

On November 5, 2004, experts from the long-term
care and technology industries from around New
York State, as well as representatives from state gov-
ernment, gathered at the Albany Law School’s Gov-
ernment Law Center for a roundtable discussion on
long-term care in the 21st Century. Among the topics
discussed at the roundtable were technological inno-
vations already used in long-term care, the potential
of technological innovation to ensure medication
compliance, and barriers to successful implementa-
tion of new technologies. New York State has become
a leader in fostering and building a high technology
economy, and has an opportunity to become the
national leader in the development of jobs and the
creation of new innovative businesses that can reduce
the rising cost of long-term care for consumers,
providers and government.

The Elder Law Section of the New York State Bar
Association stands ready, willing and able to assist in
the development of solutions to the current crisis in
long-term care financing, and the creation of innova-
tive solutions to ensure that quality long-term care
services are available for New York’s future genera-
tions.

18 NYSBA Elder Law Section | Report of the Long-Term Care Reform Committee



Chapter 1

The Demographics and Economics
Of Long-Term Care in New York

OVERVIEW: As the over-65 population grows
nationwide, current trends indicate that it will
increase 35% in New York State by 2025, yet be
accompanied by a decline in the under-60 population
that provides a large percentage of the services for the
elderly.

In 2004, the Legislature adopted recom-
mendations of a 1996 task force regarding long-term
care insurance, “partnership” insurance policies and
regulation of assisted facilities, but other issues raised
by the task force have not been addressed.

Surprisingly to some, New York relies less on
institutions to care for the elderly than other states,
but its home care expenditures are extensive. In 1995,
Medicaid-financed home care services in New York
accounted for 35% of all Medicaid spending for home
care in the nation.

Projections using current demographics data and
spending trends point to dramatically increased
spending for long-term care, yet even these may be
conservative. Shortages in the numbers of both family
providers of home care and of the salaried workers
likely to be available suggest the possibility of higher
expenses. In addition, the pressure on the state and
federal governments could well increase from two
conflicting directions—a need to reduce deficit spend-
ing and a call to respond to the needs of individuals
whose financial circumstances have worsened due to
downturns in the economy.

By Ellen G. Makofsky

1.1 Defining Long-term Care

Long-term care is essentially custodial in nature.
It is designed to assist chronically disabled individu-
als with their daily activities of living over a pro-
longed period of time as they compensate for their
loss of the physical and mental ability to function
independently.

Long-term care includes help with activities of
daily living (“ADLs”) such as walking, bathing,
dressing, eating, transferring and continence.

Long-term care services may also help with
instrumental activities of daily living (“IADLs”).
These include preparing meals, shopping, managing

medication, using the phone, light housework, and
transportation.!

Those with cognitive impairments who need
supervision, protection or verbal reminders to per-
form everyday activities also require long-term care.

1.2 Nationwide Demographics

In 1995 approximately 12 million people required
long-term care.2 Significant dramatic demographic
changes in the 21st century are expected to signifi-
cantly increase this number.

The aging of the baby boomers (those born
between 1946 and 1964), combined with improved
medical technology and lower fertility rates, is great-
ly expanding the older population as a proportion of
the total population.3

Since 1950, the 65-and-over population has
almost tripled from 12.3 million to almost 35 million
people, while the total population has not quite dou-
bled, rising from 150.7 million to 281.4 million peo-
plet

In the 20-year span between 2010 and 2030, the
number of people aged 65 and older in the United
States is projected to increase by 30 million, or 7%, to
a total of 70 million, or twice the number of people in
this age group today. The number of people aged 85
or older will increase by more than 3 million.

Decline in Potential Caregivers At the same
time, the number of potential caregivers for those
who need long-term care is declining. During the
same 2010-2030 time period, the United States will
experience more than a six percentage-point decrease
in persons 18 to 64 years old.>

The problem is compounded by changes in basic
family structure that affect the pool of potential care-
givers. The elderly of today and tomorrow have
fewer adult children than previous generations did.
Adult children are increasingly more likely to be sep-
arated from their parents by geography. Women, who
traditionally provided long-term care to family mem-
bers, are less available for the task because they are in
the work force.

As life expectancies increase, so does the size of
the 85-and-over population, the one most likely to
require long-term care services. Their traditional
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caregivers, spouses and adult children, are often eld-
erly themselves and less able to provide care.

1.3 New York State Demographics

The demographic projections for New York State
are startling.

In 1995, the state had 3.1 million residents over 60
years of age. The New York State Office for the Aging
estimates that between 2010 and 2025, the over-60
population in the state will increase from 3.4 million
in 2010 to 4.4 million in 2025 when all baby boomers
will be 60 to 79 years old. This is an increase of 40%
over 30 years.

The state’s over-85 population will grow from
approximately 275,000 in 1995 to more than 390,000
in 2025, a 30-year increase of 41%.

The over-75 population will grow from 1.07 mil-
lion in 1995 to 1.15 million in 2005 and to 1.4 million
in 2025, a 30-year increase of 32%.

The over-65 population will remain at 2.3 to 2.4
million through 2010 and then increase to 3.3 million
in 2025, a 30-year increase of 35%.

During the same time, however, the growth of
the under-60 population will not be increasing at the
same rates. This is troubling, because those under 60
are the potential providers of long-term care for the
elderly.

The under-60 population in New York is project-
ed to grow steadily but slowly from 15 million in
1995 to 15.4 million in 2025, an increase of only 3%
over 30 years.6

When contrasted with a 40% growth of those
over 60 years old during the same period, some of the
potential problems and issues in regard to long-term
care begin to emerge.

Numerous reports and analyses have attempted
to assess issues such as:

* How to pay for care.
* How to plan for it.

® The burden long-term care places on individu-
als, families and society.

* Concerns about the quality of care provided.

1.4 Report of the New York State Task Force

Under Chapter 81 of the Laws of 1995, the Legis-
lature established an 11-member Task Force on Long-
term Care Financing. It was charged to:

e Study alternatives to the current public funding
mechanisms for long-term care.

* Review demographic trends and their impact
on long-term care financing.

* Review the limitations of current long-term
care financing mechanisms.

* Review alternative models of financing and
providing long-term care services through pub-
lic, private and public-private financing sys-
tems.

In June 1996, the Task Force Report, SECURING
NEW YORK’S FUTURE: REFORM OF THE LONG-TERM CARE
FINANCING, was submitted to Governor George E.
Pataki, Joseph L. Bruno, majority leader of the State
Senate, and Sheldon Silver, speaker of the Assembly.
Its recommendations included, but were not limited
to, the following three items:

¢ To increase personal responsibility in paying
for long-term care services while preserving
Medicaid as a safety net for the poor and those
who have fulfilled their obligations by provid-
ing the appropriate amount of private funding,
the state should pursue three complementary
financing strategies:

(1) Promote the development of affordable
long-term care insurance products and
increase the number of individuals pur-
chasing the products;

(2) Tighten Medicaid eligibility rules for long-
term care.

(3) Develop a “Defined Private Contribution”
option to assure access to long-term care
for the uninsurable and to serve as a tran-
sition for current elderly while the long-
term care insurance market matures.

¢ To ensure the development of service delivery
approaches that would appeal to the private
sector and allow Medicaid to participate in an
inherently cost-effective manner, the state
should:

(1) Support the expansion of managed long-
term care;

(2) Encourage the development of continuing
care programs, including Continuing Care
Retirement Communities (“CCRC”) and
Life Care at Home

(3) Promote the further development of
assisted living as a cost-effective. high-
quality service alternative for those who
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choose to live in a supportive housing set-
ting.

* To encourage the purchase of long-term care
insurance and the selection of appropriate serv-
ices, the state should facilitate a public educa-
tion campaign, in partnership with consumers,
providers and insurers.”

1.5 Response to the Task Force Report

In the 2004 Budget Bill, the Legislature took the
first steps to implement some of the recommenda-
tions of the Task Force Report.

To encourage New Yorkers to take personal
responsibility for their own long-term care needs by
purchasing and retaining of long-term care insurance,
the bill included the following provisions:

e The tax credit for obtaining qualified long-term
care insurance was increased from 10% to 20%

* To make Long-term Care Insurance Partnership
policies [“Partnership Policies”] more attrac-
tive, the legislation:

(1) Sought to make premiums more afford-
able, by reducing the minimum policy
term from 36 months to 12 months, with a
corresponding amount of asset protection
equivalent to the value of benefits
received.

(2) Authorized New York State to make recip-
rocal agreements with other states that
administer Partnership Policies, thereby
eliminating the restriction that later gov-
ernment benefits be used only in New
York State.

(3) Required insurers to permit the insured to
designate a third party to receive notices
of nonpayment of Partnership Policy pre-
miumes.

(4) Provided for a public education campaign
to encourage the purchase of long- term
care insurance. This is to be accomplished
through an insurance education and out-
reach program and the creation of long-
term care insurance resource centers.

(5) Created a mandate for the commissioner
of health, the director of the Office for
Aging and the superintendent of insur-
ance to file reports with the governor, the
speaker of the Assembly and the president
of the Senate regarding the use of long-
term care insurance and recommendations
for promoting its purchase.

* To implement the Task Force recommendation
that New York State ensure the development of
service delivery approaches that appeal to the
private sector, The Assisted Living Reform Act
was enacted. It defines an assisted living resi-
dence, requires licensure of assisted living resi-
dences, and requires a written residency agree-
ment and provides certain other consumer
protections.

Although the proposed Budget Bill contained
provisions to tighten eligibility criteria for long-term
care, this legislation was not enacted.

To date, the Legislature has not addressed the
other Task Force recommendations.

1.6 The Stone Report

In 2000, the Milbank Memorial Fund sponsored a
significant analysis of long-term care issues. The
author, Robyn I. Stone, concluded that three signifi-
cant questions must be addressed:

* Who should pay for long-term care and how?

* How should services be designed and who
should deliver them?

* How can the labor force delivering the care be
recruited, trained and maintained?

The Stone Report does not answer these ques-
tions, but it does analyze the status of the key issues
of long-term care policy: financing, delivery and
workforce. It also identifies some of the demographic
and policy trends affecting long-term care in the
future.8

The report provides data on the fragmented
patchwork of funds from private consumers, insur-
ance companies, and federal, state and local govern-
ments that now funds long-term care.

The consumer pays one-third of the out-of-pocket
expenditures, a figure that does not include the value
of informal long-term care provided by family mem-
bers.

Although the market for long-term care insur-
ance has grown, private long-term care insurance
pays only a small fraction of long-term costs.

Medicaid is the primary public payer for long-
term care. On the national level, Medicaid maintains
a strong bias toward financing institutional services,’
yet statistics show that in New York, Medicaid servic-
es are not as heavily skewed toward institutions.
Instead, New York is spending extensively on home
care—in 1995, an analysis shows that 35% of all Med-
icaid spending on home care in the United States was
spent In New York.10
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Although Medicare is not considered a major
payer for long-term care, Medicare spending has
increased substantially!! in recent years due to the
blurring of lines between acute care and long-term
care and to efforts by the states to encourage more
federal spending.12

Responses to Trends After reviewing the trends in
delivering long-term care services, the Stone Report
observed:

* Initiatives to integrate federal, state and
provider levels for acute and long-term care
services have not been altogether successful
and there are questions about whether integrat-
ed care provides significant cost savings.

While assisted living facilities have attracted
attention, they lack consistent definition and
government regulation. The affluent are the
primary users of the assisted living market
because little public financing is available to
subsidize those who cannot afford to pay pri-
vately. The lack of regulation of assisted living
facilities has caused some concern about the
long-term care services provided residents.

Trends point to more consumer-directed home
and community-based care, which offers both
choice and autonomy. Inherent to this
approach, however, are ethical issues that must
be addressed, namely how to balance autono-
my and safety, how to prevent the potential
exploitation of personal care workers, how to
judge the appropriateness of self-direction for a
cognitively impaired person, and how to
diminish the potential for fraud and abuse by
family members.13

The adequacy and availability of a trained
workforce to deliver long-term-care is a signifi-
cant problem likely to worsen as the baby
boomers become the elderly. Training in geri-
atrics for physicians and other health care pro-
fessionals is limited, and there are few financial
or cultural incentives for careers in the geriatric
arena. A shortage of paraprofessionals exists,
together with a high turnover in existing staff
because of inadequate wages, benefits, profes-
sional recognition and career advancement
opportunities.14

1.7 The Continuum of Care Alternatives

Long-term care is provided in a variety of set-
tings that depend on the individual’s needs and pref-
erences, the availability of family caretakers and
available reimbursement sources.

Home Care The majority of the elderly who
require long-term care live in their own homes or in
the home of a close relative. Spouses and adult chil-
dren are the key caregivers and provide approximate-
ly 65% of the unpaid care received by those in the
community.

In 1994 approximately 7 million family members
provided an estimated 120 million hours of care for
elderly relatives. In addition, more than 3.9 million
family members provided assistance to those under
the age of 65 who needed long-term care.1®

Home health care may include skilled nursing
care, supervised custodial care and help with both
the activities of daily living and the instrumental
activities of daily living.

Congregate Living Settings Long-term care can
also be provided in congregate living settings such as
assisted living facilities, board and care and adult fos-
ter homes. These congregate residential facilities pro-
vide an option for those who can no longer live at
home independently but do not require the services
of a skilled nursing facility. In total, approximately
80% of those who require long-term care receive the
care in a home setting or as a resident in a congregate
living facility.16

Adult Day Care In many cases, those receiving
long-term care at home attend adult day care pro-
grams that facilitate their ability to remain at home
because the programs provide respite for the caregiv-
er family member. The most common type of adult
day care is provided for elderly individuals with
moderate disabilities who receive supervision and
personal care, as well as social integration and com-
panionship in a group setting.1”

Adult day care serves both physically and cogni-
tively impaired individuals, but it tends to serve a
disproportionate population of those with
Alzheimer’s disease and other dementias.18

Nursing Home Care The longer an individual
lives, the more likely it becomes that care in a skilled
nursing facility will be required. The proportion of
those over 65 years of age likely to require nursing
home care ranges from 39% to 49%, depending on the
database consulted.’® Many of those who require
nursing home care will remain for short stays.

Statistically, the average expected lifetime nurs-
ing home stay is 2.7 years, although it is projected
that 7% to 8% of those 45 or older in 1995 could
expect to need 5 years or more of nursing home care
during their lifetimes.20
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1.8 Current Costs and Future Projections

Statistics provided by the Centers for Medicare
and Medicaid Services [(“CMS”) formerly known as
the Health Care Financing Administration (“HCFA”)]
show that $106.5 billion was spent on long-term care
in 1995.

Of that amount, public resources paid for 57.4%.
Medicaid provided the largest portion of the public
funding, 37.8%. Medicare paid 17.8%. Lesser amounts
were paid by public sources such as Veterans Affairs,
Older Americans Act, Social Services Block Grants
and by state general assistance. Those requiring long-
term care and their families paid 32.5% of the billions
of dollars spent on long-term care in 1995. Private
long-term care insurance accounted for 5.5% of the
expenditures. CMS estimated that the sources of pay-
ment for expenditures on nursing home and home
health care in 199521 were as follows:

Recipient and /or family 32.5%
Medicaid (federal) 21.1%
Medicaid (state) 16.7%
Medicare 17.8%
Other public funds 1.8%
Other private funds 4.6%
Long-term care Insurance 5.5%

These estimates did not include the value of unpaid care
contributed or the value of wages lost by caregivers. In
1999 unpaid care by friends and family was reported by
value at approximately $196 billion.22

Annual Cost Increases Statistics?> show that the
annual average cost of providing long-term care is
rising dramatically. In the 10 years from 1987 through
1996, nursing home expenses in the United States
rose 150%—from $28 billion in 1987 to $70 billion in
1996. During the same period, annual expenses per
nursing home resident increased 63%.

In 1999, the Congressional Budget Office estimat-
ed that between 2000 and 2040 inflation-adjusted
expenditures for long-term care for the elderly would
grow 2.6% annually. The projections estimated that
expenditures would reach $207 billion in 2020 and
$346 billion in 2040,24 but the numbers are sensitive to
assumptions about future users. If the assumptions
turn out to be faulty, the projections cannot be relied
upon.?> Uncertainties about future demand for servic-
es and the resulting costs make planning for long-
term needs more difficult.

1.9 The Federal Economy

The difficulties inherent in projection are illustrat-
ed by attempts to estimate the extent of the federal
budget deficit and the national debt.

In April 2001, the Federal Budget estimated there
would be a $281 billion 2001 surplus. At the time, the
federal government was $3.2 trillion in debt. One of
President Bush’s objectives in the 2001 budget was to
retire $2.0 trillion of this debt over the next 10 years.26

Instead, by the end of 2004, a record $413 billion
deficit was expected, due to tax cuts, spending on
national security, military operations in Afghanistan
and Iraq, and interest payments on existing debt. In
the recent presidential campaign, President Bush said
the deficit could be cut in half, but he has not iden-
tified how the objective can be accomplished.-

The possibility that budget pressures will result
in fund cutbacks at the federal level suggests that
pressure will increase to find alternatives to long-
term care financing.

1.10 The New York State Economy

The 2001 recession and the slow recovery that fol-
lowed had a significant impact on the New York State
economy. According to the Business Council of New
York State, Inc., New York State’s economy has per-
formed more poorly than economies in other states,
and the state has lost jobs at twice the rate of the
nation since the recession began in March 2001.28

Employment in New York has been slow to
recover from the recession. Unemployment began to
increase soon after the beginning of the recession and
peaked at 6.9% in January 2003. Employment
declined by 0.6% in 2003, which meant a loss of
47,000 jobs. The decline in employment depressed
income growth in 2003, and wages and salaries grew
by only 1.2%.

The outlook for 2004 was better, and year-end fig-
ures were expected to show that the New York econo-
my had begun to grow as a recovery finally took
hold.?

The long-term path of the state budget will ulti-
mately depend on the strength of New York’s econo-
my. A less-than-robust economy could well have an
unfortunate two-pronged effect on the delivery of
health care services—the state could have less money
to spend, while diminished income and reduced sav-
ings would leave individuals less able to pay privately.

1.11 Summation

Both the percentage and absolute number of eld-
erly people are expected to grow significantly
through 2030.

Fewer caretakers, both paid and unpaid, will be
available to care for the larger older population
expected.
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Fiscal restraints on financing for long-term care
will continue and may become exacerbated because
of an expanded population base likely to require
services, while the funds available diminish because
of budget deficits, a soft economy, future federal tax
reductions, expanded national security costs and
ongoing military expenses.
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Chapter 2

The Status of New York’s Compliance
With the OImstead Standards
Prohibiting Unnecessary Institutionalization

OVERVIEW: The 1999 Olmstead decision by the
U.S. Supreme Court established the principle that the
Americans With Disabilities Act prohibits unneces-
sary institutionalization of individuals eligible for
publicly funded programs.

The assessment of the potential effect in New
York State begins with the realization that the state’s
Medicaid program already spends more for commu-
nity-based home care services than any other state.
The state also spends more Medicaid dollars for nurs-
ing home and other institutional care, yet it ranks
18th among the states in the percentage of its elderly
who live in nursing homes.

In preparing plans for New York, the “Most Inte-
grated Setting Council” formed by state law in 2002
will be able to draw from the best Olmstead plans of
other states.

Subsequent federal decisions have also given
guidance on how to develop a framework for assess-
ing whether providing community services for a par-
ticular individual would represent a “reasonable
accommodation” to the needs of the individual,
regardless of age.

By Valerie J. Bogart

2.1 “Most Integrated Setting” Required

A major unknown in attempts to assess the finan-
cial outlook for long-term care services is the 1999
decision by the U.S. Supreme Court in Olmstead v.
L.C.1 It interpreted the “most integrated setting” pro-
vision of the Americans with Disabilities Act to pro-
hibit unnecessary institutionalization in publicly
funded programs.

Under Olmstead, once there is a finding of unnec-
essary institutionalization in providing long-term
care for the elderly or disabled, states may be
required to provide community services if they
would represent a “reasonable accommodation,” a
term of art still being defined by litigation in the fed-
eral courts. (See 2.8).

New York is in the process of developing a plan
to comply with Olmstead, but the process appears to
have moved more rapidly in 29 other states. (See 2.4)

2.2 Statistical Picture in New York State

The Medicaid program in New York already
spends more for community-based home care servic-
es than any other state.2

That fact alone does not mean that New York is
complying with Olmstead, however. The state also
spends more Medicaid dollars for nursing home and
other institutional care than any other state—nearly
double the next highest spending state, Pennsylva-
nia.3 New York also has the most nursing home resi-
dents of any state in the nation—109,788 out of
1,346,686 persons living in nursing homes in the
nation.

Despite the total figure for nursing home resi-
dents, New York ranks only 18th among the states in
the percentage of its elderly who live in nursing
homes.* New York is one of 12 states with more than
35,000 residents in nursing homes.5 A greater per-
centage of New York’s population of persons age 65
and over are in nursing homes (4.4%) than for the
elderly population in the United States (3.8%).

New York has the highest number of nursing
home beds of all states—118,198 beds out of a total of
1,573,990 beds in the United States, or 7.5% of all
nursing home beds in the nation.¢ California and
Texas have the next highest number of beds, also
more than 100,000. New York has the third highest
occupancy rate of nursing home beds in the nation,
behind Hawaii and North Dakota, and the same as
Alaska. New York’s occupancy rate is higher than the
national average of 82.7%.7

Because Medicaid funds care for so many nurs-
ing home residents in New York—75% compared
with the national average of 67%—even with no
increase in funding, the re-allocation of these Medic-
aid dollars to community based care would marked-
ly increase opportunities for community living.8 The
federal “Money Follows the Person” demonstration
grants awarded to nine states (not including New
York) under the New Freedom Initiative permit
money to follow the individual from the institutional
to the community setting.”

Implications of Olmstead in New York At this
point, it is impossible to predict whether New York
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already has, in effect, a head start on complying with
Olmstead because of its record on providing home
care services.

At a minimum, however, Olmstead means that
New York will need to pay constant attention to how
it can provide services outside the institutional envi-
ronment by fostering home care itself and assuring
the availability of related services such as transporta-
tion assistance.

Moreover, Olmstead requires consideration of the
entire scope of available resources for long-term care.
In fiscal year 2003, New York’s Medicaid program
spent more than $6 billion on nursing home care plus
$1.2 billion at institutional care facilities (ICFs) for the
developmentally disabled, and $1.5 billion on inpa-
tient OMR care. This total of $8.7 billion spent on
institutional care, which does not include care in state
psychiatric hospitals or adult homes, is nearly three
times the $3 billion spent on the various types of
home care (waiver, personal and home health care,
private duty nursing, and hospice).10

Institutional care costs grew by 6.3% from 2002-
2003, compared with an increase in the community-
based care costs of only 2.5%.11 The number of per-
sons receiving care in Medicaid nursing homes and in
home care programs has not markedly changed since
2001, except for a 12.4% decrease in persons residing
in ICF/DD settings.12 Clearly, complainants may be
able to show that resources already present in the
long-term care system could be distributed to pro-
vide community-based alternatives to institutional
care.13 Moreover, it is not only Medicaid programs
that must be considered as available in deciding the
extent of resources available for community-based
care.l4

Effect of Mandated Cost-Saving Targets In nearly
each year since 1993, the state Legislature has enacted
cost-saving targets, requiring certain local Medicaid
districts to cut specified millions of dollars from their
Medicaid home care services, under threat of a stiff
financial penalty. The counties selected for the targets
were those that have traditionally spent more on
home care services—New York City, Nassau and Suf-
folk, Westchester, Erie, and a few others.

The targets required New York City to cut servic-
es by as much as $100 million in each of several
years—nearly 10% of the annual expenditures. It is in
large part these targets that motivated New York City
and other counties to develop the “task-based assess-
ment” tool that has led to arbitrary cuts in hours of
care authorized, and to eliminate vital care for people
with dementia. The targets give counties incentives to
slash services in arbitrary ways—even by simply

delaying processing of home care applications, coun-
ties save hundreds of thousands or even millions of
dollars.

When home care hours are cut, more people are
forced into institutions—potentially violating Olm-
stead. Even apart from the ADA implications, howev-
er, the targets are not effective from a fiscal perspec-
tive. They simply shift the costs from one Medicaid
budget line to another, from home care to nursing
home care. The targets give counties an incentive to
cut home care budget costs, but take no account of
the global long-term care budgeting—the balloon is
squeezed elsewhere with increased nursing home
costs. Any claim that the targets have achieved budg-
et savings is illusory.

2.3 Extent of Waivered Services in New York

Another factor that may lessen the urgency in
New York to develop an Olmstead plan as a defense to
potential lawsuits is that the state relies less on Med-
icaid waivered services. Thus, the waiting lists that
potentially violate the ADA under Olmstead stan-
dards are less of a concern.

New York’s Medicaid package uses predominant-
ly non-waivered services for personal care, home
health, and private duty nursing,!> which cannot, as a
matter of law, have waiting lists. Combined, the
waivered programs in New York serve 28,000 persons
per year, compared with 87,000 who receive personal
care services alone, plus tens of thousands who
receive home health care and private duty nursing
care. (See Appendix B.)

Up to 5,000 waiver slots for nursing home-eligi-
ble persons over age 18 were authorized on October
19, 2004, when the Nursing Home Transition and
Diversion Waiver bill was signed into law.16 This law
extends the TBI waiver by making services available
to persons with any type of disability. Unlike the TBI
waiver, however, it includes no specified housing
subsidies. The program is conditioned on approval
by federal CMS of the necessary waiver under section
1915(c) of the Social Security Act.

Despite its extensive spending on community-
based care, and the lesser reliance on home care pro-
grams that have waiting lists, New York is not
immune from potential liability for ADA violations
under Olmstead. There are, in fact, waiting lists for
some of the waiver programs that may be the most
appropriate for certain individuals. Even the new
waiver program enacted in October 2004, with its
5,000 slots, will hardly meet the demand for commu-
nity services, in light of the 118,000 nursing home
beds in New York.
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Moreover, existing policies and practices in the
Medicaid and other programs may violate Olmstead.
Some of these issues are outlined in the section below
(2.7) on the Olmstead plan, such as the need for an
assessment procedure to identify those persons in
institutions who prefer to and could live in the com-
munity with services.

2.4 Most Integrated Setting Council

New York is behind most other states in develop-
ing a specific plan to comply with Olmstead, as sug-
gested in the first of five letters the federal agency
overseeing Medicaid sent to State Medicaid
directors.17 As of June 2004, 29 states had developed
and issued Olmstead plans to comply with Olmstead.
In 2003 four other states were working on their plans.
New York was not among any of these 33 states.18

On September 17, 2002, after aggressive lobbying
by the disability community in New York, a state law
was enacted creating the “Most Integrated Setting
Council” (MISCC) charged with overseeing and mak-
ing recommendations for implementing the Olmstead
decision.?®

The Council is composed of the commissioners of
all the relevant state agencies—the Department of
Health (DOH), the Office of Mental Retardation and
Developmental Disabilities (OMRDD), the Office of
Mental Health (OMH), the Department of Trans-
portation (DOT), the Division of Housing and Com-
munity Resources (DHCR), the State Office for the
Aging (SOFA), the Office of Children and Family Ser-
vices (OCFS), and the Office of Alcoholism and Sub-
stance Abuse Services (OASAS). (See Appendix A for
a full list of council members.)

In addition, the law called for appointment of
nine non-governmental members, three in each of the
following categories: (1) consumers of services for
persons with disabilities, (2) individuals with expert-
ise in community services for people with disabilities
of all ages, and (3) individuals with expertise in serv-
ices for seniors. In each category one representative
was to be appointed by the governor, one by the Sen-
ate, and one by the Assembly. By September 2003, all
nine non-governmental slots had been filled.20

Meetings of the Council began in late 2003. Since
then, the Council has held hearings and in March
2004 it established four committees to work on the
areas of data, assessment, community services and
quality assurance.?! A transportation committee has
also been established.

A series of public hearings were scheduled
around the state through the fall of 2004, at which
members of the public testified. As of November

2004, committees were continuing to develop and
share reports and recommendations with members of
the Council. A report or plan is expected some time in
2005.

Presumably the representatives of long-term care
providers and persons with disabilities are involved
in the committees drafting sections of the plan, but a
significant part of the committee work appears to be
in the hands of state agency staff members who work
for the designated state commissioners. It is not
known whether teams of advocates for older persons
or persons with disabilities have been invited to par-
ticipate in these working committees.

It is not known whether a draft plan will be made
available for public comment. No drafts or informa-
tion about the MISCC work are posted on the NYS
DOH website, except for the meeting schedule.

2.5 The Plan Development Process

In designing its Olmstead plan, the MISCC has the
benefit of 29 completed state plans, which are largely
available on the Internet.?2 National policy institutes
and the National Conference of State Legislatures
have reviewed plans for the degree to which they
address eight elements.23

Stakeholder Involvement Stakeholder involve-
ment in developing plans is viewed as critical to suc-
cess—f{rom representation on the drafting committee
to public hearings to collect testimony of all interest
groups. Also, many states made a working draft plan
available for public comment, and incorporated these
comments into a final plan.

Assessing the Appropriateness of Community
Services The federal Olmstead directive to Medicaid
directors in January 200024 required states to ensure
that “individuals with disabilities benefit from assess-
ments to determine how community living might be
possible (without limiting consideration to what is
currently available in the community).”25

There are two central issues in assessment: (1)
Designing the content and procedures for the assess-
ment, and (2) defining the concepts of “institutional
setting,” a frequently controversial task.

In designing a content and procedures assess-
ment, the state must evaluate “the adequacy with
which the State is conducting thorough, objective and
periodic reviews of all individuals with disabilities in
institutional settings, . . . as well as establishing simi-
lar procedures to prevent institutionalization. States
are to evaluate their procedures for identifying which
institutionalized persons could live in the communi-
ty, and which persons in the community are at risk of
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being institutionalized. They are also expected to
determine the number of persons in these groups.

The Center for Health Care Strategies, Inc. points
out that to comply with the spirit of Olmstead, an
assessment process will require additional evalua-
tions beyond the existing federal requirements—the
Minimum Data Set (MDS) done annually of nursing
home residents, which asks a “yes/no” question of
whether nursing home placement continues to be
appropriate, and the PASSARR review of appropri-
ateness for admission for persons with mental illness
or developmental disabilities. Instead, the process of
developing an effective assessment procedure must
assess both the needs and preferences of individuals
living in institutional settings, and of those living in
the community but at risk of placement. The Iowa
plan recognizes that a simple paper questionnaire is
not enough, and includes these elements:26

* Two personal interviews of the individual
being assessed (and guardian, if any). One
interview must include any family, friends, or
advocates the individual would like to have
involved in planning.

Assessment teams should include persons who
have no vested interest in continuing the cur-
rent living arrangement, i.e. not nursing home
staff. The teams may include treating profes-
sionals, or community living specialists.

Assessments must consider the service and
support needs of the person, and the type and
scope of services that could be provided in the
community, including any reasonable accom-
modations that might be necessary. Assess-
ments should include the individual’s current
level of community involvement and support,
and the potential level of community involve-
ment anticipated or desired.

The assessment should include an information
and education component; an assessor cannot

elicit the consumer’s preferences without edu-
cating him or her about resources, choice, their
rights and responsibilities.

The assessment process should begin with the
premise that community placement is appro-
priate for each individual if reasonable accom-
modations can be made to assure health and
safety. Restrictions on service options contrary
to the person’s wishes will require justification.

The timeline for individual assessments—when
they begin, when they are completed, with a
plan for nursing homes, state hospitals, ICFs.

* Ongoing assessment process—Assessments
must be repeated at least annually, or upon
request of the individual.

Other states incorporate community living
assessments into a discharge plan that must be initiat-
ed upon admission to a state psychiatric hospital or
ICE.

The Process in New York No details of the draft
assessment process have been made public in New
York. It is hoped that the state will not rely on the
federal mandated PASSARR or MDS assessments
described above, nor on state assessments such as the
Patient Review Instrument (PRI). These assessments
draw only vague conclusions about whether a com-
munity placement is actually available.?”

The assessment should follow Iowa’s lead, elicit-
ing the preferences of the individual and identifying
the resources that would be needed to make commu-
nity living possible, i.e. housing. The assessment
should include interviews of the individual’s family
and advocates, and be completed by assessors with
no vested interest in the outcome.

Populations at risk of institutionalization need an
entirely separate assessment system, which New York
must develop. When an elderly or disabled person is
denied any type of home care, or is denied a request-
ed increase in home care—the individual must be
assessed for risk of institutionalization as a result of
the denial of home care services. Also, anyone placed
on a waiting list for any of the Medicaid waiver serv-
ices must be assessed, along with individuals in or
attempting to access the community-based mental
health system. The absence of any plan for assessing
these individuals, let alone for providing them with
services that will prevent institutionalization, may
well violate the ADA.

What Is an Institutionalized Setting? New York,
like all states, must decide which settings are “institu-
tional” within the meaning of Olmstead. In what set-
tings do residents have the right under Olmstead to be
assessed for possible discharge to the community?

Beside the obvious settings of state psychiatric
hospitals, and nursing homes, there is disagreement
about whether some settings are considered “institu-
tions”—intensive care facilities for the mentally ill
and disabled, foster care or juvenile justice programs
for children. Also, adults soon to leave the prison sys-
tem,28 or who are in veterans hospitals, homeless cen-
ters, and substance abuse programs must be assessed
for possible community placement. Persons now in
the community who are at risk of being placed in any
of these settings may also require assessment.
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In July 2003, Disability Advocates Inc.?? filed a
complaint in the Eastern District of New York, claim-
ing that the placement of New Yorkers with mental
illness in adult homes violated the Americans with
Disabilities Act (ADA) “by causing their needless
institutionalization in substandard facilities when
their needs could be more appropriately and effec-
tively met in integrated residential settings.”30 In
part, this lawsuit was prompted by the revelations of
substandard care in adult homes in a 2002 series of
New York Times articles. The plaintiffs charged that
“impacted” adult homes (facilities in which 75% or
more of the residents are mentally ill) are segregated
institutional settings that fall under the purview of
the ADA and the Olmstead decision. The lawsuit tar-
geted 26 adult homes in New York City where an
estimated 4,000 people with mental illnesses live.

Statewide, an estimated 12,000 individuals with
mental illnesses are served in such facilities.
Although adult homes nominally provide limited
services to residents and are not classified as mental
health facilities, residents of these facilities also
receive Medicaid-funded health and mental health
services from other vendors. The plaintiffs charge
that these services do not adequately or appropriately
meet the needs of adult care home residents.

The plaintiffs in the Disability Advocates suit
asked the court to order the state to expand the avail-
ability of “supported housing” and to improve condi-
tions in adult homes. The state’s response on October
1, 2003, disputed all the allegations, arguing that the
plaintiffs lacked standing to bring the complaint, and
that state agency personnel had not determined that
the adult home residents in question were appropri-
ate candidates for a more integrated community set-
ting. The state also argued that providing the sup-
portive housing sought by the plaintiffs would
involve a “fundamental alteration” in services, an
action that the Olmstead decision does not require
states to take.

Identifying Needs and Describing Services A state
plan must identify those individuals who have a cur-
rent or potential need for community services. This is
accomplished partly through the assessment process
described above, but also by studying the demo-
graphics of how resources are currently allocated.

The Connecticut plan, for example, provides an
extensive overview of the number of people currently
served by the institutional and community compo-
nents of its MR /DD, mental health, alcoholism, and
nursing home and home care waiver programs.31
Other states estimated future need based on popula-
tion growth, aging, and disability incidence rate.32
Review of AIDS/HIV programs was included in cer-
tain plans.

The federal January 2000 guidance requires that
the plan identify

... what community-based services
are available in the State. It assesses
the extent to which these programs
are able to serve people in the most
integrated setting appropriate . . .
The State reviews what funding
sources are available (including Med-
icaid and other funding sources) to
increase the availability of communi-
ty-based services. It also considers
what efforts are under way to coordi-
nate access to these services . . . Plan-
ners also assess how well the current
service system works for different
groups (e.g. elderly people with dis-
abilities, people with physical dis-
abilities, developmental disabilities,
mental illness, HIV-AIDS, etc.). The
assessment includes a review of
changes that might be desirable to
make services a reality in the most
integrated setting appropriate for all

populations.33

In New York, where all of the relevant state agen-
cies are members of MISCC, each agency is presum-
ably compiling its baseline information of services
provided and numbers served, based on types of dis-
ability.

Providing Information to Affected Individuals
State plans should include methods to provide infor-
mation about community services to all individuals
who may be eligible for them.

Plans such as Iowa’s include information about
appeal rights, and the right to get a second opinion
from a treating professional of their choice regarding
their eligibility for community living options.34
Utah’s plan institutes a project to inform nursing
home residents of options regarding community
services. The campaign uses both Area Agencies on
Aging and local independent living centers, and
other community-based organizations.3>

In New York, no details have been disclosed on
how this information would be provided. Past pro-
posals, such as the Single Point of Entry proposal of
the State Office for the Aging made in 2004, raise
questions, including whether the agency providing
information will have a bias or self-interest that
affects the provision of information on choices.

Quality Assurance This principle addresses the
inclusion of procedures to implement independent
evaluation and monitoring of state community place-
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ment activities. Methods in completed plans include
consumer satisfaction surveys, on-site Inspection of
Care teams, self-advocacy training for consumers,
ombudsman service, clearly defined provider stan-
dards, rights, and expectations, and fully developed
grievance and appeal procedures.36

Analytic tools include identifying individuals
who have had lengthy institutional service intervals
or stays to analyze the reason. Arizona and 20 other
states are piloting a set of quality measures of “Core
Indicators.” Consumers are surveyed to determine
the extent of community integration, satisfaction with
service coordination, service access, safety, and satis-
faction with providers.3”

Funding State plans should describe current
funding levels for community services as well as
methods to gain additional funding.

Some state plans propose to use tobacco settle-
ment money, to seek federal grants, expand Medicaid
services and seek Medicaid waivers. Other states
include increased budgets to provide higher wages to
direct care workers to ensure an adequate workforce.
Funding for transportation and, in particular, hous-
ing must also be addressed.

2.6 Challenges Facing Home Care Services in
New York

Attempts to assess future needs for home care are
further complicated by shortages in the staffing avail-
able for home care, the lack of mechanisms to fund
the support services needed for community living,
and differing standards that local districts use for
approving home care.

Staffing Shortages As is happening nationwide,
there are staffing shortages in the various forms of
home care. While the downward shift in the economy
may alleviate this problem somewhat in the short
term, the lack of competitive wages, benefits, and job
security in home care lead to shortages of adequate
home care providers.

The ADA may require the state to make reason-
able modifications that would include improved
wages and benefits and working conditions to ensure
the availability of quality home care. The Medicaid
act and Fair Labor Standards Act also provide a basis
for increasing wages and, in turn, the size of the
workforce. Developments in this area include:

* Increases in wages for certain downstate home
care workers were enacted in 2003 in a state
budget compromise. These wage increases are
important, but benefit only certain workers
who are members of the Service Employees
International Union (SEIU) and some other

workers. This increase, then, is not available to
most workers outside New York City, nor to
non-unionized workers in New York City.

In July 2004, the 2nd Circuit struck down a fed-
eral labor regulation as a violation of the Fair
Labor Standards Act that exempts home care
aides from overtime requirements of that law.38
This case was brought by the SEIU on behalf of
a union member. While this case could have the
effect of increasing home care aide wages, by
ensuring them overtime pay when due, it is
already having the opposite effect. Home care
employers are shifting aide schedules so that
none work overtime, effectively decreasing
their pay.

The federal Medicaid “equal access” provision
requires that states assure that payment rates
are sufficient to attract enough providers so
that care and services are available to the Med-
icaid population at least to the extent that they
are available to the general population in the
geographic area.?

In a series of administrative hearing decisions
in which Medicaid recipients have complained
that the local Medicaid provider lacked suffi-
cient staff to provide the hours of home care
authorized, the State Department of Health has
held that the county “has the ultimate responsi-
bility in assuring that the Appellant receives
her services authorized. . . . If the home health
agencies under contract with the [County]
Agency are unable to provide the required
services, the {county] must make other arrange-
ments for the provision of the authorized serv-
ices, such as by contracting directly with other
aides . . . or by requesting an increase in
fees.”40

In a March 2004 settlement of a federal ADA
lawsuit challenging inadequate staffing in pri-
vate duty nursing cases, the State Department
of Health agreed to ensure better case manage-
ment and supervision by nursing agencies, to
advise recipients of procedures to file com-
plaints to the agency and DOH when care is
inadequate, to direct home care agencies to
develop written emergency care plans, to direct
agencies to accept and retain only those
patients that can be cared for safely and appro-
priately and to contract with sufficient staff to
meet its responsibilities.4!

Additional relief was agreed to for Nassau and
Suffolk counties — an enhanced hourly Medicaid rate
is available under certain circumstances, such as
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when necessary to make discharge from the hospital
possible.

The state clarified that enrollment in the Con-
sumer Directed Personal Assistance Program does
not preclude someone from receiving CHHA or other
nursing services as a supplement.42

Limited Availability of Some Programs The
Traumatic Brain Injury (TBI) and Developmental Dis-
ability waivered programs are limited, with strict eli-
gibility criteria and limited slots. The Care at Home
program for medically fragile children, for example,
has only 500 slots statewide.*3

Individuals ineligible for these programs, though,
are often also denied services in the personal care
program because they need prompting and cueing,
not physical assistance. Also, the State does not cur-
rently have a mechanism to fund other support serv-
ices necessary for community living, including home
modifications, rental subsidy, and transition costs
(furniture/security deposit) for people outside the
limited number of existing Medicaid Waiver pro-
grams.

Neither the OMRDD nor the TBI waivers take
advantage of federal policy changes that allow an
individual to receive case management services for
up to 180 consecutive days before discharge from an
institution. This would increase the provider base
willing to work with individuals who require signifi-
cant assistance to be de-institutionalized.

Practices That Deny or Limit Home Care Around
the state, each local district applies its own unwritten
rules and standards for approving or denying per-
sonal care or waivered care in the Medicaid pro-
grams. Because they have the effect of denying access
to care, each of these policies and practices can force
someone into institutionalization. Changes in these
policies may be required as a “reasonable modifica-
tion” of the program.

Examples of how practices vary include:

* Many counties refuse to approve more than a
few hours a day or week, regardless of medical
necessity, and regardless of state law authoriz-
ing care up to 24 hours per day.

Many counties refuse to approve care for per-
sons who live alone or lack family to act as
unpaid “back-ups” to supplement the Medic-
aid home care. This is related to issues of the
“dignity of risk” — the right of persons with
disabilities to choose to take risks inherent with
living in the community rather than an institu-
tion. When counties invoke lack of a “back-up”
as a reason to deny care, it is often a pretext for

the refusal to authorize an adequate amount of
care.

Many counties use “task-based assessment”
and other tools that, by their very definition, do
not take into account an individual’s need for
assistance and supervision at different times of
day or night. As a result, insufficient hours of
care are authorized, forcing nursing home
placement. The exclusion of safety monitoring
from the personal care program for people with
dementia was permitted by the 2d Circuit,
which in Rodriguez v. City of New York expressly
found that the exclusion of this “task” did not
violate the ADA. The Court reasoned that the
ADA does not require states to provide new
and different services. Finding “safety moni-
toring” to be a task different and separate from
regular personal care services, the court reject-
ed the ADA claim.#

The ill effect of the Rodriguez decision in the
2nd Circuit (see 2.8) and of restrictive local
policies have been partly ameliorated by a 2003
State Department of Health directive. It clari-
ties that county programs must authorize time
for the “appropriate monitoring of the patient
while providing assistance with the perform-
ance of . . . task[s] such as transferring, toilet-
ing, or walking, to assure the task is being safe-
ly completed.”#> Advocates report, however,
that compliance with this directive is poor.

Many counties still have not complied with
state law mandating access to a Consumer-
Directed Personal Assistance Program
(CDPAP). In addition to maximizing autono-
my for many people with disabilities who have
skilled needs and would otherwise need skilled
nursing care, CDPAP is the sole type of home
care that would be appropriate or desirable to
meet their needs. Moreover, because CDPAP
care is far less costly than skilled care, whether
at home or in a facility, it cannot be claimed to
be an undue fiscal burden. New York State has
also not taken advantage of the federal policy
change which would allow CDPAP providers
to be given a “personal assistance retainer”
payment and allow the individual to “hold”
the attendant for up to 30 days when hospital-
ized. Now, when an individual is hospitalized,
the home care aide cannot be paid, and must
take another job, jeopardizing the continuity of
care for the individual who may lose the aide.

A number of counties offer no personal care

services whatsoever. They offer only waivered
services, with a potential waiting list, or home
health services, which are costlier. In addition
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to violating federal requirements that Medicaid
services be offered state-wide, the absence of
this alternative may violate the ADA by forcing
institutionalization in those counties.

Delays in accessing home care place many peo-
ple in the community at risk of institutionaliza-
tion, and delay discharges of many people in
nursing homes and other institutions. Such
delays may violate federal Medicaid require-
ments for timely processing of applications, but
also the ADA by increasing institutionalization.
Establishing short deadlines to process applica-
tions, and implementing a system for provid-
ing temporary care while an application is
pending may be “reasonable modifications”
that the ADA requires.

Finally, there are other barriers to community liv-
ing in New York beside the availability of adequate
home care. Housing that is both affordable and acces-
sible is a primary barrier statewide. Adequate trans-
portation is lacking for people with disabilities.

2.7 Olmstead Background

A review of Olmstead’s history provides insights
into the standards likely to apply when assessing the
viability of home care for the needs of the elderly and
disabled.

Lower Court Proceedings The two Olmstead
plaintiffs, women with mental illness, had been vol-
untarily admitted to psychiatric hospitals in Georgia.
After their psychiatric conditions stabilized, their
treating physicians found that their needs could be
met appropriately in one of the existing Medicaid
community-based programs.

They were found eligible for a Medicaid “waiv-
er” program, but it had a finite number of slots, and
they were put on waiting lists. Their lawsuit charged
that placing them on a waiting list for community
care, for which they were undisputedly eligible, was
a violation of the ADA provision requiring that pub-
lic-funded services be provided in the “most integrat-
ed setting appropriate” to the individual. The district
court ruled in the plaintiffs favor, rejecting the state’s
defense that providing community-based services
would require a “fundamental alteration” of their
program. In fact, the court noted, the cost of care for
these two plaintiffs would be considerably less in the
community than in an institution.

The Court of Appeals for the 11th Circuit
affirmed the judgment, but remanded for reassess-
ment of the state’s cost-based defense, finding that
the district court had applied a standard that virtual-
ly no state could meet to show a “lack of funding”

justification. The remand directed consideration of
“whether the additional expenditures necessary to
treat L.C. and E.W. in community-based care would
be unreasonable given the demands of the State’s
mental health budget.”46

Supreme Court Decision Affirming the 11th Cir-
cuit in finding a violation of the ADA, the U.S.
Supreme Court stated, “Unjustified isolation, we
hold, is properly regarded as discrimination based on
disability.#” The Court recognized that “confinement
in an institution severely diminishes the everyday life
activities of individuals.”#8 It observed that “institu-
tional placement of persons who can handle and ben-
efit from community settings perpetuates unwarrant-
ed assumptions that persons so isolated are incapable
or unworthy of participating in community life.”4?

The Court then discussed the extent of the state’s
obligations under the ADA. First, the state may rely
on the “reasonable assessments” of its own profes-
sionals to determine whether community placement
is appropriate.®0 In Olmstead, there was no dispute
about this factor.

The Court also gave some guidance to lower
courts for determining what constitutes “reasonable
modification” versus a “fundamental alteration” of a
long-term care service program:

Sensibly construed, the fundamental-
alteration component of the reason-
able-modifications regulation would
allow the state to show that, in the
allocation of available resources,
immediate relief for the plaintiffs
would be inequitable, given the
responsibility the state has undertak-
en for the care and treatment of a
large and diverse population of per-
sons with mental disabilities. When it
granted summary judgment for
plaintiffs in this case, the District
Court compared the cost of caring for
the plaintiffs in a community-based
setting with the cost of caring for
them in an institution. That simple
comparison showed that community
placements cost less than institution-
al confinements.5!

... [T]he State must have more lee-
way than the courts below under-
stood the fundamental-alteration
defense to allow. If, for example, the
State were to demonstrate that it had
a comprehensive, effectively working
plan for placing qualified persons
with mental disabilities in less
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restrictive settings, and a waiting list
that moved at a reasonable pace not
controlled by the State’s endeavors to
keep its institutions fully populated,
the reasonable-modifications stan-
dard would be met. . . In such cir-
cumstances, a court would have no
warrant effectively to order displace-
ment of persons at the top of the
community-based treatment waiting
list by individuals lower down who
commenced civil actions.52

The Court thus identifies several factors to be
considered in evaluating a state’s obligation: (1) the
cost of providing services to the individual in the
“most integrated setting appropriate;” (2) the total
resources available to the state considering its entire
long-term care program, which is not limited to Med-
icaid programs; and (3) how the provision of services
to the individual claiming discrimination affects the
ability of the state to meet the needs of others with
disabilities—services must be distributed with an
“even hand.”

The high court rejected the lower court’s interpre-
tation that home-based services must be provided to
the complainant as long as the cost is reasonable
when measured against the state’s entire mental
health or long-term care budget. Instead, the state
must show “that, in the allocation of available
resources, immediate relief for the plaintiffs would be
inequitable, given the responsibility the State has
undertaken for the care and treatment of a large and
diverse population of persons with mental disabili-
ties.”53

2.8 Reasonable Modification vs. Fundamental
Alteration

Olmstead requires® states to make reasonable
modifications in existing programs to promote com-
munity integration, but states need not make “funda-
mental alterations.” Where the line is drawn in any
case depends in part on the individual facts of the
program.

Rodriguez v. City of New York If a request is
characterized as changing basic eligibility criteria for
the program, or adding a new service, courts find
that this to be a fundamental alteration and thus the
accommodation standard does not apply. In
Rodriguez v. City of New York, the 2nd Circuit used
this rationale to deny a request to cover “cueing”
services for persons with dementia under the Medic-
aid personal care program. “Cueing,” or safety moni-
toring, was described as a totally separate service
from the physical assistance with activities of daily

living provided in the personal care program, even
though cueing for safety had always been incidental
to physical care in the home.

Rodriguez shows how crucial the definition of the
service is to the Olmstead ADA analysis. If the service
is defined very narrowly, such as “cueing,” then the
requested expansion of coverage to include this
“new” service is seen as a fundamental alteration. If
the service is defined more broadly, as the larger bun-
dle of long-term care services, then the claim against
the refusal to provide “cueing” focuses on discrimi-
natory procedures of administering the service, and
not as one requesting a fundamental alteration.

Fisher v. Oklahoma Health Authority In Fisher v.
Oklahoma Health Authority,5 Medicaid recipients in
the community challenged the limit of five prescrip-
tion drugs per month imposed by the Oklahoma
Medicaid program. Because nursing home residents
on Medicaid could receive unlimited drugs, the
plaintiffs argued that the drug limit forced them into
nursing homes, and that lifting the limit would not be
a fundamental alteration in the program.

The federal court agreed. “If every alteration in a
program or service that required an outlay of funds
were tantamount to a fundamental alteration, the
ADA’s integration mandate would be hollow indeed.
... [Plaintiffs] are not demanding a separate service
or one not already provided by the state.”5”

Sanon et al. v. Wing In a challenge to a legisla-
tively imposed fiscal limit on the cost of Medicaid
home care services, a New York State court held that
Olmstead requires analysis of whether the provision
of high-cost home care is an “undue burden” under
the ADA, and thus the fiscal cost limitation violates
the ADA.

The decision, Sanon et al. v. Wing,>8 required New
York State to analyze the cost factors using Olmstead
guidelines. This analysis was not done because the
challenged state law that set the fiscal limits expired
under a sunset clause.?

Radaszewski v. Maram A 7th Circuit decision
suggests, however, that a cost analysis may require
home-based services. In Radaszewski v. Maram 60 the
court ruled that a state’s failure to provide communi-
ty-based care may violate the ADA. In Radaszewski, a
medically fragile young adult receiving private-duty,
in-home nursing care lost all but five hours of care
per day as a result of turning 21 and aging out of the
Medicaid program that had provided care. Because
his condition required round-the-clock private nurs-
ing, and the cost of the care was three to four times
greater than the Illinois state threshold for adult com-
munity services, the beneficiary faced admission to a
nursing home.
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Initially, the district court ruled for the state, rea-
soning that the ADA did not require it to fully fund
at-home private-duty nursing where it did not pro-
vide that service to any adult individual. On appeal,
the 7th Circuit reversed, holding that even though the
state might need to increase substantially the expen-
ditures it would otherwise incur to care for the bene-
ficiary at home, that expense was not, by itself, suffi-
cient to defeat his claim of discrimination.

The case was returned to the trial court to give
the state an opportunity to show that, in view of its
obligations to all individuals with similar disabilities,
funding services for the beneficiary would funda-
mentally alter the care it provides to others with simi-
lar needs. Importantly, however, the court also said
that if the cost of institutional placement equaled or
exceeded the cost of home care, it would be difficult
to see how requiring the state to pay for home care
would amount to an unreasonable, fundamental
alteration of its programs and services.

Townsend v. Quasim In Townsend v. Quasim,®! the
9th Circuit granted plaintiffs” request for a reasonable
modification in how the state administered its long-
term care program, rejecting the state’s characteriza-
tion of the request as a demand for a new benefit.
The plaintiff was an elderly man whose income
increased slightly, converting him from “categorically
needy” to “medically needy” under the state Medic-
aid plan.

In Washington State, this conversion meant that
he could no longer receive home care services, which
were limited to the categorically needy, and he would
thus have to enter a nursing home to receive long-
term care. Instead of viewing this as request for a
“new” home care service, the 9th Circuit recast it as a
case of discrimination:

Characterizing community-based
provision of services as a new pro-
gram . .. not currently provided by
the state fails to account for the fact
that the state is already providing
those very same services. If services
were determined to constitute distinct
programs based solely on the location
in which they were provided, Olm-
stead and the integration regulation
would be effectively gutted. . . Olm-
stead did not regard the transfer of
services to a community setting, with-
out more, as a fundamental alteration.

Using the reasoning in Fisher and Townsend, the
Rodriguez decision would have had a different analy-
sis and outcome. The court would have looked at the
program’s refusal to assess the need for cueing and

safety monitoring as a discriminatory method of
administration of the same personal care services
benefit that the New York Medicaid program has
always provided. Plaintiffs in Rodriguez were not
seeking a new benefit, but were instead challenging
the failure to ensure equal access to the existing per-
sonal care services by people with dementia.

Laguna Honda Suit In December 2003, a federal
court in California approved a settlement in a two-
year-old lawsuit that challenged improper placement
of elderly and disabled residents in the Laguna
Honda nursing home, a 1,200-bed facility, without
providing community-based alternatives.62 The set-
tlement requires San Francisco to develop a system of
assessment and hospital-discharge planning that
allows people who are in Laguna Honda or eligible
for admission there in the future the option of receiv-
ing supports and services in the community.

By March 29, 2004, San Francisco had agreed to
start a state-of-the-art program to screen, assess and
develop individual service and discharge plans to
members of the plaintiff class and provide ongoing
case management after their discharge. Plans were
developed to give program staff training on commu-
nity-living alternatives and provide Laguna Honda
residents with training and support resources.

The U.S. Department of Justice had filed an ami-
cus brief in the case, after citing the city of San Fran-
cisco in April 2003 with violating the ADA, and ques-
tioning the city’s plan to build a new facility to
replace the nursing home, noting that “community
integrated options could be provided at a fraction of
the cost of staying in LHH.”63

2.9 Defining the “Most Integrated Setting”

The Office of Civil Rights within the Department
of Health and Human Services has investigated
numerous complaints of ADA violations.

From 1996 through mid-2001, 27 New York State
residents filed individual complaints with the Office
of Civil Rights (OCR), claiming violations of the
“most integrated setting” requirements of the ADA .64
Nationally, 334 complaints were filed, with New York
ranking fourth in the nation in the number of com-
plaints filed (after Georgia, Colorado, and Louisiana).
As the authors of a study on these complaints point
out, the number of complaints is not necessarily
indicative of the degree of unnecessary institutional-
ization, because it may indicate a greater availability
or organization of advocacy.

Nationwide, the majority of complainants were
institutionalized, but 30% were residing in the com-
munity but at risk for what they considered to be
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unnecessary institutionalization.®> Of the community-
residing complainants, 57% were living with families,
showing that living with family members, alone,
does not provide a buffer against unjustifiable institu-
tionalization. Of the institutionalized complainants,
60% were in nursing homes, and 30% in psychiatric
facilities.66

2.10 Waiting Lists and Reasonable Promptness

Several courts have applied Olmstead’s mandate
that a public program must have in place an “effec-
tive working plan” of “community integration” that
is moving at a “reasonable pace.”

Benjamin v. Ohl Courts have rejected the argu-
ment that insufficient funding justifies excessive
waiting times. In Benjamin H. v. Ohl,%7 the district
court noted, “The defendant cannot escape liability
by a conclusory declaration that no more money will
be provided to meet the state’s obligations under the
Medicaid Act or the ADA.”

The court required West Virginia to develop a
compliance plan to eliminate waiting lists and estab-
lish reasonable time frames for the provision of ICF-
MR services. The Medicaid Act has its own provision
requiring states to furnish benefits with “reasonable
promptness,” which courts have applied to waiting
lists for community-based long term care services.®8

Lawsuits on Reasonable Promptness Several
courts have rejected an argument made by states that
the reasonable promptness requirement in the Medic-
aid statute applies only to mandatory Medicaid serv-
ices, not to optional services such as waiver programs
or personal care services.

The New Hampshire Medicaid program argued,
for example, that it complied with the “reasonable
promptness” requirement by finding that applicants
for a home care waiver program were eligible within
90 days, even though they were then placed on wait-
ing lists for years. The court rejected this claim, find-
ing that the duty of reasonable promptness applies
both to the administrative aspect of benefit delivery
and the actual delivery of services.®

2.11 Federal and State Policy-Making Activity

Because Olmstead holds that states may be liable
for violating the ADA if they fail to provide commu-
nity-based alternatives to institutional care, states
have been understandably concerned about taking
the steps necessary to prevent and prevail in any
future litigation brought by persons seeking commu-
nity-based care.

States have seized upon one concrete guideline
provided by the Court to avoid liability—Olmstead

specifically permits states to have waiting lists for
community placements, provided the state can
“demonstrate that it had a comprehensive, effective
working plan for placing qualified persons with . . .
disabilities in less restrictive settings, and a waiting
list that moved at a reasonable pace not controlled by
the State’s endeavors to keep its institutions fully
populated.”

2.12 Federal Grants to Assist States

In 2000, Congress created the Real Choice Sys-
tems Change Grants for Community Life, a federal
grant program that awards competitive grants to
states to experiment with new models for providing
long-term care. Since 2001, CMS has awarded nearly
$160 million in Real Choice grants to states.

“Real Choice” Grant New York’s “Real Choice”
grant request was initially denied in September 2001,
but was awarded in April 2002. CMS approved
$1.385 million for a three-year period, one-third of the
amount New York originally requested. The grant
runs from September 30, 2002, through September 30,
2005. The grant and its administration are shared by
the Department of Health and the Office of Mental
Retardation and Developmental Disabilities
(OMRDD).

The portion assigned to OMRDD was contracted
to the Self-Advocacy Association of NYS, Inc., to tran-
sition a limited number of residents to the communi-
ty from Institutional Care Facilities (ICFs) in Chemu-
ng, Monroe, and another county. The Department of
Health portion was awarded to five demonstration
projects to develop systems for central point of access
and information, using Internet information systems
(Clinton, Essex and Franklin counties), linkages with
various agencies working on long-term care (Fulton,
Broome and Monroe counties), and to identify barri-
ers to community living and educate consumers on
community alternatives (consortium of eight inde-
pendent living centers and state Coalition for Aging).

Independence Plus In 2002, as part of its New
Freedom Initiative, the Bush administration
announced a new Medicaid waiver initiative called
Independence Plus, described as a comprehensive
plan designed to assure that people with disabilities
have an opportunity to participate fulling in commu-
nity life.

In the effort to encourage consumer-directed long
term care services, the plan provides people enrolled
in this waiver with a voucher that allows them to
recruit and manage home care aides according to a
plan of care developed with their input. Notably,
states may permit individuals to hire family members
to serve as aides.”0
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This initiative goes beyond long-term care needs
to help people with disabilities of all ages, education
and home ownership become integrated into the
workforce and have access to adequate transporta-
tion. The initiative included Executive Order 1321771
requiring various federal departments to implement
Olmstead swiftly by coordinating the use of existing
resources. Examples of implementation activities by
the Department of Justice, for example, under the
New Freedom Initiatives include evaluating residen-
tial placements under the Civil Rights of Institution-
alized Persons Act, together with enforcing ADA
accessibility and requirements and the prohibitions
against discrimination in housing.”?

Other Grants Other federal grants to the state
DOH include:

¢ Quality Assurance and Quality Improvement
in Home and Community Based Services
$495,811 (2003)—In the TBI waiver and Long-
Term Home Health Care Program (LTHHCP),
survey consumer satisfaction and develop
method to measure outcomes, and institute
Quality Assurance database.

* Respite Care Feasibility Project, $74,285
(2003)—Study which modalities of community-
based respite care for adults are feasible in New
York.
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Chapter 3

The Continuum of Care: Community-Based
Alternatives To Nursing Home Care

OVERVIEW: As New York’s baby-boomers
reach retirement, major financial challenges face the
state’s health care system. New York may be able to
accomplish more with fewer dollars if serious consid-
eration is given to new alternatives. This requires
thinking “out of the box,” but the long term savings
could be substantial.

After a review of basic demographic information
and trends, this chapter looks at the status of alterna-
tives to nursing home care in the context of the cur-
rent law in New York.

Finally, this chapter recommends alternative
approaches.

By Neil T. Rimsky, Natalie J. Kaplan,
Elisabeth N. Radow and Stephen G. Levy

With assistance from other members of the Real Estate
and Housing Committee of the NYSBA's Elder Law Section

3.1 Trends

Demographics The population is living longer.
The largest percentage increase in the U.S. population
is in persons over age 65. According to a 1996 study
by the Department of Health and Human Services, by
the year 2030 there will be 65 million “elderly,” 7.3
million of whom will be “frail.”

The corresponding financial resources needed to
care for and provide a quality of living for our aging
population likewise will continue to grow and pres-
ent challenges of unprecedented proportion. The sur-
vival of Social Security and Medicare are political hot
topics.

Retirement Funds Despite losses in market value
in 1987, retirement funds, both in qualified plans
(such as IRAs, 401(k)s) and non-qualified plans, will
play an increasingly large role in providing available
cash for housing.

Rule changes promulgated by the IRS for IRAs
and qualified plans have expanded the available
planning options whereby retirement funds can be
used to fund the unified credit. Income tax need no
longer be paid within five years from date of death so
that retirement funds can continue to grow tax free
for generations.

Long-Term Care Insurance Although long-term
care insurance was relatively rare 10 years ago, per-
sons over age 60 increasingly have policies. Although

still a modest percentage, more employers offer long-
term care insurance policies as a benefit of employ-
ment.

The modern long-term care policies offer more
flexibility than prior policies. They are more afford-
able, and consumers have learned how to purchase
them for lower cost.

In the past, underwriters would provide reim-
bursement only for care at a licensed facility. Because
assisted living facilities were not licensed, long-term
care policies were unavailable to pay for that form of
institutional care. Over the years, the insurance
industry has made adjustments to cover the lifestyle
choices of older adults. Changes in New York law
have now established license standards for assisted
living facilities, thereby facilitating long-term care
insurance coverage.

Government Assistance—Although many of the
elderly believe that Medicare provides for all of their
medical needs, funding is essentially available only
for critical care and rehabilitation. No funds are avail-
able for purely custodial (non-skilled) care, including
assisted living, even when medically necessary.
Insurance policies that supplement Medicare benefits
are similarly limited.

Medicaid has thus become the major payor of
nursing home and other forms of custodial care for
middle income as well as low-income persons. As a
consequence, Medicaid budgets have expanded
beyond what Congress anticipated when Medicaid
was originally designed as a program for the poor.

The reimbursement rate for all services has been
reduced in response to the financial strain. Staffing
levels have been reduced at facilities with substantial
Medicaid populations (which includes most facili-
ties). Various states, including New York, have con-
sidered proposals to further limit Medicaid eligibility.

3.2 Living at Home

Many options are open to people wishing to
remain in the community. Some allow them to remain
at home; others involve going to senior communities
or facilities.

Home Modification The simplest way to stay out
of a nursing home is to remain at home. Although
homes are typically not designed to accommodate the
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physical limitations of older adults, modest changes
can make the home far more accommodating to sen-
iors who need some level of assistance.

Universal design or barrier-free design, an archi-
tectural approach to the built environment, has
evolved to offer numerous ways to design or retrofit
a residence to meet the needs of older adults and per-
sons with disabilities. This includes widening halls,
installing an elevator, modifying a bathroom to
accommodate a wheelchair, installing an alert system,
installing adjustable counter tops, etc.

Homeowners can install fittings and use appli-
ances specifically designed for persons with limited
physical capacity due to the effects of diseases such
as arthritis. For example, the homeowner can replace
door knobs with larger knobs or levered handles that
are easier to manipulate by hands with limited flexi-
bility. A plastic chair and grab bars reduce the risk of
injury in a shower. Many companies now manufac-
ture kitchen utensils and dressing aids that make
daily activities of living easier.

Other solutions include removing the rugs and
replacing them with wall-to-wall carpeting or
linoleum flooring to avoid the risk of falls. Use of
rubber soled shoes or socks with a rubberized bottom
work best for walking on wooden floors.

Depth perception diminishes with age. Illumina-
tion suitable for older adults can be easily addressed.
For those who are visually impaired, appliances are
available with large dials and touch pads. A phone
can have oversized buttons. For the hearing
impaired, phones can be purchased with amplifiers.

Reverse Mortgages A home is often the primary,
though illiquid, financial resource. The reverse mort-
gage, also known as a “home equity conversion
loan,” is designed to convert the equity built up in a
home into a source of monthly income.

In a typical reverse mortgage, the lender offers a
monthly payment to supplement income. The owner
does not repay the borrowed money to the lender
until the home is sold. Other variations include loans
in which the lender provides a lump sum loan up
front that can be used for the homeowner’s needs.

The reverse mortgage has an advantage for those
who are considering Medicaid home care. The
monthly payments, viewed as a loan, are not deemed
income in the month of receipt and not budgeted
under Medicaid guidelines.

Reverse mortgages have significant financial
implications, however. The up-front costs of obtain-
ing these mortgages are significant. Closing costs and
mortgage insurance on a $200,000 loan can easily

exceed $10,000. Interest compounds on the outstand-
ing principal balance, which means that the balance
ultimately owed may far exceed the cash actually
received. As a result, the equity in the home may
quickly be reduced, or even exhausted, although the
homeowner is guaranteed the right to live in the
property until death.

Because of the financial dangers, New York law
insists on protections. In particular, individuals may
not apply for a reverse mortgage unless they have
received counseling from a not-for-profit organiza-
tion that has advised them of the long-term financial
risks.

Given the potential loss of equity, it may be more
desirable to consider a private reverse mortgage. Fam-
ily members, individually or together, may be willing
to commit to make monthly payments to an elderly
homeowner. Any equity build-up thus belongs to a
family member and not an institution. However,
according to state law, the owner must nevertheless
obtain counseling for the mortgage for it to qualify as
a reverse mortgage in order to receive the same treat-
ment under Medicaid rules.

Home Sharing Some seniors who want to remain
at home can opt for home sharing. They barter use of
a portion of their home in exchange for companion-
ship and assistance with home maintenance. Some-
times a local college student will take a room. The
student may be responsible for caring for the yard,
cooking, shopping, household cleaning, or similar
light chores. Home sharing is often promoted by
faith-based groups that help students and seniors
find one another. Not-for-profit housing agencies also
provide counseling and assistance to homeowners
who seek this housing option, including interviewing
both parties to facilitate a good match.

Senior Retirement Communities Naturally occur-
ring retirement communities—“NORC’s”—are loca-
tions where residents age in place. They may be
apartment buildings, attached housing communities,
condominium complexes, or other designed commu-
nities. NORC’s were not designed as retirement com-
munities. Residents live and remain there to and
through old age. Thus, the nature of the community
lends itself to planning for seniors.

These communities have recreation areas and
other common areas that are adapted as residents
age. The fact that so many seniors live in reasonably
close quarters allows residents to share assistance. A
resident with limited needs can share one aide with
one or more other residents with limited needs.
Because most home health care agencies insist on a
four-hour minimum before sending an aide, the shar-
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ing offers the ability to reduce costs while providing
safety.

NORC'’s offer a variety of social and recreational
activities, together with transportation for shopping,
medical appointments, theater and recreational out-
ings.

Apartment Living Cooperative apartment living
represents a lifestyle choice for hundreds of thou-
sands of New Yorkers, many of whom wish to stay at
home as they age. To assure the continued health and
well-being of older residents, co-op and condo boards
throughout New York City and other urban areas
face the challenge of responding to the needs of these
residents, while sometimes having to balance them
against the needs of other building residents.

For example, an impaired memory may cause an
older resident to forget to discard the garbage. Failure
to do so can result in a health hazard to the elderly
tenant and to residents of the building. Inappropriate
intervention can result in unnecessary alienation of
the older resident. Another older resident may forget
to turn off the stove. This, too, presents an obvious
safety hazard to all building residents. To minimize
such risks, cooperatives and condominiums can
recruit part-time social workers to visit designated
residents regularly, both to check on their needs and
to assist in minimizing health and safety risks to the
residents in the rest of the building.

Buildings with numerous older residents may
find it cost-effective to establish a relationship with
an agency that can deploy one health worker to
respond to the care needs of various building resi-
dents on designated days each week. This type of
arrangement can be cost-effective for residents living
on a fixed income while providing the key to remain-
ing in one’s residence.

Accessory Apartments The use of an accessory
apartment presents a practical way to remain safely
in the community and close to family. With this hous-
ing option, the senior resides in a separate unit, main-
taining his/her independence, usually in the home of
an adult child.

Seniors’ Programs—Day Care Programs Day care
programs provide enrichment and stimulation for the
senior and respite for the caregiver, supplementing a
senior’s life in the home. The programs are broken
down into two models, the social model day care and
the medical model day care. The social model, for
which funding is available under the community
Medicaid program, tends to provide entertainment,
socialization and activities. The medical model, for
which funding is available under the government
sponsored long term home health care program

(known as the Lombardi program), provides a higher
level of care.

3.3 Assisted Living

“Assisted living” refers to a housing option that
includes a residential unit, meals, on-site activities,
links to health care providers and assistance with
activities of daily living.

The popularity of assisted living facilities is
fueled by three particular features:

(1) People often fear nursing homes; an assisted
living facility is viewed as a more humane
alternative.

(2) Assisted living facilities promise more active
and satisfying lifestyles for those able to enjoy
them.

(3) The cost of assisted living facilities is signifi-
cantly lower than nursing home care. Nursing
homes in the New York metropolitan region
charge approximately $350 a day or $10,000 a
month. Assisted living facilities in the same
region charge a basic monthly rate between
$3,000 and $5,000. Add-ons, however, includ-
ing necessary individualized assistance, raise
the cost of assisted living much closer to the
cost of nursing home care.

New York “Assisted Living Program” The results
of legislation that authorized an “Assisted Living
Program” in New York are codified in the Social Ser-
vices Law,! and matching regulations are found in the
Social Services Regulations.?

Until recently, both New York and most other
jurisdictions lacked adequate protection for the con-
sumer. Historically, licensed assisted living facilities
were rare. Such licensed facilities, known as “adult
homes” or “enriched housing programs,” were usual-
ly operated by a not-for-profit agency and were sub-
ject to significant regulation and inspections.

The larger, well-known facilities commonly
regarded as assisted living facilities were not hereto-
fore subject to license requirements. These are the so-
called “look-alike” facilities or “assistive living” facil-
ities. The absence of regulation created problems for
the industry, including poor oversight. In addition,
the facilities typically operated as two separate enti-
ties, a rental unit and a home care unit. This duality
created confusion and lack of communication
between the two parts.

On August 12, 2004, the New York Legislature
passed assisted living legislation, adding a new Arti-
cle 46-A to the Public Health Law.
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The new legislation recognizes the importance of
“congregate, residential housing with supportive
services in a home-like setting.”3 The statute recog-
nizes the basic philosophy of assisted living as an
approach that “emphasizes aging ‘in-place’ (emphasis
added), personal dignity, autonomy, independence,
privacy and freedom of choice.”*

The legislation defines an assisted living facility
as “an entity which provides or arranges for housing,
on-site monitoring, and personal care services,
and/or home care services (either directly or indirect-
ly), in a home-like setting of five or more adult resi-
dents unrelated to the assisted living provider.”> The
definition includes all of the so-called look-alikes,
while also including the enriched housing and adult
homes of previous law.

This legislation imports many concepts from fed-
eral legislation. For example, the facility must pro-
vide an ISP, or individualized service plan, for every res-
ident and update the ISP on a regular basis. The ISP is
developed with the resident, the resident’s represen-
tative and the operator, in consultation with the resi-
dent’s physician.

The legislation specifies that the needs of the resi-
dent must be met and that, if necessary, the resident’s
home health agency and physician must certify that
these needs can be met. It is in this circumstance that
the gray areas appear. The statute says that a resident
who requires 24-hour nursing care must be dis-
charged. However, such discharge need not take
place and the resident may remain if: (a) the resident
hires appropriate nursing, medical, or hospice care;
(b) the resident’s physician and home care services
agency both determine and document that with the
provision of such additional care, the resident can be
cared for safely; (c) the facility operator agrees to
retain the resident and to coordinate the care; and (d)
the resident is otherwise eligible to remain at the resi-
dence.

The statute provides that an operator can apply
for an enhanced assisted living certificate.6 In essence,
the operator who qualifies as “enhanced” is permit-
ted to keep a resident beyond ordinary discharge.
The operator must show how it will meet these
needs, including a written description of services,
staffing levels, staff education and training, work
experience and environmental modifications that will
be made to protect the resident’s safety, health and
welfare.

Many facilities hold themselves out as being able
to deal with the special needs of persons with demen-
tia or cognitive impairment. Facilities claiming to
provide special services or serving individuals with spe-

cial needs, must submit a plan setting forth how they
will meet such needs.

Every resident is entitled to a clear admissions
agreement that must contain certain minimum provi-
sions. In addition, all residents must be presented
with a statement of residents’ rights when presented
with advertising brochures or an admissions agree-
ment. The statute does not offer a basic standard
form of agreement.

3.4 Continuing Care Retirement Communities
(CCRC’s)

Continuing Care Retirement Communities offer
shelter, care and services for a person’s lifetime.

There are three basic stages of care: independent
living, assisted living and nursing home care. A resi-
dent is admitted at the independent living level. As
the resident becomes unable to perform certain activi-
ties of daily living, he/she moves to the assisted liv-
ing facility. Should a resident’s physical and/or psy-
chological needs further increase, the facility, in
consultation with the resident and the resident’s
health care provider, may move the resident to the
nursing center.

The three stages of care are often present at the
same campus, although this is not necessary. Many of
the owners of CCRC’s are also nursing home opera-
tors who offer a bed at a related facility nearby.

Payment Arrangements Payment arrangements
for services vary. The simplest form is the fee for
service contract in which the resident agrees to pay a
daily rate for all personal services according to the
level of care needed. The modified contract provides
a limited amount of nursing care, after which the resi-
dent is responsible for payment. The extensive con-
tract offers unlimited long term care at little or no
substantial increase in monthly cost. The choice of
contract affects who may apply.

The extensive contract offers long-term care at a
level monthly cost. These CCRC’s seek healthy and
mentally competent applicants, because well resi-
dents in effect subsidize the more frail residents,
thereby reducing the facility’s average cost per resi-
dent over the long term. This approach enables
CCRC'’s to take a risk that the cost of care for a certain
percentage of their residents will exceed the income
generated by the average resident.

A fee for service contract allows a facility to man-
age its costs differently. Facilities that offer this option
are far less restrictive and admit applicants with a
significant level of physical or mental disability
because each resident, in effect, pays for him/herself.
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The extensive and modified contracts require a
sometimes substantial up-front fee. In the case of the
extensive contract, however, the facilities offer a con-
tinuum of care for a constant rate. That is, the resi-
dent pays the same fee whether in the assisted living
unit or the nursing home.

Continuing Care Retirement Communities may
require the residents to have long-term care insur-
ance. Otherwise the CCRC itself applies a portion of
the resident’s payment to procure insurance on behalf
of the resident.

Resources for Further Information In response to
the explosive growth of these communities, two enti-
ties have been organized, and both have extensive
web sites.

The American Association of Homes and Services
for the Aging, AAHSA, offers advice on these com-
munities, including definitions, a discussion of serv-
ices provided and contract issues, as well as reference
to other resources (see aaha.org).

The second group is CARF-CCAC formed in 2003
when the Commission on Accreditation of Rehabilita-
tion Facilities acquired the Continuing Care Accredi-
tation Commission. CARF-CCAC provides accredita-
tion and reviews the credentials of continuing care
retirement communities, aging services networks and
other types of providers. Its web site (ccaconline.org)
discusses standards and lists currently accredited
facilities.

Given the volume of information and communi-
ties, why do most of us in New York know so little
about continuing care retirement communities?
CARF-CCAC lists nearly 400 CCRC’s nationwide.
California, a state with a population size and mix
similar to that of New York, has 46 facilities on the
list. Connecticut has 11; New Jersey has 8; Pennsylva-
nia has 62. New York has but one. While there are
facilities other than those on CARF-CCAC'’s list (and
this is only one source of accreditation), the numbers
raise the question of why New York State is not
prominent in this arena.

3.5 Continuing Care Communities in New
York State

The early models elsewhere in the country
showed potential, but also generated problems and
possible abuses. People paid large sums of money for
the promise of life time care, but in many cases the
facilities could not follow through on promises for
life time care, because their limited financial reserves
could not keep up with the health care demand of the
resident mix. Likewise, in many such cases, the value
of the resident’s investment was severely compro-
mised, and on occasion, totally lost.

New York lawmakers took note of these failures
and drafted legislation with significant consumer
safeguards that have resulted in a barrier to entry to
potential operators.

New York law sets the bar high in terms of a
facility’s financial requirements. For example, it
requires that a CCRC’s liquid assets be maintained in
a reserve sufficient to cover principal and interest
payments for a year, operating costs for six months,
repairs and replacements for a year and cash flow
conditions as determined by regulation. Additional
restraints apply to CCRC’s funded with Industrial
Development Agency (or IDA) bonds.

Add to this the high cost of land in New York,
particularly in the New York metropolitan area, and
the result has been a limited number of communities.

Equally daunting, New York law, prior to Octo-
ber 2004, permitted only the extensive and the modi-
fied contract, thus significantly limiting the number
of CCRC’s. At the same time, New York encouraged
the development of “look-alikes,” that is, arrange-
ments that had much of what the fee-for-service
arrangement provided, but were not labeled (or
licensed as) CCRCs.

New Law Authorizes Fee-for-Service Communi-
ties A new statute, enacted in October 2004, authoriz-
es up to eight fee-for-service communities. Only two
of the licenses will be awarded to for-profit operators.
These communities must be approved by the Com-
missioner of Health, the Public Health Council and
the Continuing Care Retirement Community Council.
Look-alikes are not affected by the new law.

Several important provisions address financing.
Each community must establish a benevolent care
fund to make assistance available to qualifying sub-
scribers unable to pay certain fees. No guidelines are
provided, however.

In addition, each fee-for-service continuing care
contract must contain:

1. A description of all services to be furnished by
the operator.

2. A statement of the fees charged.

3. The terms and conditions under which an
operator or a resident may cancel a contract.

4. A statement requiring that a resident either (i)
exhaust available resources, including funds
from a refundable entrance fee, prior to apply-
ing for medical assistance or any other
income-qualified state subsidy for long-term
care, or (ii) purchase or maintain long-term
care insurance, which would provide requisite
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coverage for all levels of services offered at
such continuing care retirement community.
(Italics added.)

The impact of the statute has yet to be seen, but
the availability of the fee-for-service model is wel-
come. The development of the look-alikes, which fol-
low the fee-for-service model, is a testament to their
attractiveness. In the absence of the fee-for-service
model, facilities were looking primarily for applicants
who enjoyed both substantial wealth and good
health. The fee-for-service contract eliminates the risk
to the facility and thereby expands the range of
acceptable applicants.

What is disturbing, however, are the provisions
regarding financial arrangements that appear to be
inconsistent with federal law. What, for example, is
intended by requiring each applicant to indicate that
he/she will exhaust all resources (if the applicant has
no long-term care insurance) before applying for
Medicaid? If this is interpreted to prohibit what is
commonly viewed as lawful Medicaid planning, then
the statute violates federal law.

3.6 Recommendations

The burgeoning cost of long-term care cannot be
solved by government programs alone. Yet it is clear
that government programs may be necessary for a
significant portion of the population.

The facilitation of non-institutional (that is non-
nursing home) alternatives may offer a viable solu-
tion. Wealthy individuals have options other than
nursing home care, but the options for less affluent
seniors who need long-term care are typically more
limited, essentially to home care or a nursing home
with few alternatives in between. Middle class indi-
viduals also frequently face the same fate as the
financially poor when the extraordinary costs of
health-related care exhaust their modest resources.

Spending government dollars in different ways
could contain costs and provide better care for more
seniors in the long run. The following recommenda-
tions are based on the housing options outlined earli-
er in this chapter:

Home Modification Costs associated with retro-
fitting or otherwise modifying a home to accommo-
date the needs of its aging resident should be tax
deductible to the homeowner. Tax deductions, tax
credits or direct payments, would cost less than mov-
ing an individual to a nursing facility.

This approach could help to reduce the financial
barriers that are now an obstacle to those of limited
means. Opportunities might be made for projects

such as renovating a kitchen to make it barrier free,
widening halls and door openings to allow wheel
chair access, modifying a bathroom to add safety
accessories, obtaining an alert system to reduce the
need for the constant presence of an aide, and
installing an elevator, lift or motorized chair to pro-
vide safe and convenient access to their homes.

Reverse Mortgages Programs to reduce the up-
front costs and interest rates on insured home equity
conversion loans would provide the elderly and their
families with more flexibility in making difficult life-
style decisions.

Home Sharing Rent (if any) from persons moving
in and performing minor chores should be reportable
but not subject to taxation as income. The cost of pro-
viding food, heat and utilities should be tax
deductible.

Accessory Apartments Existing programs that
encourage adult children to care for their parents
should be expanded. The principal example today is
Medicaid’s “caretaker child exception” that allows
parents to transfer their homestead to a child who
has lived with and cared for them, without imposing
a penalty that would make the parents ineligible for
institutional Medicaid for a period of time based on
the value of the property.

Tax breaks could be provided for adult children
to encourage them to create accessory apartments for
their parents. The costs could be amortized over a
longer period of time to encourage the aging parent
to remain at the home for an extended period. If an
aging parent bears the cost for work done on proper-
ty owned by the adult child, the expense should not
be treated as a gift that would subject the parent to a
period of ineligibility for institutional Medicaid cov-
erage.

Apartment Living Encourage both landlords and
boards for cooperatives and condominiums to
employ professionals such as social workers and per-
sonal care assistants to coordinate services for frail
elderly and other residents with disabilities. This
applies to subsidized and market-rate housing alike.

Apartment buildings organizing the use of home-
health care or personal care workers to address the
needs of ten or more residents should qualify for a
tax incentive.

Naturally Occurring Retirement Communities
NORC'’s offer significant opportunities to provide
care at a significantly lower cost, because the care can
be offered to a large number of people in a central
location. These communities often have common
swimming pools or exercise facilities that can be
expanded to accommodate rehabilitation.
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Most importantly, it may be possible for those
who need a higher level of care to share attendants
with others in a similar situation and still be safely
maintained.

Assisted Living Facilities The 2004 statute is a
major step in the right direction. To enhance this
newly enacted legislation, some form of government
subsidy should be considered for the poor who often
leave the assisted living facility because the only way
to receive the Medicaid benefits they need is to enter
a nursing home.

Appropriate Medicaid coverage should be
devised for qualifying residents at assisted living
facilities, because the cost of remaining at the assisted
living facility could be less than half of the cost of the
nursing home and represents a more efficient and
appropriate use of the respective facilities.

Continuing Care Retirement Communities The
2004 statute, which now encourages the fee-for-serv-
ice model, is also a major step in the right direction.
However, it authorized the establishment of only
such eight facilities, (six of which must be run by not-
for profit entities), a total that should be increased.

Legislation is also needed to encourage the use of
long-term care insurance by individuals in CCRC’s.
Medicaid planning should be available to avoid the
need for moving those who can remain in CCRC’s
into nursing homes at a higher cost to the state.

Enforcement Building codes and specialized laws
governing apartment buildings, CCRC’s, assisted liv-

ing facilities and other group homes should be
enforced.

Similarly, the Fair Housing Amendment Act and
the Americans With Disabilities Act should be
enforced to assure that the elderly are not needlessly
forced to move into institutional settings.

3.7 Conclusions

This report is intended to open ideas and explore
possibilities that will enable the older adult popula-
tion to live longer with a better quality of life. We
urge that studies be undertaken to measure the rela-
tive costs and benefits to the state of the approaches
recommended in this report.

The recommendations in this chapter seek to fos-
ter compliance with the requirement in Olmstead v.
L.C. (see Chapter 2) that the elderly not be unneces-
sarily institutionalized.

Endnotes
1. Social Services Law § 461-L.
2. 18 NYCRR § 494 with related sections throughout the 480’s

and 490’s of Title 18.
3. Public Health Law § 4650)
4. Id
5. Public Health Law § 4651(1).
6.  Public Health Law § 4654.
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Chapter 4
Long-Term Care Insurance

OVERVIEW: Insurance policies that will provide
individuals with long-term care at home and in nurs-
ing homes are perhaps the most promising vehicle for
reducing, or at least containing, the need for govern-
ment financing of care for the elderly. Nevertheless,
they cannot be regarded as a cure-all panacea.

The policies are not inexpensive. Dual policies
that are taken out by a couple in their early 60s and
provide four years of benefits at $200 per day (with a
rider to adjust the amount upward to account for
inflation) typically require total yearly premiums in
the $4,000 range. Rates are higher for those with some
ailments, and policies may not be available at all for
individuals with life-threatening illness.

For those who can afford these policies, however,
they provide a level of comfort regarding asset pro-
tection. If a policyholder ultimately develops health
problems that will require expensive long-term care, a
three-year coverage policy provides at least enough
time to the take steps needed to protect assets within
Medicaid’s “look back” period for penalties applica-
ble to asset transfers. Those who purchase “Partner-
ship” policies know that they will qualify for govern-
ment benefits at the end of a three-year term without
the need to divest themselves of assets.

Options to encourage further acceptance of long-
term care policies include increased tax credits for
premiums paid. Partnership policies might gain more
popularity if they are permitted to lift the require-
ment that government benefits available at the end of
the coverage period are available only if care is given
in New York State.

By Bruce L. Birnbaum
with Gail Holubinka and Brian Andrew Tully

4.1 Long-Term Care Realities

Almost anyone who requires long-term health
care risks impoverishment. At a cost per day that
averages $180 nationwide and $269 in New York
State,! long-term care rapidly becomes a race between
time and the exhaustion of lifetime savings.

In New York, the $269 daily average works out to
$98,185 for one year. In downstate metropolitan areas
the figure is more likely to exceed $109,000 for a year
in a $300-per-day nursing home, or $145,000 at rates
that are increasingly in the $400-per-day range.

When savings are gone, Medicaid is the last
recourse. This reality is particularly devastating for

those who believe they have “good health insurance”
or that “Medicare will cover my medical expenses.”
Aside from limited coverage for a maximum of 100
days after a hospital stay, Medicare does not pay
nursing home bills or the cost of extended in-home
services. Some high-end private insurance policies
provide longer coverage, but it seldom lasts more
than a few months beyond the end of Medicare’s 100
days. Even within the 100-day period, neither
Medicare nor the typical health insurance policy cov-
ers strictly “custodial” services for those who have
ailments such as arthritis, dementia or Alzheimer’s
disease but do not need skilled nursing care and will
not benefit from rehabilitation.

Faced with these sobering realities, even those
who have insisted, “I can pay my own bills,” soon
find that they have little choice but government assis-
tance, either because they have very limited assets, or
because they want to leave some type of modest
inheritance for children likely to be faced with even
greater inflationary pressures than they faced during
their lifetimes.

It is not surprising, therefore, that Medicaid
spending on long-term care almost tripled during the
1990s.2

Unless alternative sources of funding are found,
the budgetary pressure on government can only
increase as Baby Boomers reach age 65.

4.2 Basic Long-Term Care Concepts

Although long-term care insurance (LTCI) is now
the subject of serious investigation by those who
hope to slow the increase in the need for government
funding, it was not created to answer the pressures of
a growing elderly population, nor was it developed
as a private alternative to public funding.3

In the late 1980s, however, insurers began to see
the possibilities for LTCI. This realization coincided
with the spiraling of Medicaid dependency, and even
some states became interested, experimenting with
“Partnership” policies that allowed policyholders
who exhausted their policy coverage limits to qualify
for government assistance without divesting their
assets.4

Passage of the Health Insurance Portability and
Accountability Act (HIPAA) in 1996 provided a
framework that established ground rules advanta-
geous to both the LTCI industry and consumers.5
HIPAA ended an era in which criteria for eligibility
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and other coverage options had varied widely, estab-
lishing the principle that if policies contained certain
provisions, they would be considered “Tax Quali-
fied” and thus eligible for favorable tax treatment.
Benefits, for example, would be exempt from taxation
as income, and some or all of the premiums might be
a deductible expense on tax returns. (See 4.14 for
details on taxation issues.)

In 2002, the federal government acted to make
long-term care insurance coverage available to feder-
al employees, creating the Federal Long-term Care
Insurance Program (FLTCIP). A side benefit was
increased consumer awareness of the financial devas-
tation that the need for long-term care could inflict.

4.3 Coverage Components of LTCI

Although some initially find that understanding
LTCl is a challenge, the basic principles are fairly
straightforward. If eligibility rules are met, the poli-
cyholder is paid in accordance with the benefit selec-
tions made when the policy was purchased. Because
the vast majority of policies sold today are “Tax Qual-
ified” and therefore follow HIPAA guidelines, the fol-
lowing information applies only to products that
meet the guidelines.

Maximum (Daily/Weekly/Monthly) Benefit Poli-
cies provide for a maximum amount of benefits that
will be paid in a stated period. Some policies estab-
lish a daily maximum, others use a weekly or even a
monthly figure. The amount selected by the policy-
holder reflects the anticipated expense—usually the
amount billed by a long-term care facility in the area
where the policyholder expects to reside, or a smaller
amount equal to the difference between the charge by
the facility and the amount the policyholder believes
will be available from his/her own income.

Lifetime Maximum Benefit How long will bene-
fits be paid—for 2 years, 3 years, 4 years, 5 years, 6
years, or even for an unlimited period? Related to
this is the Policy Limit or Pool of Money. For exam-
ple, if a policy will pay a maximum of $300 per day
for 5 years, that makes the ultimate pool of money
$547,500 ($300 x 365 days/year x 5 years). But if the
insured needs only $150 per day, the same pool of
money (the “Policy Limit”) will last 10 years, not 5
years.

Elimination Period Similar to a deductible, the
Elimination Period reduces premium cost by estab-
lishing a period of self-payment. Usual options range
from 0 to 365 days. Days can be counted on either a
calendar day basis or only for those days when a
qualified service is received.

Inflation Protection By definition, LTCI is
intended to be used immediately after being pur-

chased, yet it must define the maximum amount that
will be payable on a daily basis for specific services.
At the time of purchase, a maximum benefit of $300
per day may be adequate for the typical cost of a
day’s care, but inflationary pressures are likely to
increase that figure over time. Thus, it is normally
wise to purchase a policy that provides for the maxi-
mum benefit to increase to keep pace with inflation.
This option is especially important for younger pur-
chasers.

Types of Coverage LTCI policies come in three
types—Facility Only (Nursing Home, Assisted Living
Facility, Adult Day Care, Hospice Care), Community
Only (Personal Care, Home Health Care), and Com-
prehensive, which covers all qualified long-term care
services defined in HIPAA.

Contingent Non-Forfeiture Most policies now
include a form of Shortened Benefit Period coverage
in the event premiums are increased over a certain
amount. The increased percentage trigger is based on
the age of the policyholder at purchase.

4.4 Optional Benefits

Options and Riders may not be available in all
states. The following list is intended to give an idea of
the various options, although it does not set forth all
the available possibilities.

Shared Spousal Benefits Riders that give a hus-
band and wife access to the same Lifetime Maximum
are a recent development. A “Spousal Shared Benefit”
usually means that both spouses can access the com-
bined pool of money. This helps make the policy
more affordable for larger amounts of coverage,
while also increasing the likelihood that more of the
benefits paid for will be used.

This option also addresses the frequent concern
that only one spouse may ultimately need care but it
is impossible to predict beforehand which one this
will be. By electing to take this approach, each spouse
will have access to the other’s pool of money if
his/her own pool runs out. Options are also available
to add more benefits if the entire pool of money is
depleted.

Ahusband and wife in their early 60s who wish
four years of coverage at $200 per day for each of
them, together with a rider allowing for the daily
amount to be increased to keep pace with inflation,
can expect to pay a yearly premium in the $4,000
range. In the terminology typically used by the policy
documents, such a plan has a maximum yearly bene-
fit of $73,000 for each of them and the combined Pool
of Money is $584,000.
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Spousal shared benefits are available in New
York State.

Multi-Generational Policies A “Multi-Genera-
tional Policy” permits other members of the policy-
holder’s family (e.g. parents, grandparents and chil-
dren) to draw benefits from the collective Lifetime
Maximum.

In structuring these policies, it is important that a
sufficient pool of money be available to protect all of
the affected parties. Contingent provisions should
also exist for the procedures to be followed if policy
benefits are exhausted before all the potential benefi-
ciaries have died.

The premium reductions and psychology linked
to multi-generational policies may encourage pur-
chases by some individuals who would not otherwise
obtain coverage for just themselves.

Policies of this type are not currently available in
New York State.

Shared Waiver Rider If one spouse becomes eligi-
ble to receive benefits, and thus is no longer required
to pay premiums, some polices also waive the premi-
um for the spouse who is not claiming benefits.

Survivor Rider If one spouse dies, premiums are
waived for the surviving spouse.

In general, many policies with a spousal option
make the same benefit available to domestic partners.

Limited Pay Options Rather than paying premi-
ums for the life of the policy, many insurers offer
options that permit payment for a shorter period of
time. Among the most popular are 10 annual pay-
ments or Paid Up at a specific age such as 65.

After this limited pay period, the policy becomes
“non-cancelable,” which essentially is a guarantee
that the premium will never reappear.

Non-Forfeiture and Return of Premium Options
A shortened benefit period option can provide that if
the policy lapses due to non-payment of premiums,
the past premiums paid will not be forfeited but will
be available to pay for services. A Return of Premium
option provides that at the death of the Policyholder
a named beneficiary may be eligible for a return of at
least some of the premiums paid—the amount gener-
ally will be premiums paid less any benefits received,
although a rider is available that provides a return of
premiums without taking into account benefits
received if the insured dies before age 65.

Restoration of Benefits This provision restores
the Lifetime Maximum amount payable to the origi-
nal figure, regardless of claims paid, provided that

the insured recovers, resumes paying premiums, and
then needs no further care or treatment for a minium
period of time, generally, six months.

4.5 Built-In and Operational Features

Guaranteed Renewable All Tax-Qualified policies
are Guaranteed Renewable. This means the insurer
cannot alter any provision of the policy without the
insured’s approval or cancel the coverage provided
that premiums are timely paid.

Premiums LTCI premiums are meant to remain
level for the life of the policy. Barring actuarial issues,
premiums are set at the age the client purchases the
coverage. Increases can only be made on a class basis
(i.e. for all individuals who purchased comparable
polices at age 61) and must be approved by the state,
which generally requires that the insurer demonstrate
hardship in paying future claims unless the increase
is granted.

Indemnity vs. Reimbursement All benefit pay-
ments depend on meeting and maintaining eligibility
requirements. However, benefit payments can be
made in two ways:

(1) Reimbursement Method: The benefits paid
equal amounts actually paid for qualified LTC
services, up to the daily, weekly, monthly or
yearly “Maximum Benefit” chosen when the
policy was purchased.

(2) Indemnity Method: The benefits paid equal
the daily, weekly, monthly or yearly “Maxi-
mum Benefit,” but no proof of payment for
services or loss of income is required. The poli-
cyholder need only show that he/she met the
policy criteria to be eligible for benefits. The
indemnity method can provide for more flexi-
bility than reimbursement, but the insured is
generally required to file a monthly claim
form, and the insurance company will general-
ly send a claims examiner to see the insured
every 90 days. In addition, the indemnity poli-
cy is more expensive than the reimbursement

policy.

Waiver of Premium Premiums may be waived
after a policyholder has been able to claim benefits
for a specified period (e.g. 90 days). Alternatively,
whenever benefits are payable, premiums are waived
for as long as the claim remains open.

Underwriting The underwriting process typically
involves answering routine medical questions, and
authorizing the release of the prospective insured’s
medical information to the insurance company. Med-
ical exams may be requested (e.g. if the proposed
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insured has not had a physical examination within
the last 12 or 18 months) and the company can
require personal interviews, particularly when the
applicant is older.

Bed Reservation Days If a claimant residing in a
nursing home or assisted living facility must be hos-
pitalized, benefits will continue to be paid to reserve
the individual’s place at the nursing home or assisted
living facility for a reasonable amount of time.

Alternative Care In some cases, payment may be
allowed for services not directly stated in the contract
if, on a case-by-case basis, such service is determined
to meet qualified service standards and is in the best
interest of the policyholder. Other plans may contrac-
tually provide for such alternative or additional plans
of care. Examples are transportation, Meals on
Wheels, caregiver training, durable medical equip-
ment, home modification and assistive devices.

Care Coordination Some plans provide compa-
ny-based care management services. Most also cover
the cost of purchasing such assistance privately. Care
managers help assess needs, develop a personalized
plan of care, coordinate the delivery of the care serv-
ices and monitor the services delivered.

Discounts Discounts are usually available to mar-
ried and domestic partners as well as persons pur-
chasing through plans “sponsored” by employers
and association groups.

4.6 Long-term Care Insurance as an Answer

Increasing longevity in general and the aging
Baby Boomers in particular, make it probable that the
need for long-term care services and their attendant
expenses will continue to grow. Concurrently rising
expenditures for Social Security and Medicare serv-
ing this population will likely leave little room to
expand public financing to include long-term care
programs in the foreseeable future.

Growth in need and cost, coupled with static or
shrinking public financial support places the burden
of the problem on the individual. However, it is also
true that among individuals who need some form of
long term care the average amount spent in New
York State is approximately $250,000, a figure beyond
the means of even the relatively comfortable middle-
class.

If neither government programs nor the individ-
ual resources are expected to be able to support antic-
ipated costs, one potential payment solution seems
reasonably viable - insurance. Insurance allows indi-
viduals access to affordable protection for other major
fiscal risks such as death, health care, or fire. Long-

term care is no different. However, insurance while
“an” answer, is the not “the” only answer.

4.7 LTCl Issues

Although long-term care insurance is a promis-
ing prospect for many;, it is not the answer in every
case.

Suitability: Some individuals have nothing to
protect. LTCl is only appropriate if someone has suf-
ficient assets to protect. In some instances, it may be
prudent to also protect income streams.

Affordability Affordability is a concept not easily
defined. While there are some who cannot be expect-
ed to buy coverage, many, if not most, of the popula-
tion could purchase if three factors are addressed:

(1) Percentages of net income such as 5% or 7%,
an approach favored by many researchers.
Whether those figures are affordable to the
consumer depends on a prospect’s perceived
need for the coverage. Unless a need is estab-
lished, the purchase will lose priority in the
individual’s financial planning. Others have
used percentages of assets as the basis for
determining affordability.

(2) Timing. Because the premium is age driven,
and meant to be level, purchasing at a younger
age broadens the potential market.

(3) Subsidies. Two basic kinds of subsidy might be
provided: premium and risk. A premium sub-
sidy would give qualified purchasers a direct
co-payment of premium. A risk-based subsidy
would limit personal risk, the approach taken
in Partnership programs that provide for gov-
ernment payment of expenses after the indi-
vidual has exhausted a set level of insurance.
The limits on personal risk may permit fuller
coverage at a lower premium. Tax-favored
subsidies can also be used (e.g. tax deductions
and tax credits).

Quality of Company The quality of the company
that stands behind the product is extremely signifi-
cant. A company’s premium rates should be based on
realistic actuarial assumptions. Moreover, the compa-
ny should have strong financial ratings and a proven
track record of paying legitimate claims. As experi-
ence has already shown, companies that entered the
market with unrealistically low rates were unable to
continue to provide coverage.

Health Related Issues As with most insurance,
eligibility for LTCI is health-related. However, in pre-
mium calculation, LTCI is akin to individual life
insurance, not health insurance. There is no pool of
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risk to absorb high probability purchasers and the
expected pay-out is very high. A single LTCI episode,
even for a modest policy, has an expected payment of
more than $100,000. While appealing on the surface,
forcing the uninsurable into the program may be
actuarially unsound at best. At worst it may lead to
high premiums that drive the healthy out of the pro-
gram, unless purchase becomes mandated so that
there is no adverse selection.

Therefore, a single approach will not likely work.
Resolution of the problem of financing long-term care
should not be short-term and should not be a quick
fix.

4.8 Possible Guidelines for Creating Change

LTCI may have limitations, but, realistically, it
may be the only viable vehicle for change. The format
of a program that balances the strengths and weak-
nesses of the insurance is outside the scope of this
paper. Nevertheless, there are recommended guide-
lines that could help assure a successful design.

Issue While public spending is the impetus for
change, the larger issue is how are we as a society
going to accommodate the unavoidable expenditures
to come. Placing the problem in a broader context
could help avoid narrow, short-term solutions.

Goal Eliminating public LTC expenditures or
even reducing them too much in too short a period of
time is not reasonable. Set attainable, measurable
goals.

Target Participants in a program based on private
insurance must be healthy and able to afford premi-
ums. Although affordability may be flexible, health
status isn’t. Consider dual programs: one for the
insurables and one for the non-insurables.

Assessing Affordability and Expense Each of
these concepts implies a different approach, as illus-
trated in the chart below.

Coverage Minimum coverage is enough insur-
ance to delay or avoid public funding while allowing
the consumer to retain assets. Policy options may per-
mit lower benefit policies with commensurate asset
protection equal to LTCI purchased.

Program The program uses insurance but does
not need to create it. The LTCI market is at a point
where product design is fairly mature.

Limitations There are limits, regulatory and/or
financial, that limit the role insurance can play. A suc-
cessful program design acknowledges the difference
between insurance and public funding.

Psychology The program should not impose
rules, requirements, or expectations that would not
be acceptable to a reasonable person. This is the con-
cept of “achievable morality.” The notion of doing
one’s duty is not enough. Where the personal reward
is deemed insufficient or unfair, people will seek
other ways even at the expense of their society. On
the other hand, if the personal reward appears to bal-
ance the duty, personal pride and community peer
pressure can alter unacceptable actions.

Some have used the Medicaid spend-down rule
as an example of a well-intentioned idea that may
result in the circumvention of personal responsibility
and has at times been perceived as detrimental to
society. A client starting with $10,000 and allowed to
retain $3,000 might feel the maximum asset limit rea-
sonable. However, the person who expends $300,000
might consider the requirement unfair and seek ways
around it.

Tax Incentives Continuation and expansion of tax
incentives to encourage consumers to purchase pro-
tection and employers to offer it as part of an employ-
ee benefit package.

4.9 Additional Insurance-Related Approaches

Life Insurance Accelerated Benefits These poli-
cies are not yet available in New York State, but

BARRIER RESULTS APPROACH
Perceived Need Making personal Education
LTC funding important Inclusion in cafeteria plans
Penalties
Expense Premium cost beyond Employer and consumer tax incentives
reasonable ability to pay Concentration on younger buyers
Government stop-loss protection
Scaled down out-of-pocket options.
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where they are, this approach permits holders of life
insurance policies to receive a portion, or all, of the
life insurance death benefit to use as long-term care
insurance. This is a very attractive product because it
may meet the needs of persons who want to protect
against LTCI, but regard getting life insurance as a
hedge against the possibility they won’t need LTC. It
is important when structuring these policies that
most of the needs intended to be covered by the life
insurance are appropriately addressed.

As part of the New York State 2004-2005 Budget,
signed into law, the New York State Insurance
Department is directed to study the advisability of
offering such policy benefits to New York state resi-
dents.

Life Settlements and Viatical Settlements Viatical
Settlements generally involve the sale of an existing
insurance policy for less than the policy’s death bene-
fit when the insured is terminally ill.

Life Settlements, on the other hand, typically
involve the sale of life insurance when the insured’s
life expectancy is longer than 12 months. The sale of a
life insurance policy to a third party has raised con-
cern to many people and companies. The concern is
that it may be dangerous to give a third party an eco-
nomic interest in having the death of the insured
occur as soon as possible after the third party has
made the purchase.

As part of their life insurance policies, some com-
panies offer “accelerated death benefits” at little or no
extra cost, an option that should be considered as an
alternative to viatical or life settlements.

4.10 New York State’s LTCI Regulations

New York has adopted many of the NAIC's
model regulation provisions. The law dealing with
LTCI requirements is embodied in Insurance Law
Sec. 1117 and Regulation No. 62 (NYCRR, Title 11,
Parts 52.12, 52.25 and 52.65).

Salient Regulations Some of the more salient
provisions of New York State’s LTCI regulations
include:

* A minimum of 24 months coverage.

e Certain minimum coverage amounts depend-
ing on whether the policy is issued inside or
outside the “metropolitan” area (e.g., at least
$100/day nursing home coverage in the metro
area, or $70/day outside the metro area).

® The requirement that individual LTCI be “guar-
anteed renewable.”

e Limited rights to convert group policies to indi-
vidual LTCL

* Limitation to exclude pre-existing conditions
for no more than six (6) months after the effec-
tive date of coverage, provided full disclosure
was provided by the insured.

* Prohibition of condition coverage on prior hos-
pitalization or a prior specified level of care in
order for another level of care in a nursing
home or at home to be covered.

* Options for coverage increases due to inflation
must be offered.

* The consumer must be offered the “option” of
purchasing a non-forfeiture provision such as a
reduced paid-up policy.

* There are various disclosure requirements (e.g.,
outlines of coverage).

4.11 New York State Long-term Care Insurance
Education Initiative

As part of the New York State final budget for
2004-2005, the New York State Department of Health
is to establish centers to educate the public about
LTCL

This would be accomplished by the dissemina-
tion of audio, visual and printed material, the cre-
ation of media campaigns, workshops and other
methods of providing this information to the general
public. As part of this project, counseling and referral
services are to be available.

4.12 The Robert Wood Johnson Project

The Public/Private Partnership New York is one
of four states that have received federal waivers
allowing them to participate in the Public/Private
Partnership for Long-Term Care, an effort that origi-
nated with planning assistance from the Robert Wood
Johnson Foundation. (The others are California, Con-
necticut and Indiana.)

This program, initiated in 1993, generally pro-
vides that New York citizens who purchase approved
long-term care insurance policies (designated “Part-
nership Policies”) can obtain Medicaid benefits after
policy benefits are exhausted, yet not divest them-
selves of their assets. Partnership Policies must con-
tain the following provisions:

¢ A minimum benefit period of three-years for
institutional coverage. 11 N.Y.C.RR. §
39.3(b)(1).
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* A minimum daily benefit of at least $180 (2005)
per day for nursing facility care (indexed), and
a minimum daily benefit for home care equal to
half of the benefit for nursing home care. 11
N.Y.C.R.R. § 39.3(b)(1). Although there is some
flexibility on providing a daily benefit higher
than the minimum amount, in no case may the
home care benefits paid for the month exceed
an amount equal to the number of days in the
month multiplied by the minimum daily bene-
fit. 11 N.Y.C.R.R. § 39.3(b)(2)(iv).

The policyholder must be permitted to substi-
tute home care benefits for nursing home bene-
fits on the basis of two home care days for one
nursing home care day, regardless of whether
the daily benefit for home health care is less
than or equal to the daily benefit for nursing
home care. 11 N.Y.C.R.R. § 39.3(b)(2)(ii) and
(iii).

¢ Inflation protection that increases the daily
benefit by at least 5% compounded annually if
the insured purchases the policy prior to age
80. 11 N.Y.C.R.R. § 39.3(b)(5).

An “elimination period” that imposes a wait of
no more than 100 days between the onset of a
need for services and eligibility for payment of
benefits. 11 N.Y.C.R.R. § 39.3(b)(9).

This unique program has a number of down-
sides. For instance, after transitioning onto the NYS
Medicaid Program, income above certain limits must
be contributed toward the cost of care. So if an indi-
vidual’s monthly income is high, most of it will still
be spent for care, diminishing the attractiveness of
the program, particularly if the individual’s core
assets do not constitute a particularly large estate.

In addition, although the insurance coverage may
be used in any state, when it ends, an individual gen-
erally must be physically present in New York State
to receive the Medicaid portion of the program. New
legislation provides, however, that reciprocal agree-
ments can now be entered into with other states that
have Partnership programs. This would allow pur-
chasers of policies in those states that have compara-
ble partnership policy benefits as New York, to be eli-
gible for Medicaid coverage in New York as long as
purchasers of policies in New York are eligible for
Medicaid coverage in such other states.

At this writing, New York has not entered into
such reciprocal agreements, but presumably options
are being explored with states that offer Partnership
programs comparable to New York’s. It is likely, how-
ever, that these reciprocal arrangements will provide
only limited asset protection, because among the four
states with partnership programs, New York is the

only one that permits unlimited asset protection
when the policy benefits are exhausted.

The New York rules for this project (formally
known as the Long-term Care Security Demonstra-
tion Program) are in Regulation No. 144 (NYCRR,
Title 11, Part 39).

The program underscores the benefits of insuring
against the financial risks of long-term care and may
help to alleviate a rapidly growing Medicaid budget.

Partnership policies may now provide for less
than three years of insurance coverage. They can pro-
vide as little as twelve months of coverage, with asset
protection under Medicaid limited to the policy pool
of coverage. For example, if the Partnership Policy
pays two years at $200 per day, the individual will be
able to retain $146,000 ($200 x 365 days x 2 years) in
assets when he/she applies for Medicaid. Any other
assets would have to be transferred or spent down
before the individual would become eligible for Med-
icaid. As of this writing, no Partnership Policies
approved in New York provide for less than three
years of coverage.

Effective April 1, 2005, New York State licensed
agents must have completed a Mandatory NYS Part-
nership training course and be certified as a Partner-
ship agent.

4.13 The Federal Employee Long-term Care
Insurance Program

The Federal Long-term Care Insurance Program
(FLTCIP) was created by the Long-Term Care Securi-
ty Act of 2000 (P.L.106-265). This program makes
approximately 20 million people eligible to apply for
this LTCI, including federal and Postal employees
and annuitants, active and retired members of the
uniformed services, their qualified relatives and a
few other eligible groups.

The U.S. Office of Personnel Management spon-
sors the Federal Program. OPM selected both John
Hancock Life Insurance Company and Metropolitan
Life Insurance Company as the insurers for the feder-
al program. They jointly formed Long-term Care
Partners, which exclusively serves the long-term care
insurance needs of the Federal Family.

As with private LTCI plans, the FLTCIP provides
long-term care insurance to help pay for costs of care
when the insured needs help with activities of daily
living, or suffers from severe cognitive impairment,
such as Alzheimer’s disease. The Federal Program is
designed to be a tax-qualified long-term care insur-
ance coverage under Section 7702B(b) of the Internal
Revenue Code of 1986, as amended. Therefore, the
same Federal income tax advantages afforded to all
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insureds who own tax-qualified LTCI are available to
taxpayers who are in the FLTCIP.

The Federal Program offers four pre-packaged
plans. The Facilities 100 plan covers care in nursing
homes, assisted living and hospice facilities and
respite services provided in a facility. The Compre-
hensive 100, 150 and 150+ plans cover everything in
the Facilities 100 plan, plus home care, adult day care,
respite services at home and home hospice care. Par-
ticipants can also customize their plans by mixing
and matching the available benefit options up to $300
in daily coverage.

The Federal Program offers an Alternative Insur-
ance Plan and a “Service Package.” Some employ-
ees—members of the uniformed services and their
spouses who apply for LTCI using the “abbreviated”
underwriting application and are not approved to
enroll in the insurance they originally applied for—
will be offered the Alternative Insurance Plan. It
offers nursing-home-only coverage with a 180-day
waiting period and 2-year benefit period. The Alter-
native Insurance Plan also has higher premiums. This
plan is not available to those who use the full under-
writing application. If one applies for and is denied
the standard insurance and is not offered the Alterna-
tive Insurance Plan, they will be offered a Service
Package. The Service Package is not insurance. It is a
package of services, including access to a care coordi-
nator, general information and referral services, and
access to a discounted network of long-term care
providers and services. It costs $59 per year, for an
individual or a couple.

4.14 Taxation of LTCI

The Health Insurance Portability and Account-
ability Act of 1996 (HIPAA) was signed August 21,
1996. Prior to HIPAA, the tax treatment of LTCI pre-
miums and benefits was unclear.

LTCI Proceeds Qualified Long-term Care Policy
benefits are generally excluded from gross income.
See, IRC Sec. 7702B(a)(2). See too, IRC §§ 104(a)(3)
and 105(b). Benefits paid from “indemnity” as com-
pared to “reimbursement” or “non qualified” policies
may trigger taxable gross income. If an LTCI payment
from an indemnity policy exceeds $240 per day for
2005, the excess may be included in gross income.

Premium Deductions for Individuals Individuals
who itemize their deductions can add eligible long-
term care insurance premiums to their medical
expenses. Such amounts are deductible to the extent
they exceed 7.5% of adjusted gross income. See, IRC
Sec. 213(a). Eligible premiums are based upon age
(subject to indexing) as follows:

Age 2005 Eligible Premium
40 and under $270

41-50 $510

51-60 $1,020

61-70 $2,720

71 and over $3,400

Premium Deductions for the Self-employed Self-
employed individuals can deduct 100% of the above
eligible premium for themselves, for their spouse and
dependents, without regard to the 7.5% floor and
without regard to whether the taxpayer itemizes his
or her deductions. As a general rule, members of
LLC’s, partners and more than 2%
shareholder/employees of an S Corporation are treat-
ed as self-employed. See, IRC. §§ 162(1) and 1372.

Premium Deductions for C-Corporations A C-
Corporation is entitled to a full deduction of the pre-
mium it pays on behalf of any of its employees, their
spouses or dependents, as part of an accident and
health employee benefit plan. IRC Sec. 162(a). Here,
the deduction is not limited to the “eligible” premi-
um component. The entire amount paid by the busi-
ness may be excluded from the employee’s gross
income. See, IRC §§ 106, 7702B and 104(a)(3). This
exclusion also applies to shareholder/employees in a
C Corporation and to shareholders in an S Corpora-
tion who own 2% or less of the corporation.

Premium Deductions for Selective Benefit An
employer can be selective in the classification of
employees it elects to cover for LTCI. Nondiscrimina-
tion rules that apply to certain types of plans, Quali-
fied Retirement Plans, for example, do not apply to
LTCI benefits provided by employers. Consequently,
participation in an LTCI accident or health plan may
be limited to one or more key employees, as a class.

Proposals for Premium Deductions President
Bush'’s 2005 Tax Proposal included enhanced tax
incentives to further encourage the purchase of LTCI
including an above the line tax deduction for the
“full” premium. The government has generally been
encouraging people to purchase LTCI. Examples of
this are the Partnership policies mentioned above, the
HIPAA legislation discussed above, the recent Feder-
al legislation establishing a voluntary LTCI program
for Federal employees and New York State’s recently
increased tax credit (discussed below) for LTCI pre-
mium payment.

Proposals have also included allowing tax-
favored and penalty-free withdrawals from Individ-
ual Retirement Accounts, or similar types of invest-
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ment vehicles, as well as allowing LTCI to be pur-
chased pre-tax in qualified “cafeteria plans.”

New York State Tax Legislation As of January 1,
1996, New York State residents have been able to
deduct their eligible LTCI premiums, provided the
policies were qualified or grandfathered policies,
without regard to the 7.5% floor.

As of 2002, however, there is now no longer a
state tax deduction for the premium paid. Instead,
New York Tax Law Sec. 606 permitted a 10% tax cred-
it for the LTCI premium payment. As of 2004, New
York Tax Law permitted a 20% tax credit for the LTCI
premium payment. The credit amount is a dollar-for-
dollar reduction in taxes that is subtracted directly
from the amount that would otherwise be due as tax.

Endnotes
1. See, MetLife Survey of Nursing Home and Home Care Costs,
April 2002).

See, Congressional Research Service, The Library of Con-
gress, Long-term Care: What Direction for Public Policy?
(Order Code RS20784 Updated Dec. 18, 2002).

Recognizable LTCI was first sold by a handful of carriers in
the early 1960s. Initial policy limitations reflected its intended
role as a niche market product. Nursing-home-only coverage
and small, static benefits made the insurance almost as inef-
fective as coverage as it was invisible to the public at large.

Under the aegis of grants from the Robert Wood Johnson
Foundation, eight states (California, Connecticut, Indiana,
Massachusetts, New Jersey, New York, Oregon and Wiscon-
sin) initiated research projects to determine whether this new
insurance could help stem the tide of what seemed to be
inevitable Medicaid dependency. Of these, four states (Cali-
fornia, Connecticut, Indiana and New York) created what are
now known as Partnership programs. While the success of
these programs continues to be debated, one clear effect was
they seemed to have helped jump-start both industry com-
mitment and product refinement. The first LTCI products of
the 1980s changed quickly and dramatically. A combination
of consumer demand and the effect of the Partnership pro-
grams helped accelerate the industries” improvement of the
policies and understanding of the marketplace.

Prior to HIPAA, insurers had room to experiment. This was
positive in many respects, although certain basic tenets of
coverage, such as eligibility, varied dramatically from policy
to policy.
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Chapter 5

Near-Term Alternatives For New York State

OVERVIEW: The absence of a national program
to finance long-term care has left Medicaid with the
task of assisting not only the very poor but also mem-
bers of the middle class. Long-term care expenses can
rapidly exhaust the assets that seniors need to care for
themselves at home or to assure that a “community
spouse,” typically the wife, is not impoverished by
the needs of the ill spouse.

Faced with ever-increasing obligations and the
specter of even greater expenditures as more Ameri-
cans enter their 60s, 70s and 80s, individuals who
need near-term assistance inevitably turn to Medic-
aid. The lack of realistic data on current programs,
however, has been a major obstacle to developing
rational approaches to both present and future fund-
ing options.

Abrupt changes in eligibility criteria would bring
undue hardship to those who have made good-faith
plans to comply with long-established standards for
assistance. In addition, federal statutes would pre-
clude many often-discussed changes in eligibility
rules, and the prospects for experimental “waivers”
would be doubtful.

Too often, stereotypes about Medicaid recipients
have poisoned efforts to engage in a rational debate
on changes that might be made in the program. The
mythical nature of these stereotypes is readily
exposed by a simple review of the Medicaid applica-
tion process and the options already available to the
Medicaid program to pursue reimbursement for serv-
ices it provides.

Before contemplating any wide-ranging changes
in programs for the elderly, the Legislature and Med-
icaid administrators need to obtain reliable data to
assess the potential impact of changes. Only then can
they fashion new approaches that will maintain the
financial viability of the program while continuing to
meet Medicaid’s federally mandated obligation to
serve those whose only realistic option is government
assistance for their long-term care needs.

Meanwhile, options such as encouraging the use
of “Partnership” polices, expanding assisted living
options, and supporting community-based programs
may lessen the demands on government funding.

By Robert J. Kurre, René H. Reixach,
Anthony Enea and Harriette M. Steinberg

5.1 Myths vs. Realities

No realistic effort to address the near-term care
needs of New York State’s elderly and disabled resi-
dents is possible until myths about current programs
are dispelled and steps are taken to obtain data need-
ed to assess the impact of possible changes in the
Medicaid program.

Medicaid has evolved into the de facto safety net
for members of the middle class when faced with
expenses that routinely equal or exceed $100,000 per
year for nursing home care in many areas, and a like
amount when an individual needs round-the-clock
home care and no family members are available to
provide uncompensated assistance.

Any abrupt changes in Medicaid eligibility rules
could well result in the denial of necessary medical
assistance for individuals who have attempted to
make prudent plans for their declining years based
on long-established state and federal guidelines.

Individuals likely to need assistance within a
near-term range of approximately five years are
unlikely to qualify for, or be able to afford, options
such as long-term care insurance policies that may be
practical for those whose needs may be a decade or
more away.

Rational decisions can be made on changes that
would not impose undue hardships only if the
changes have a factual basis and are not the product
of hasty mythological stereotypes. Similarly, seeking
options that might reduce the need for nursing home
admissions, the most expensive component of care
for the elderly, will make sense only in the context of
whether documented experiences point the way
toward programs that are less expensive but provide
appropriate levels of assistance.

Myth: Medicaid planning involves the fraudulent
sheltering of assets.

Reality: Federal law specifically provides for
estate planning that includes the possibility of even-
tual eligibility for Medicaid benefits if an individual
requires an extended period of nursing home care.
The choices made are subject to close scrutiny when a
Medicaid application is filed.
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Anyone in New York State who ultimately quali-
fies for Medicaid benefits signs a statement, subject to
penalties for perjury if false, that his/her assets now
total $4,000 or less,! not counting funds set aside in a
Pre-Plan trust to pay for a funeral.2 Once eligible for
Medicaid, an individual can retain $50 in monthly
income for personal needs,? but the remainder of any
income (the “NAMI”"—Net Available Monthly
Income) will be used to help pay the nursing home
bill, reducing Medicaid’s total expenditure for the
recipient of its assistance.

If the individual is married, his/her spouse is
also required to disclose the full extent of his/her
assets. This “community spouse” may then retain up
to $95,100 in assets (the “CSRA”—Community
Spouse Resource Allowance) and is entitled to retain
$2,378 in monthly income (the “"MMMNA—Mini-
mum Monthly Maintenance Needs Allowance).4 A
home, condominium or cooperative apartment used
by a community spouse is an “exempt asset” and not
part of the CSRA calculation. (See the digest of appli-
cable rules in Appendix C.)

Actuarily sound annuities are permitted, but the
full amount of principal and interest payable each
month must be included in computing both NAMI
for an individual and the MMMNA allowance for a
spouse. IRAs in “payout status” need not be deplet-
ed, but, again, all distributions must be part of the
NAMI and MMMNA computations. The value of a
spouse’s IRA is included in computing the spouse’s
CSRA, however.

In certain hardship cases, a “community spouse”
may apply for approval of a larger CSRA and/or
MMMNA by demonstrating that he/she requires
additional resources to generate income needed to
reach the MMMNA figure. In cases where hardship
can be demonstrated, it is also possible to seek a fair
hearing to request a larger MMMNA, either by
retaining additional assets to generate income or by
obtaining approval to keep more of the income of the
ill spouse.5 If approval is granted for a larger CSRA or
MMMNA, the community spouse is then exempt
from a spousal refusal lawsuit.

Reliable statistics are not publicly available, but it
appears that approval for larger CSRA amounts is not
extensive. Thus, in most cases a spouse who wishes
to retain more than the standard amount must sign a
“spousal refusal” that opens the possibility of a law-
suit by Medicaid to obtain full reimbursement for the
amounts that Medicaid spends for the ill spouse.
CSRA

An application for Medicaid requires disclosure
of all financial transactions during the past three

years, together with any transactions in the past five
years that have involved placing assets in a trust.

Depending on where an individual lives, each
uncompensated asset transfer ranging from $5,988 to
$9,6126 results in a “penalty period” of one month
during which the person must pay privately for nurs-
ing home care if it is needed during the period after
the transfer is made. Uncompensated asset transfers
include, most often, gifts to an individual’s children
or assets placed in a trust. For married couples, the
penalty period calculations apply both to gifts made
by the applicant and to gifts by the applicant’s
spouse.

No penalty periods apply to eligibility for home
Medicaid, but the individual must also have no more
than $4,000 in assets. After paying premiums for any
supplemental health insurance the individual may
have, a home Medicaid recipient may retain only
$667 per month” to pay for food and housing expens-
es, the remainder goes to offset Medicaid’s cost of
providing home aides and medical care not covered
by Medicare or insurance. If the Medicaid recipient is
married, the couple can retain $5,850 in assets and
$975 in total income. A spouse who wishes to retain
more income and/or assets must file a spousal
refusal. (See the digest of applicable rules in Appen-
dix C.)

Myth: Millionaires are receiving Medicaid.

Reality: Any current millionaire who is receiving
Medicaid has probably filed a fraudulent application
and is subject to penalties for perjury.8

/7

If an asset was concealed, Medicaid’s “tape
match” process provides a mechanism to find the
asset. Periodically, the local agencies administering
Medicaid receive tapes from the U.S. Internal Rev-
enue Service listing interest on bank accounts and
other assets. If the Social Security number on such a
report matches the Social Security number of a Med-
icaid recipient, the Medicaid agency checks to see if
the asset was disclosed on the application (and pre-
sumably depleted after the period covered by the
tape). If it was not, the agency asks for an explana-
tion.

If any Medicaid recipient has a spouse who is a
millionaire, the spouse is subject to a lawsuit by Med-
icaid for reimbursement of the full amount paid for
care of the ill spouse. If the Medicaid program ulti-
mately shows a net loss from assisting the ill spouse,
it is because Medicaid has not exercised its right to
sue the spouse for reimbursement.
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Myth: Medicaid Recipients Leave Large Estates

Reality: Medicaid is entitled to reimbursement
for assistance it has provided to any deceased recipi-
ent who leaves an estate subject to probate or admin-
istration in the Surrogate’s Court.

No statistics are available, but this recovery
apparently exists most often against the proceeds
from the sale of the house that a home Medicaid
recipient lived in until death.

Aside from a home and any residue in an account
that held the $4,000 “personal needs account” a recip-
ient was allowed to keep upon applying for Medic-
aid, it is unlikely that any other significant financial
assets would be available at death. Any bank
accounts the recipient held with a family member’s
name as a joint owner were subject to the asset
review at the time of an application. Any funds given
to the individual whose name appeared on the
account were subject to inclusion in the computation
of applicable “penalty periods.”

In addition, as a precaution to assure that Medic-
aid does have an opportunity to make any claim that
may exist against an estate, most local Medicaid
agencies routinely send representatives to the Surro-
gate’s Courts to research probate and administration
files to match the Social Security numbers of dece-
dents with those of individuals who have received
Medicaid.

5.2 Insufficient Data

The current rules for Medicaid eligibility reflect a
basic set of federal standards® that establish parame-
ters for eligibility. The limited flexibility given to the
states to establish detailed guidelines for the individ-
ual programs is regularly the subject of discussions
about whether the financial criteria should be
changed.

The core difficulty in considering any adjust-
ments to the program is a lack of data about the
financial impact of current rules on the Medicaid
budget. Without this information, it is impossible to
gauge the extent of potential medical hardships for
Medicaid recipients and whether any changes would,
indeed, yield significant cost savings without a dra-
matic impact on availability of care.

The lack of information also makes it difficult to
assess the potential viability of program changes such
as different rules for home care coverage and a differ-
ent approach to providing assistance to those who
might be able to remain in assisted living environ-
ments rather than be left with no alternative except a
nursing home.

Implementing changes without the benefit of reli-
able data and appropriate alternatives based on that
data would put the most vulnerable members of our
society at grave risk.

Following are examples of areas where more
information is needed before government officials
can reasonably propose changes and make realistic
estimates of whether changes would produce signifi-
cant savings for the Medicaid budget without com-
promising the level of needed care.

What is the effect of asset transfers on Medicaid
costs?

Every application for institutional Medicaid
requires disclosure of uncompensated asset transfers
within the three years preceding the requested cover-
age date, and of transfers to trusts within the five
years preceding the requested coverage date.

No figures are known to be available for the
extent of asset transfers disclosed on institutional
Medicaid applications in New York State.

In 1995, however, one national study estimated
that if every older individual with a significant incen-
tive to divest countable assets to become eligible for
Medicaid actually did divest every penny, the
amount transferred would equal about 4% of Medic-
aid nursing home expenditures.10

Among the thousands of residents in New York
State nursing homes, the experience of elder law
attorneys suggests that the vast majority who have
qualified for Medicaid immediately upon admission
did so with little or no advance divestiture of assets.
No reliable figures are known to be available, howev-
er.

Experience also suggests that another significant
portion of those who receive nursing home benefits
from Medicaid did no advance planning until faced
with an illness that required nursing home admis-
sion. For them, at a minimum, they had to spend at
least half of their assets as private-pay residents while
giving away no more than half of what they owned at
the onset of their illness. But again, no reliable statis-
tics are available.

How long do nursing home residents pay private-
ly before qualifying for Medicaid?

No analysis of Medicaid applications is known to
be available that would support even reasonable
speculation on an answer to this question.

Yet every application for nursing home Medicaid
requires information on when the individual was
admitted to the facility and the extent of private-pay
care given before the Medicaid “pick up date.” A sur-
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vey examining the extent of private pay coverage
before Medicaid eligibility would provide a much
clearer picture of whether Medicaid is truly being
used as a last-resort option or whether, as some
myths would suggest, it is becoming the payor of
first resort.

Without violating any individual’s privacy, this
information should be made available to those who
must make decisions on whether eligibility rules
should be changed and, if so, when.

Are nursing homes the most reasonable and cost-
effective care settings for all of their residents?

For an individual with extensive skilled care
needs such as delicate medication regimens, feeding
tubes and a lack of mobility that requires assistance
from at least two persons for transfer to and from
beds and wheelchairs, nursing homes are probably
the most appropriate setting unless a dedicated fami-
ly member is able to provide care and supervision at
home.

Many other individuals with far less intense care
needs now qualify for Medicaid coverage in nursing
homes, however. Their “scores” on the “Patient
Review Instrument” required for admission show
that their needs are related primarily to “physical
care” and some limited supervision of their medica-
tion. They are largely ambulatory, at least with a cane
or a walker, and require little or no assistance trans-
ferring from beds and wheelchairs.

Every nursing home is subject to periodic audits
of its residents’ conditions, and reimbursement rates
for each facility are effectively based on an overall
average of the care level required for its residents.
Thus, information is now being gathered on the
range of needs being met in nursing homes. It should
be made available to those who must make decisions
on how Medicaid dollars should be spent.

Is the Medicaid program effectively administer-
ing the rules for spousal refusal?

Efforts by local Medicaid agencies vary greatly in
regard to following-up on Medicaid’s right to reim-
bursement from community spouses who have
invoked the spousal refusal option.

Data should be made available on matters such
as the number of Medicaid recipients whose spouses
have filed spousal refusals, the reported extent of the
spouse’s assets, and whether the local Medicaid
agency has taken steps to pursue appropriate reim-
bursement.

At least two factors may have influenced Medic-
aid’s apparent decisions not to pursue spousal refusal
actions in some cases.

One factor may be a simple realization that such
lawsuits would be harsh in the home Medicaid con-
text where a community spouse is at risk for a suit if
his/her assets exceed $5,850. The figure, far below
the $95,100 CSRA threshold for suits in the context of
Medicaid payments for care in a nursing home, is
unrealistic in most areas of New York State. It may
also reflect a realization that the Medicaid program
may incur even greater long-term costs if the commu-
nity spouse who has spent down his/her assets must
later look for assistance that would otherwise have
been financed with private funds. And, judging from
the experiences of many elder law attorneys, it could
also reflect a concern that some of these couples
could simply give up on home care and both apply to
the nursing home, particularly when one spouse has
extensive care needs and the other spouse meets at
least the minimum requirements for nursing home
coverage.

Results from appropriate studies focused on ana-
lyzing this factor might well lead to a realistic revi-
sion of the spousal refusal rules, adjusting those that
impose undue burdens on community spouses and
providing clear guidelines on when spousal refusal
lawsuits are genuinely appropriate.

A second factor may be that some county officials
have little incentive to pursue the lawsuits, even
when the assets of a spouse significantly exceed the
allowable maximums. Under the reimbursement
rules applicable to Medicaid funding, it appears that
many counties do not find it is cost-effective for them
to bear the costs of lawsuits likely to be more finan-
cially beneficial to the state than their own counties.

Some counties do pursue these suits, but others
take little or no action. Counties that do institute law-
suits do not follow uniform practices. Nassau County,
for example, has adopted a policy of not settling for
less than 100%, while New York City has been willing
to settle cases for amounts well below 100% under
certain circumstances.

Centralizing the administrative process for these
lawsuits could provide Medicaid with recovery rev-
enues that it is already fully authorized to obtain. It
could also lead to the development of better criteria
for assessing spousal liability by establishing a con-
sistent, structured framework to determine when the
circumstances of a community spouse genuinely
require the retention of income or resources beyond
the standard limits. The result would make adminis-
tration of the program more fair to everyone affected.
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Are community spouses whose incomes exceed
$2,378 per month contributing 25% of the excess over
that amount?

When the personal income of a community
spouse exceeds the “minimum monthly maintenance
needs allowance” (MMMNA) of $2,378, Medicaid
“asks” for 25% of the excess as the “voluntary contri-
bution amount.” Even if the contribution is made,
however, the spouse, typically a wife, remains subject
to the risk of a spousal refusal lawsuit.

No statistics are available on the frequency with
which spouses voluntarily remit these payments, but
it is likely to be rare. And the experience of elder law
attorneys suggests that the community spouse in
these circumstances, usually a woman, may need the
income for her current expenses, and/or may have
few assets available for her own long-term needs in
the community.

Reliable information on this subject might also
lead Medicaid to conclude that those who make these
“voluntary” contributions should otherwise be
exempt from spousal refusal lawsuits focused on
their remaining income. And that result might well
encourage those who are not now making the contri-
bution to do so.

5.3 Past Attempts to Address Near-Term
Concerns

Past attempts to address near-term issues illus-
trate the effect that lack of valid data has had on
efforts to chart a reasonable course for changes in
financing the care needed by aging and disabled resi-
dents of New York State.

Notable among previous efforts was the 1996
report, “Securing New York’s Future: Reform of the
Long-term Care Financing System,” adopted by a 10-
to-1 vote of the New York State Task Force on Long-
Term Care Financing.!! It recommended that the state
pursue three strategies to decrease reliance on Medic-
aid to pay for long-term care:

(1) Promote the development of affordable long-
term care insurance products, by tax incentives
for traditional insurance, and to enhance the
New York State Partnership program;

(2) Expand the transfer of assets rules to home
care, eliminate the doctrine of spousal refusal,
and broaden the rights of the state to recover
Medicaid benefits paid for long-term care from
the patient or the estate of the patient’s spouse.

(3) Create a “Defined Private Contribution”
amount program for the uninsurable and the
elderly over a certain age designed to protect a

certain percentage of net worth before qualify-
ing for Medicaid under less restrictive rules
similar to those that apply in the Partnership
program.12

Implications Regarding Insurance The task force
correctly identified insurance as a hopeful prospect
for the future, but its near-term value is limited. In
addition, the task force report failed to acknowledge
that long-term care insurance is not a panacea—many
who might eventually benefit from it have been unin-
surable for many years before their illnesses grow
worse, and those with limited incomes and assets are
simply unable to afford the coverage.

The Legislature subsequently approved some
income tax incentives for the purchase of long-term
care insurance, but that action did not address the
needs of those currently faced with extensive bills for
the care they and their spouses need.

Nor did the tax changes provide a breakthrough
change in the affordability obstacle that still discour-
ages many middle-class New Yorkers. Premiums
vary widely based on coverage options and the age of
applicants, but for a healthy couple in their early 60s
who purchase a policy that would provide approxi-
mately $200 per day in benefits and an inflation rider,
the typical annual premium exceeds $4,000. Among
those whose finances might allow them to consider
coverage, many in their 50s and 60s would either be
ineligible due to their medical status or be forced to
pay extraordinarily high premiums if they suffer
from high-risk ailments such as diabetes or advanced
heart disease.

An extensive discussion of the potential future
benefits of long-term care insurance is provided in
Chapter 4.

Implications Regarding Eligibility Rules Ulti-
mately, careful review of the changes in eligibility
rules that were recommended by the 1996 task force
showed that many of the suggestions would have
been inconsistent with mandated federal standards
and contrary to the intent of Congress as reflected in
the Medicare Catastrophic Coverage Act of 1988.

In addition, although adequate figures on the
impact of the changes were not available, it became
clear from the widely known experiences of the eld-
erly that the burden would have fallen most heavily
on married couples without insurance who sought to
keep an impaired spouse at home. Allowing couples
to keep only $975 of their joint monthly income and
$5,850 in resources does not leave sufficient resources
to pay household expenses and provide the caregiv-
ing spouse with any kind of financial security for the
future. Only the spousal refusal option, permitting
the caregiving spouse to refuse to contribute his/her
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own income and resources toward care for the ill
spouse, has made it possible for many couples to pay
reasonable household expenses while the ill spouse
remains at home and receives care through Medicaid.
Without this option, a caregiving spouse would have
no other option except to have the ill spouse admitted
to a nursing home, where the cost to the state could
easily be twice the cost of home services.

The community spouse, typically the wife, faces a
gut-wrenching choice in these circumstances. She can
send her husband to a nursing home, retain $95,100
in resources and $2,378 in monthly income, or she can
keep him home, retain only $5,850 in assets between
them and try to get along on income of $975 a month
for both of them. Even if she elects the home care
option and files a spousal refusal statement, there are
cases on record in which community spouses with as
little as $40,000 in assets became the subject of Medic-
aid lawsuits for reimbursement.

Regardless of which choice the wife makes, she is
also likely to face a financial crisis at her husband’s
death. Instead of having adequate resources for her
support, she faces the likely prospect of significantly
diminished assets and a reduced income stream.
Unless she has significant income of her own, she has
inevitably relied on income from her husband. Even
if her husband was in a nursing home and $2,378 a
month was available to her, at his death that figure is
likely to be lower. Only one Social Security payment
(the larger of her monthly Social Security amount or
her late husband’s monthly amount) will be available
her, and other benefits such as her husband’s pension
may either disappear or be greatly reduced.

In short, without spousal refusal, rules that per-
mit an ailing spouse to transfer his/her own assets to
the community spouse without incurring a “penalty
period,” and the other federally approved transfer of
assets rules, the middle-class, and especially surviv-
ing spouses, would have faced financial ruin.

Implications of the Defined Contribution Con-
cept This approach may be worth considering (see
Chapter 6 for an example of a possible technique). It
has been impossible to assess its true worth, however,
because adequate financial data on current trends in
Medicaid spending has not been available.

Carefully implemented with adequate advance
notice, such a program might encourage advance
planning so the aged and disabled could comply with
Medicaid rules applicable to options that would
allow them to retain assets that might otherwise be
given away. These aged and disabled individuals
would then have a larger stream of income from their
assets during both their healthy years and when the
need arises for increased care services. For those who

need nursing home care, that continuing stream of
income would result in higher “Net Available Month-
ly Income” (NAMI) payments to the nursing home
and thus reduce how much Medicaid must pay. For
those who remain home, that income might postpone
the day when Medicaid assistance would be needed.
When Medicaid home care assistance did become
necessary, the income still available to these individu-
als would reduce the burden on Medicaid.

The potential benefits and downsides of such an
approach can only be analyzed, however, with ade-
quate data that should be available from Medicaid’s
experience in dealing with Medicaid applications and
providing benefits.

5.4 Partnership Policies

Among the more successful past efforts has been
New York’s decision to obtain a federal waiver that
permitted it and three other states (California, Con-
necticut and Indiana) to offer “Partnership” policies
to pay for long-term care.

These policies (covered more extensively in
Chapter 4) seek to encourage individuals to purchase
long-term care insurance by having the state guaran-
tee that, after the private benefit period has been
exhausted, the policyholder will be eligible for Med-
icaid benefits regardless of the extent of the policy-
holder’s assets other than any continuing stream of
income.

Anecdotal evidence suggests that these policies
may well have resulted in savings for the Medicaid
program, but, again, no attempt is known to have
been made to assess their impact and analyze
whether they could be expanded in any way to pro-
vide greater benefits to the elderly insured and
diminish the drain on the resources of the Medicaid
program.

It appears, for example, that incentives to pur-
chase these policies would be greater if their terms (1)
allowed for the portability of the policies between all
states, (2) protected income as well as resources, and
(3) removed restrictions that limit amounts payable
for home care benefits to half the amounts available
for institutional care.

As described more fully in Chapter 4, recent leg-
islative changes have opened the possibility that poli-
cyholders will no longer be required to return to New
York State to receive Medicaid benefits after the poli-
cy benefits are exhausted.

The changes suggested in items (2) and (3) above
could encourage more individuals to purchase these
policies. The current requirement that income be used
for care needs after the policy period ends discour-
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ages purchases of the insurance, especially by those
who would wish to remain at home and would need
income to maintain their households and pay other
non-care expenses. The regulation limiting the home
care benefit payable on a monthly basis to half the
monthly amount payable for institutional care!3
apparently is designed to assure that Partnership
benefits on a three-year institutional policy will last
for six years if used exclusively for home care.1# This
needlessly limits the Partnership’s usefulness for
those who might otherwise benefit, for example, from
five years of home care service at a daily reimburse-
ment rate slightly higher than 50% of the benefit for
institutional coverage.

Quantification of the results is hampered by the
lack of statistics, but anecdotal evidence suggests that
a substantial amount of the benefits provided by
Medicaid go to individuals who do not live more
than three years after the start of benefits. If this
observation is supported by appropriate research, it
would then be reasonable to conclude that every year
an individual is covered by a policy is one less year
that the Medicaid program must provide benefits.

To accurately gauge the potential economic
impact offered by greater use of Partnership policies,
it would be instructive for the state Legislature to ask
the New York State Health Department to prepare an
analysis of how much the Medicaid program could
save if it were relieved of paying benefits for the first
three years of an individual’s need for assistance.

5.5 Expansion of Assisted Living Options

The experiences of elder law attorneys and geri-
atric care managers point to the inevitable conclusion
that a significant segment of the nursing home popu-
lation in New York State consists of elderly individu-
als who could benefit from assisted living but cannot
afford costs that typically range from $2,000 to $5,000
per month.

Because no government subsidy is available for
assisted living, many of these individuals whose
needs go beyond the basic housing and meals provid-
ed by assisted living facilities are left with few choic-
es except entering a nursing home, where, even at the
discounted rates the Medicaid program pays to facili-
ties, the cost to Medicaid typically exceeds $5,000
each month.

One potential alternative that may merit expan-
sion is the “Assisted Living Program.” (See also 3.3.)
Now in effect on a limited basis in New York State,
this option is available to facilities that are prepared
to go beyond the basic housing/meals services and
provide on-site physicians and nurses who attend to
daily health care needs such as the supervision of

medication. The result is an alternative to a nursing
home admission for those who are generally mobile
but require assistance with medications and only lim-
ited help with activities of daily living.

In a typical program, an individual with $1,000 in
monthly income can qualify for a waiver from Medic-
aid to retain that amount as a house/room-board
payment to the facility, which provides meals and
lodging in a three-person room and a wide variety of
daily activities that encourages him/her to leave the
room during the day. Medicaid then pays $2,200 per
month for the medical component of services. If the
individual has more than $1,000 in monthly income
but lacks resources to make full payment for the med-
ical component, Medicaid receives the balance of the
monthly income and applies it toward reducing its
contribution to the monthly $2,200 charge for the
medical services. Individuals with less than $1,000 in
monthly income may qualify for SSI that supplies the
difference between their incomes and the $1,000
monthly charge, and the SSI-related qualification for
Medicaid pays for the medical services.

For individuals who can pay privately, the
monthly cost in a two-bed unit is approximately
$2,700 and the medical component is $2,200. The total
cost of approximately $4,900 is more affordable than
the private rate in a nursing home and postpones the
day when these individuals must turn to government
assistance.

The recently enacted New York Assisted Living
Statute provides standards to assure that care in
assisted living facilities truly meets the needs of their
residents. Programs expanding options for limited
government assistance could have the effect of reduc-
ing the need for many individuals to enter more cost-
ly nursing homes while assuring that their needs are
met properly.

5.6 Home Care and Community-Based
Programs

The desire of most seniors and the disabled to
remain at home has been endorsed by the U.S.
Supreme Court in Olmstead v. Zimring,'> a decision
covered more fully in Chapter 2.

The financial benefits of the following sugges-
tions are difficult to quantify, but taken together they
have a clear potential to reduce an otherwise inex-
orable trend toward greater government subsidiza-
tion of long-term care needs.

Informing the Public New York and its counties
need to commence an immediate and aggressive
campaign to better inform the public of the variety of
home care and community based programs available
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to seniors and the disabled. In doing so the programs
need to effectively use the services of community out-
reach programs and not-for-profit organizations that
are in a unique position to communicate information
on viable alternatives to institutional care directly to
seniors and the disabled who belong to their organi-
zations.

Options in the Freedom Initiative New York
needs to take advantage of the initiatives in the 2001
Freedom Initiative, 2002 Independence Plus Medicaid
waiver program and President Bush’s 2005 federal
budget. In general, these would temporarily allow
states more flexibility in their Medicaid payment sys-
tems without having to seek waivers from CMS so
they can provide assistance in the community or at
home. Another proposal, “Money Follows the Indi-
vidual,” would allow money to follow the prefer-
ences of recipient seniors and the disabled, while giv-
ing them greater flexibility and control over the
services they receive. President Bush has authorized
$1.75 billion in funding for this initiative.

Incentives to Encourage Long-Term Care at Home
New York needs to provide financial incentives to
seniors and the disabled that opt to receive long-term
care at home or in the community. These would
include significant reductions and/or elimination in
local property taxes, or their postponement until the
homes of recipients are sold.

Income Taxes New York and the federal govern-
ment need to significantly reduce the income tax bur-
dens of seniors and the disabled who opt to receive
long-term care at home or in the community. Tax
credits could help to accomplish this objective.

Caregiver Participation by Families New York
needs to encourage caregiver participation by family
members. Options include incentives such as the
expanded availability of respite and caregiver sup-
port services for caregiver spouses and other family
members.

Financial Incentives to Families New York and
the federal government need to provide financial
incentives to family members who provide full-time
care to seniors and the disabled. Examples include
tax credits and/or income and property tax reduc-
tions. Family involvement will significantly extend
the amount of time that seniors and the disabled can
remain in the community, saving the government the
higher expense of institutional care.

Incentives for Employers New York and the fed-
eral government need to create incentives for large
employers and corporations to provide paid leave to
family members who provide care to family mem-
bers.

Consumer-Directed Home Care New York needs
to improve awareness of and access to its Consumer
Directed Home Care Program, which allows self-
directing disabled and chronically ill adults to super-
vise and authorize payment for their own service
plan. It should also implement demonstration pro-
grams to show how meeting the diverse non-medical
needs of seniors can encourage them to remain at
home.

Care Management Services New York needs to
expand and improve case management services for
home care, with greater emphasis on thorough and
effective discharge planning for those who are leav-
ing hospitals or have completed stays at rehabilita-
tion centers.

Reverse Mortgages With the significant increases
in home values during the past decade, many New
York seniors have significant untapped equity in their
homes that could be used to allow them to remain at
home and pay for the care they need. Reverse mort-
gages are a vehicle to tap this unused equity, but their
use has remained limited due to lack of public under-
standing and significant up-front costs.

Programs to better promote and educate the pub-
lic about these mortgages would address the first
issue.

Tax and financial incentives could address the
financial issues. Closing costs and mortgage insur-
ance can easily exceed $10,000 on a $200,000 loan. See
also Chapter 3.

Assistance to Faith-Based Groups Among more
than 350,000 religious congregations in America, a
growing number are supporting programs that pro-
vide screening, detection, and prevention of disease.
These efforts vary in degree of formality and scope,
ranging from occasional health fairs and periodic
wellness seminars to highly organized health min-
istries run by full-time congregational nurses.

These programs represent opportunities for con-
gregations to channel their faith toward prevention,
fitness, health education, and patient advocacy
among members and the local community. Congrega-
tional nurses in Alabama, Ohio, Michigan, Montana
and Florida have recorded accomplishments in these
areas that illustrate the potential for similar success in
thousands of congregations in other states.

The U.S. Department of Health and Human Ser-
vices and private organizations such as the Robert
Wood Johnson Foundation have funded initiatives of
this type. The goals generally are to reduce or delay
the institutionalization and hospitalization of the eld-
erly, to link health and social services providers with
faith communities to enhance the provision of care to
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the elderly with unmet needs, to provide opportuni-
ties for healthy seniors to contribute to their commu-
nity and to promote a multi-generational model of
care.

Several federal initiatives, such as the Return to
Home Legislation, Charitable Choice and the Hous-
ing and Urban Development’s Center for Community
and Interfaith Partnerships demonstrate an aware-
ness and acceptance of the these programs.

Florida, with elderly residents who constitute a
population percentage significantly higher than most
other states, has actively begun to encourage state-
faith community healthcare partnerships. In 1992,
the state adopted the Florida Health Care Access Act,
which eliminated the threat of malpractice lawsuits to 5.
programs treating the working poor and indigent.
The act provides that professionals cannot be sued
while volunteering their services, except in cases of
willful or wanton negligence.

Existing Adult Day Care Center Programs New
York needs to expand and improve existing adult day
care programs and public awareness of them.

Home Sharing and Informal Care Giving New
York needs to encourage home sharing with seniors
and informal care giving by family members and
friends.

Senior Wellness and Disease Prevention A
healthy senior can live independently and in the
community for a longer time than an unhealthy sen-
ior. Increased state funding to promote senior well-
ness and disease prevention could delay the day
when seniors have no choice except admission to a
nursing home.

Endnotes
1. These and other eligibility figures for Medicaid in 2005 are 9.

available at http:/ /www.brookdale.org/iol/index.html. 10.

Click on “2005 Medicaid Only Income Exemption and
Resources Levels” and “2005 Medicaid Regional Rates for
Calculating Transfer Penalty Periods.”

11.

2. Individuals may set aside any amount they wish for a funer-
al, but if the full amount is not used for the funeral, any
remaining balance is payable to the Medicaid program as

3. If the individual has been paying for a Medicare supplemen- 14.
15.

tary insurance policy, an amount sufficient to pay for that
insurance may also be retained. This works to the advantage

12.

reimbursement for services provided. 13.

of the Medicaid program, because it will then not be liable for
the co-payments required for services not entirely covered by
Medicare.

The relevant standards are found in 18 N.Y.C.R.R. § 360-4 et
seq. The figures shown were recently announced for applica-
tions filed in 2005. The 2004 figure for the CSRA was $92,870
and the MMMNA was $2,319. When computing the
MMMNA, Medicaid allows applicants and spouses to deduct
from their gross income any amounts they pay for supple-
mental medical coverage such as Medicare Part B insurance.

Technically, the CSRA for a refusing spouse is one-half of the
couple’s assets (not counting the value of the home where
they live) at the start of the illness that has precipitated the
need for care assistance. The minimum amount is approxi-
mately $74,820 regardless of the value of pre-illness assets,
and the maximum is $95,100 for those whose pre-illness asset
total was $190,200 or more. In practice, however, most local
Medicaid agencies allow the spouse to retain a full $95,100.

Situations that may lead to a finding that a larger MMMNA
is necessary include a finding that a community spouse has
extraordinary expenses for medical needs. A spouse who
does not have a car might also ask for an increased allowance
to pay for transportation costs to visit an ill spouse who is in
a nursing home many miles away.

The 2005 figures by region:

Central Region $5,988 Northern NYC Suburbs: $8,332
Western Region $6,181 New York City: $8,870
Northeastern Region  $6,501 Long Island: $9,612

$6,981

Medicaid bases these figures on an annual survey of the aver-
age cost of one month’s nursing home care in each of these
regions.

Rochester area

See also the digest of applicable Medicaid rules in Appendix
C.

An additional $20 unearned income credit is allowed without
affecting eligibility for Medicaid coverage.

An unmarried millionaire could not receive Medicaid with-
out committing fraud by failing to disclose the extent of
his/her assets. In addition, even an individual with a million
or more in an irrevocable trust and /or IRAs would be likely
to have monthly income from those assets, plus payments
from Social Security and any pension plan that would be suf-
ficient to pay a monthly nursing home bill.

42 U.S.C. § 1396a.

Korbin Liu and Marilyn Moon, “Recovering Hidden Assets:
The Magic Bullet for Medicaid savings?” The Urban Institute,
Policy Bites, No. 23, September 1995.

Created by New York State Law, Chapter 81 of the Laws of
1995.

1996 Task Force Report, at page 22.
11 N.Y.C.R.R. § 39.3(b)(2)(iv).

11 N.Y.C.R.R. § 39.3(b)(2)(iv).

119 S. Ct. 2176 (June 22, 1999).
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Chapter 6

A Proposal for a New York State LTC Compact

OVERVIEW: This chapter proposes the creation
of a New York State Compact that would consist of an
agreement between the state and its chronically ill cit-
izens to share the risks associated with paying for
long-term care, an undertaking that market forces
have proved unable to address.

Instead of frantically giving away assets when
diagnosed with a chronic illness, citizens would have
the option to “pledge” that they would use a defined
amount of their then-existing assets to pay for their
long-term care needs. The pledged amount would be
a set maximum (perhaps $300,000 as the average
three-year cost of facility care), or up to one-half of
their assets, whichever was smaller.

Until they spent the pledged amount, Compact
members would pay entirely for their own care with-
out Medicaid assistance. They would have full access
to all their income and assets, rather than the current
practice in which Medicaid recipients are reduced to a
poverty level of assets and a net income (after the
contribution required by Medicaid) that is seldom
adequate to meet the needs of those who remain at
home.

Once they spent the pledged amount, Compact
members would have two options—regular Medicaid
coverage requiring them to turn over most of their
income, or an option to retain “private pay” status in
which they would keep 75% of their income while
Medicaid subsidized their long-term care obligations
by paying 90% of what it would otherwise have paid
to their providers.

Regardless of which option they chose, Compact
members would not be “impoverished,” because they
would retain the unpledged portion of their assets.
Portions of the assets could be used for needs that
Medicaid has never covered such as private duty
aides in a nursing home or geriatric care managers to
do errands, etc.

As shown by the illustrations, the program would
be unlikely to increase Medicaid’s liability for provid-
ing services, and could significantly reduce its outlay
as individuals paid for a greater portion of their care,
particularly in the first years after they began to suffer
from chronic illnesses.

In short, rather than being the “first resort” for
individuals scared that they will outlive their
resources, Medicaid would serve as a true “safety
net” for those who live many years after being diag-
nosed with a chronic illness.

By Gail Holubinka

6.1 Design Parameters

The subject of this proposal is financing—mnot
services. There are many issues related to the devel-
opment of better and more efficient long-term care
services, but without a viable payment source, con-
cerns about the quality of service are moot.

At present, 80% of long-term care expenses in
New York State are paid by Medicaid. The goal is to
privatize as much of that expense as possible. Privati-
zation of up-front coverage would address a dilem-
ma that has faced public officials for years—how to
avoid harm to the truly needy while controlling the
costs of long-term care.

The majority of total long-term care expenses
occur in the first 1 to 3 years after an individual is
diagnosed with a chronic illness. Rather than franti-
cally divest themselves of assets upon learning of a
chronic illness, Compact members would initially
retain all their income and use assets to pay the
remainder of their costs for long-term care. At the
same time, they would have the security of knowing
that, under terms of the Compact, they would qualify
for Medicaid assistance once they had used a
“pledged” amount—never more than half of the
assets in their names when they were diagnosed with
a chronic illness—to pay for their long-term care
needs.

Those who must come to grips with the realiza-
tion that they have a chronic illness would be able to
retain the dignity and self-reliance they crave, but
they would also have the reassurance that if their ill-
nesses lingered for an extended period, Medicaid
would be a true “safety net.” Even after qualifying,
however, they would retain access to a significant
portion of the assets that are now often given out-
right to their children or placed in irrevocable trusts
until they die.

A well-designed Compact program could foster
the type of cooperation that is best achieved by creat-
ing a sense of shared responsibility and fairness. Its
approach would not involve “look back” periods,
complex rules and requirements, or expectations that
would be unacceptable to a reasonable person or
entity. A person seeking Medicaid after spending the
pledged amount would simply provide evidence that
the assets had been spent on long-term care.
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The potential viability of any program is first
measured in expense and complexity. Therefore, in so
far as possible, it should use products, systems,
processes, and people already in place and explain-
able in one sentence. No new procedures or opera-
tional expenses would be required. Administration
economies would be possible through use of current
resources.

Options Beyond Medicaid and Medicare The
problem to be addressed is not about Medicaid or
Medicare. The crisis in public financing is an effect,
not a cause, and is driven by demographics. While
these public programs are important, they are only
two options available in responding to needs.

Current and future Medicaid or other govern-
ment program eligibility rules are not applicable to a
private pay solution, even if that solution involves
such programs.

Joint participation with government does not
automatically imply government rights, oversight, or
controls greater than would be in place outside the
program.

The manner in which public funding is delayed is
not important. The issue is how to avoid or delay it
for as long as possible without imposing undue bur-
dens on the chronically ill.

6.2 A Compact Between State and Its Citizens

The proposal is to create a compact between the
citizens of New York and their government. The
focus of the compact would be an agreement that
there would be a limit to the liability of both parties.
What that limit may be would be subject to consumer
choice and based on personal risk tolerance and need.

Rationale Statements The following basic con-
cepts underlie the approach to be taken.

* Long-term care can be extremely costly. For all
but a few, eventual impoverishment is
unavoidable given sufficient amounts and
lengths of need.

* Impoverishment is neither a desirable nor a
rational societal expectation.

¢ Forced impoverishment leads to avoidance of
reasonable private contribution.

* Avoidance leads to increased reliance on public
funding.

* Increased reliance on public funding is unsus-
tainable.

* Neither the individual nor the public sectors
are capable of managing the anticipated cost of
long-term care on their own.

* Medicaid remains a resource if prolonged long-
term care services are eventually necessary.

6.3 Design Summary

Eligibility Participation would be limited to
chronically ill New York residents residing within the
state at the times they apply for and participate in the
program.

The Compact option would not be available to
persons eligible for or currently receiving Medicaid
benefits.

Program The New York State Compact would
permit participants to protect assets and in some
cases income, by agreeing to pay a “pledged” amount
equal to a maximum of the cost for three years of
facility coverage at the average daily rate, or up to
one-half of their assets, whichever was smaller if the
two figures were not the same.

Assume that the maximum pledge amount was
$300,000 (based on the $98,185 yearly average cost of
facility care cited in 4.1). An individual with $400,000
in assets could pledge a maximum of $200,000, an
individual with $600,000 in assets could pledge
$300,000, and the maximum pledge for an individual
with $800,000 would also be $300,000.

Assets would include all funds and property,
including the homestead, as defined in Medicaid
rules and regulations. Where the amount to be pro-
tected exceeded the value of liquid assets, the con-
sumer could still participate by signing a lien against
the value of real property, agreeing that the home
could not be sold without repaying the state as a
creditor.

Participants could make payments out of pocket,
through insurance or reverse mortgages. Individuals
with some other funding such as a long-term care
policy might be able to satisfy their pledge amount
without agreeing to have a lien placed against their

property.

General Rules Once participants paid their
“pledge” amounts, they would have two choices for
assistance from Medicaid—a Medicaid Option pro-
viding coverage essentially similar to the current
Medicaid programs, or a Subsidization Option in
which they would continue to be “private pay”
clients and would retain 75% of their income, but
Medicaid would subsidize their long-term care
expenses with payments equal to 90% of its rate for
those services.

Thus, if the Subsidization Option was chosen and
Medicaid’s normal reimbursement rate for the facility
was $150 per day, Medicaid would pay $135 per day.
Assuming the facility’s private pay rate was $165 per
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day, the Compact participant would pay the remain-
ing $30 per day, most likely from the 75% of the
monthly income the participant was retaining. Med-
icaid would pay only the $135, it would not pay for
any of the other expenses it now bears for Medicaid
recipients.

In general, those with relatively small incomes
would be most likely to chose the Medicaid Option,
because it would mean that the need to dip into their
remaining assets would be minimal, particularly if
they were in a nursing home. Those with relatively
high incomes would be most likely to choose the Sub-
sidization Option. The 75% of their monthly income
that they would retain would be likely to pay all or
most of their remaining daily obligation to a facility,
together with the cost of services not covered by
Medicaid. Assets would need to be tapped only for
special needs such as private duty aides not covered
by Medicare or Medicaid.

Those who chose the Subsidization Option
would not be required to use providers contracted
with the NYS Medicaid program. Even those who
ultimately chose the Medicaid Option would not be
required to use Medicaid providers until they actual-
ly applied for Medicaid.

6.4 Compact Definition of Expenses

Any New York State resident who had expended
the amount pledged when he/she signed up for the
Compact would be eligible for coverage upon
demonstrating that the pledged amount had been
spent. In no case would the amount exceed the cost
for three years of nursing home care as computed by
using the average statewide cost of such care.

To count as an expenditure under the Compact,
an expense for Qualified Long-term Care Services
made by or on behalf of a participant who had been
assessed as eligible would need to be documented by
proof that the expense had been paid (not incurred).

The definition of what was a Qualified Long-
term Care service and what constituted eligibility
would be in accordance with HIPAA rules and regu-
lations.

6.5 Applying for the Compact Benefit

Resident consumers (or their representatives)
who believed they would qualify as individuals
requiring long-term care could contact their insurer,
or in the case of cash payments, go directly to a state-
approved assessment organization. Assessments
would be at the expense of the applicant or their
insurer where appropriate.

The consumer would contact the Compact office to
arrange participation and sign appropriate agreements.

Proof of payment for Qualified Long-term Care
services would have to be submitted to the Compact
office. Qualified Long-term Care services would not
need to be covered by or paid at the rates of Medicaid
to count toward the agreed obligation.

6.6 The Compact Benefit

Participants who had met their agreed upon obli-
gation could choose one of two Compact options, the
Medicaid Option or the Subsidization Option.

Medicaid Option Those electing the Medicaid
option would be entitled to all the benefits available
under the Medicaid program and be subject to all its
restrictions, with the exception of rights of recovery
from assets protected by the Compact agreement.

Services would be those provided under the
Medicaid program and would be paid at the Medic-
aid rate.

Income would be applied to the cost of care, and
spousal obligations would be enforced.

Subsidization Option The Subsidization option
would apply only to Qualified Long-term Care serv-
ices. Participants could use any Qualified Long-term
Care service they wished.

Where that service was covered by Medicaid, a
participant would receive a subsidization amount
equal to 90% of what Medicaid would have paid.
However, Medicaid rules or restrictions would not
apply. Participants would be required only to con-
tribute 25% of their income to receive subsidization
payments.

Persons receiving payments by Medicaid under
this program would not be subject to Medicaid rules
governing assets, recovery, or eligibility. Persons
receiving payments from Medicaid under this pro-
gram would not be required to use providers con-
tracted with the NYS Medicaid program.

Participants in the subsidization program would
be considered to be on private pay status, and would
be charged a Compact Rate 10% higher than the Med-
icaid rate. (As indicated earlier, the Compact Rate at a
facility would be $165 if the Medicaid reimbursement
rate at the facility was $150.) The participant would
be responsible for any difference between the subsi-
dization from Medicaid ($135 in the example) and the
Compact Rate.

Income, annuities, insurance and reverse mort-
gage arrangements would be likely sources of pay-
ment for the variance between Compact and subsi-
dization rates. Should the participant find it
impossible to maintain the cost of the difference,
he/she could apply for regular Medicaid coverage.
The asset protection shall be honored.
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Medicaid waivers from the federal government might
be required for approval to use funds to finance the subsi-
dization program.

6.7 Operations/Expenditure

Use Current Resources The current Partnership
program has staffing and funding. Most of its efforts
are directed toward maintaining an unnecessarily
cumbersome program that served a fledgling indus-
try but is no longer necessary.

In addition, the program is modeled on Medic-
aid, again making the goal of privatization difficult.
These staff could form the foundation of the Com-
pact.

The program would best be administered under
the aegis of a neutral agency. Neither Medicaid, DoH,
Dol, nor SoFA has the focus, expertise, or sufficient
stake to manage the proposed program.

Use Commonly Accepted Vendors/Regulations
Long-term care insurance is highly regulated by both
state and federal rules and regulations. There would
be no need to recreate a new infrastructure to support
the Compact.

6.8 Examples of Potential Compact Outcome

Mrs. Jones is 78-year-old widow, frail but in rela-
tively good health. She has an income of $24,000 a
year and assets of about $300,000, consisting of a
home valued at $150,000 and savings of $150,000.
Insurance is not an option because coverage would
be too expensive and it is doubtful she could pass
underwriting.

Mrs. Jones wants to remain home as long as pos-
sible. She and her family currently engage an aide
who is not a Medicaid provider, but Mrs. Jones is
comfortable with the aide. The cost of the aide is $200
a week for 10 hours of service. Their concern is the
potential future need for help with multiple activities
of daily living. With the higher level of need, at $20
per hour, she would quickly expend her savings. She
considered a reverse mortgage, but the amount she
could get would not be sufficient.

At age 80, Mrs. Jones falls and the result is a need
for substantial health care support. The uncovered
expenses amounted to $2,000. Her condition pro-
gresses to the point where she requires substantial
assistance in bathing, dressing, and transferring to
and from her bed. She wants to stay at home, but
knows she needs help.

Present Options At present, the 78-year-old Mrs.
Jones would have essentially two options to plan for
her long-term care needs:

(1) She can give her home and her savings to her
children so she can qualify immediately for
Medicaid home care. If she later needs nursing
home care before the penalty period resulting
from the gifts (approximately 36 months for
gifts totaling $300,000), she needs to feel confi-
dent that her children will use the funds she
gave them to pay her nursing home expenses.
There are two downsides: she is likely to lose
the aide unless she can qualify for a consumer-
directed home care program under Medicaid,
and she will lose the income she would have
received on her $150,000 in liquid assets.

(2) She can pay privately for home care, at least
until her liquid assets run out (her $2,000 in
monthly income gives her an advantage
unavailable to many whose income is not that
high), and she can postpone any divestiture of
her assets until a need arises. If she needs
nursing home care, she can take the “rule of
halves” approach, giving the house to the chil-
dren and using the $150,000 in liquid assets to
pay her nursing home bill until the penalty
period for the gift is satisfied.

Assumptions The examples that follow make the
following assumptions about Mrs. Jones’s financial
circumstances and her likely needs for long-term
care:

e Her care needs at home are constant at 10
hours per week for two years.

e Home health aides under Medicaid cost
$18/hour; the private rate is $19.80/hour.

* Medicaid’s rate at the nursing home is
$150/day; the private-pay rate is $165/day:.

* As a home Medicaid recipient, Mrs. Jones
would be allowed to retain income of $700 per
month (rounded up from the current $667 fig-
ure), and $150 for a Medicare supplementary
insurance program), thereby requiring that
$1,150 of her $2,000 income be paid to Medic-
aid to offset its costs for her care.

o If, instead of liquid assets of $150,000 and a
house worth $150,000, the actual breakdown
was $100,000 in liquid assets and a house
worth $200,000, she would agree to have Med-
icaid place a lien for $50,000 on her home, to be
repaid if the property is sold during her life-
time, or by the heirs to the property after her
death.

Charts illustrating the Compact’s principles begin on
the next page.
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Scenario #1—Standard Medicaid Mrs. Jones decides to divest today and apply for Medicaid.

Mrs. Jones lives 5 vears

Home health aide, 2 years !
Nursing home, 3 yrs @ $150/ day 2
Total (before contribution)
Income contributed while home 3
Income contributed while in nursing home 4
Total Mrs. Jones Cost
1 - 104 weeks @ $180/week
2-1,095 days (3 yrs) @ $150/day Medicaid rate.

Mrs. Jones lives 7 vears

Estimated Cost to Mrs. Jones

$0
$0
$0
$27,600
$64,800

$92,400

Home health aide, 2 years !
Nursing home, 5 yrs @ $150/day 2
Total (before contribution)
Income contributed while home 3
Income contributed while in nursing home 4

Total Mrs. Jones Cost

$0

$0

$0

$27,600

$108,000
$135,600

3 - 24 months (2yrs) @ $1,150/month. (Monthly income of $2,000 less $150 Medicare supplementary insurance premium and $700 retained

income.)

4 - 36 months (3 yrs) @ $1,800/month ($2,000 less $50 personal needs allowance and $150 if used to pay the premium for a Medicare supple-
mentary insurance policy. If no policy is purchased, the $150 is also payable to Medicaid, which will be responsible for prescription drugs and

hospital co-payments not covered by Medicare.
1 - 104 weeks @ $180/week
2 - 1,825 days (5 yrs) @ $150/day Medicaid rate.

3 - 24 months (2 yrs) @ $1,150 /month. (Monthly income of $2,000 less $150 Medicare supplementary insurance premium and $700 retained

income.)

4 - 60 months (5 yrs) @ $1,800/month ($2,000 less $50 personal needs allowance and $150 if used to pay the premium for a Medicare supple-
mentary insurance policy. If no policy is purchased, the $150 is also payable to Medicaid, which will be responsible for prescription drugs and

hospital co-payments not covered by Medicare.

Estimated Cost to Medicaid

Home health aide, 2 years ! $18,720 Home health aide, 2 years ! $18,720
Nursing home, 3 yrs @ $150/ day 2 $164,250 Nursing home, 5 yrs @ $150/day 2 $273,750
Total (before contribution) W Total (before contribution) M
Income contributed while home 3 - $27,600 Income contributed while home 3 -$27,600
Income contributed while in nursing home 4 - $64,800 Income contributed while in nursing home 4 - $108,000
Total Medicaid Cost W Total Medicaid Cost W
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Scenario # 2—First Compact Option Mrs. Jones pays for an assessment. She is found eligible and pledges half of her
assets.

Under the Compact rules, her first of two choices is to protect half of her assets ($150,000) with the understand-
ing that virtually all of her income will go to Medicaid once she has spent $150,000 on long-term care.

She will immediately become eligible for Medicaid to pay for her prescriptions and other medical expenses not
covered by Medicare or her supplementary policy.

She will pay for home care herself (easing her concerns about losing the trusted aide) until her home care
expenses for her health aide total $150,000.

If she needs to enter a nursing home before she has spent $150,000 on her long-term care, she will pay privately
until her combined payments for home care and nursing home care total $150,000.

Once she has spent $150,000 for long-term care, she will pay Medicaid $1,150 monthly from her $2,000 income if
she is still at home, all but $50 monthly if she is in a nursing home.

Mrs. Jones lives 5 years Mrs. Jones lives 7 years
Estimated Cost to Mrs. Jones
Home health aide, 2 years ! $20,592 Home health aide, 2 years ! $20,592
Nursing home, 785 days @ $165/day 2 * *$129,408 Nursing home, 785 days @ $165/day 2 *$129,408
Total (before contribution) $150,000 Total (before contribution) $150,000
Income Contribution 3 $18,000 Income Contribution 3 $46,800
Total Mrs. Jones Cost $168,000 Total Mrs. Jones Cost $196,800

1 - Mrs. Jones pays $20,592 (104 weeks @ $198 /week).

2 - After Mrs. Jones pays $165/day 785 days (26 mos), she has fulfilled her commitment to spend $150,000 on her care, Medicaid pays for her
final 310 days in the nursing home at its $150/day rate.

3 - 10 months @ $1,800/month ($2,000 less $50 personal needs allowance and $150 if used to pay the premium for a Medicare supplementary
insurance policy. If no policy is purchased, the $150 is also payable to Medicaid, which will be responsible for prescription drugs and hospital
co-payments not covered by Medicare.

1 - Mrs. Jones pays $20,592 (104 weeks @ $198/ week).

2 - After Mrs. Jones pays $165/day for 785 days (26 mos), she has fulfilled her commitment to spend $150,000 on her care, Medicaid pays for
her final 1040 days in the nursing home at its $150/day rate.

3 - 34 months @ $1,800/month ($2,000 less $50 personal needs allowance and $150 if used to pay the premium for a Medicare supplementary
insurance policy. If no policy is purchased, the $150 is also payable to Medicaid, which will be responsible for prescription drugs and hospital
co-payments not covered by Medicare.

Estimated Cost to Medicaid

Home health aide, 2 years ! 0 Home health aide, 2 years ! 0
Nursing home, 1040 days @ $150/day 2 $46,500 Nursing home, 310 days @ $150/ day 2 $156,000
Total (before contribution) $46,500 Total (before contribution) $156,000
Income Contribution 3 - $18,000 Income Contribution 3 - $46,800
Total Medicaid Cost W Total Medicaid Cost $109,200

* - The exact figure, $129,525, has been adjusted downward to provide rounded figures.
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Scenario #3—Second Compact Option Mrs. Jones pays for an assessment and is found eligible. She pledges half of
her assets and elects to have Medicaid serve primarily as a source of a subsidy after she has used $150,000 of her
assets to pay for long-term care.

She will receive no assistance from Medicaid until she has spent $150,000 on her long-term care. Medicaid will
then subsidize her long-term care by paying 90% of what it pays for regular Medicaid recipients. She will pay Med-
icaid 25% of her income, and keep the other 75% to pay the balance of her long-term care bill and for personal and
medical needs.

Mrs. Jones lives 5 vears Mrs. Jones lives 7 vears

Estimated Cost to Mrs. Jones

Home health aide, 2 years 1 $20,592 Home health aide, 2 years ! $20,592
Nursing home, first 785 days @ $165/day 2*  $129,408 Nursing home, first 785 days @ $165/day 2 *$129,408
Nursing home, last 310 days @ $30/day 3 $9,300 Nursing home, 1040 days @ $30/day 3 $31,200
Total (before contribution) $159,300 Total (before contribution) $181,317

Income Contribution 4 $5,000 Income Contribution 4 $17,000
Total Mrs. Jones Cost $164,417 Total Mrs. Jones Cost $188,317

1 - Mrs. Jones pays $20,592 (104 weeks @ $198 /week).

2 - Because Mrs. Jones has spent $20,592 for home care, she must spent $129,408 to reach the $150,000 threshold for Medicaid long-term care
assistance. At the $165 private pay rate, she will spent a fraction more than $129,408 in 785 days.

3 - Once Mrs. Jones becomes eligible for Medicaid, she remains responsible for the $30 difference between the private rate of $165 and Medic-
aid’s $135 payment. For the last 310 days that make up her three-year stay, the works out to $93,000. During that time, Medicaid pays $135 a
day, or 10% below its normal $150 rate.

4 - 10 months @ $500/month (after retaining 75% of monthly $3,000 income). The $15,000 she retains during the 10 months will be available
to pay the premium for a Medicare supplementary insurance policy if she wishes, or for prescription drugs and hospital co-payments, which
will not be covered by Medicaid. It may also be the source of funds for extra needs such as an occasional private duty aide in the nursing
home.

1 - Mrs. Jones pays $20,592 (104 weeks @ $198 /week).

2 - Because Mrs. Jones has spent $20,592 for home care, she must spent $129,408 to reach the $150,000 threshold for Medicaid long-term care
assistance. At the $165 private pay rate, she will spent a fraction more than $129,408 in 785 days.

3 - Once Mrs. Jones becomes eligible for Medicaid, she remains responsible for the $30 difference between the private rate of $165 and Medic-
aid’s $135 payment. For the last 1040 days that make up her three-year stay, the works out to $93,000. During that time, Medicaid pays $135
a day, or 10% below its normal $150 rate.

4 - 34 months @ $500/month (after retaining 75% of $3,000 monthly income). The $51,000 she retains during the 34 months will be available
to pay the premium for a Medicare supplementary insurance policy if she wishes, or for prescription drugs and hospital co-payments, which
will not be covered by Medicaid. It may also be the source of funds for extra needs such as an occasional private duty aide in the nursing
home.

Estimated Cost to Medicaid

Home health aide, 2 years 1 0 Home health aide, 2 years ! 0
Nursing home, first 785 days 2 0 Nursing home, first 785 days 2 0
Nursing home, last 310 days @ $135/day 3 $41,850 Nursing home, last 1040 days @ $135/day 3 $140,400
Total (before contribution) $41,850 Total (before contribution) $140,400

Income Contribution 4 - $5,000 Income Contribution 4 -$17,000
Total Medicaid Cost $36,850 Total Medicaid Cost $123,400

* - The exact figure, $129,525, has been adjusted downward to provide rounded figures.
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Comparison of Totals for Each Scenario

Scenario #1—Standard Medicaid

Mrs. Jones lives 5 years
Total Mrs. Jones Cost $92,400

Total Medicaid Cost $90,570

Scenario # 2—First Compact Option

Mrs. Jones lives 5 years

Total Mrs. Jones Cost $168,000
Total Medicaid Cost $28,500

Scenario #3—Second Compact Option

Mrs. Jones lives 5 vears

Total Mrs. Jones Cost $164,417
Total Medicaid Cost $ 36,850

Mrs. Jones lives 7 years
Total Mrs. Jones Cost

Total Medicaid Cost

Mrs. Jones lives 7 vears

Total Mrs. Jones Cost
Total Medicaid Cost

Mrs. Jones lives 7 vears

Total Mrs. Jones Cost
Total Medicaid Cost

$135,600
$156,870

$196,800
$109,200

$188,317
$123,400
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Chapter 7

Beyond 2015: Long-Term Alternatives

For Long-Term Care Reform

OVERVIEW: As the United States looks to pro-
vide support services needed by its aging population,
the essential goals are to respect the individual digni-
ty and autonomy of its citizens, avoid treatments that
are unnecessary, ineffective or harmful, facilitate
changes in the training of healthcare professionals,
and finance new initiatives to help refocus the use of
healthcare dollars.

It is in putting these goals into effect that prob-
lems and distortions arise. Development of new, more
appropriate services has been slowed by cost con-
cerns and the conflict with the medical model of care
that is the focus of the insurance programs. There is
much we do not know about medical diagnosis and
interventions. Chronic conditions and aging-related
ailments are among the least well understood.

By Anthony H. Szczygiel and Valerie J. Bogart

7.1 Goals

Long-term care needs do not fit the medical
model of a professional care-giver assisting an other-
wise healthy person through a short-term acute care
episode. Uncertainty about how to proceed leads to
significant practice variations.!

The long-term health problems may be debilitat-
ing but incurable. Medical providers find little glam-
our in the work of slowing down deterioration in the
patients they serve. Nevertheless, appropriate med-
ical, health and social care can avoid or cure compli-
cating medical conditions, and also improve the qual-
ity of life for individuals with long-term care needs.

7.2 Restraining Spending

Despite these promising areas for reform, the
most pressing concern in health care reform has been
restraining the growth of medical care spending by
government and business.

Limited government initiatives are generally
designed to displace more expensive care with less
expensive care. Increasingly employers are avoiding
health insurance liability for their employees, and
even more so for their retirees.2 Third-party payers,
both public and private, have been careful not to dis-
place “free” home care from family members with
insurance benefits. We are just beginning to under-

stand the true cost this puts on the individual and the
caregivers.3

Incentives to shift long-term care costs from one
insurer to another are endemic to our multi-payer
system. At best, these efforts result in cost-shifting
between the programs with little positive effect on
the over-all cost of the delivery system or the quality
and continuity of care for those in need. Other strata-
gems deprive individuals of intended benefits or
access to care they need. This suggests that part of
the solution is to provide an umbrella of funding,
under which providers can work with individuals to
handcraft a workable plan of care, that cuts across
the disciplines.

We need to be more creative in the methods of
paying for the needed care. The complexity of the
current long-term care payment systems wastes lim-
ited administrative energy and resources and per-
plexes those in need of care. Care providers must be
allowed to devote more time and attention to quality
of care and quality of life rather than to arcane reim-
bursement systems awash in forms and technical
denials.

7.3 Evolving Trends

Addressing the health and social problems of
long-term chronic conditions is a relatively new phe-
nomenon in the United States. A variety of factors—
including major improvements in the public health
system, improvements in the individualized medi-
cine system, and other changes we don’t fully under-
stand—have caused a steady increase in life
expectancy, and in other measures of overall health.

Life Expectancies In 1900, life expectancy at birth
in the United States was 47 years. For 2002, life
expectancy in the nation reached an all-time high of
77.3 years. There has been a marked decline in the
rate of sudden deaths. This has led to an increase in
the aging population, and an increasing need to deal
with long-term states of disability.

The first half of the 20th century can be seen as
the era of public health. The needs of an increasingly
industrial and urbanized society included safe sup-
plies of drinking water, improved sanitation and
sewage systems, safer working conditions and pro-
tection from outbreaks of infectious diseases. In
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response, government resources were invested in
local public health systems, emphasizing such
approaches as immunization programs, public water
and sewer systems and occupational safety and
health efforts.

In the second half of the 20th century, the empha-
sis shifted to individualized medicine, especially the
episodic treatment of acute diseases. Advances in
techniques, technology and drug therapy allowed for
very sophisticated medical interventions to treat
immediate medical threats. Employer-provided
health insurance grew to cover two-thirds of the U.S.
population. Due to favorable selection and limita-
tions on coverage, this private insurance pays for
only one-third of the nation’s medical care costs. A
variety of categorical government programs, headed
by Medicare and Medicaid, developed to improve
access for the elderly, the poor and other populations
with limited access to medical care.#

Chronic Care Needs The first half of the 21st cen-
tury promises to be the era of chronic care. In part,
this results from a decline in sudden deaths. Two of
the three leading causes of death, heart disease and
stroke, have been declining significantly since 1960.
The age-adjusted death rate from diseases of the
heart has been more than halved, while the 2001
death rate from cerebrovascular disease was about
30% of the 1960 rate.> Continuing efforts in public
health have also fueled this trend. Between 1970 and
2001, death rates from motor vehicle-related injuries
fell by nearly one-half.¢ The one-third decline in ciga-
rettes smoked between 1960 and the late 1990s is
reducing cancer rates as well as heart disease, and
strokes.

Conversely, the death rate for chronic lower res-
piratory diseases, Alzheimer’s disease and diabetes
continues to rise.” Cancer, the second-leading cause
of death, has had a promising, but not precipitous
decline. From 1993 to 2001 cancer mortality rates
dropped 1.1% per year.

An estimated 125 million Americans had at least
one chronic condition in 2000. The prevalence of
chronic conditions is projected to increase to 157 mil-
lion Americans by 2020. The proportion of individu-
als with multiple chronic conditions will increase
over the same time period.8

Many of these individuals, especially those with
multiple chronic conditions, have difficulty perform-
ing activities of daily living (ADLs). Similarly, people
with chronic conditions use more hospital care,
physician services, prescription drugs and home
health visits than people without chronic conditions.
And again, those with multiple chronic conditions
have the highest needs. For example, people with five

or more chronic conditions average 15 physician vis-
its and fill almost 50 prescriptions in a year. These
chronic conditions include arthritis, asthma, conges-
tive heart failure, diabetes, heart disease, hyperten-
sion, cancer and cardiovascular disease.

There are positive developments that will allow
the nation to adapt to this new reality of chronic care.
First, the rate of disability is falling, even as the total
number of disabled elderly increases.? Findings based
on the National Long-term Care Survey (NLTCS)
showed dramatic declines (by as much as 15%) in the
age-adjusted disability and institutionalization rates
for the elderly U.S. population from 1982 to 1994. The
National Nursing Home Survey (NNHS) and the
National Long-term Care Survey (NLTCS) showed
nursing home use rate for persons age 65 and over
declined by over 10% in roughly the same time peri-
0d.10

More recent studies have shown that the rate of
disability continued to decline in the 1994 to 1999
period, and that the decline was greater in the 1990s
than in the 1980s. In 1982, the disabled older popula-
tion totaled 7.1 million, then increased to 7.5 million
in 1994 as disability rates declined but the older pop-
ulation grew, according to the age-standardized
analysis. By 1999, however, with the acceleration in
the reduction in the rates of disability, the number of
older people with disability was actually fewer—7
million—than it was 17 years ago. Between 1982 and
1999, the share of the elderly with severe disabilities,
measured roughly as the ability to function inde-
pendently with ease, declined from 26.2% to 19.7%.
The cumulative reduction in disability was 25%, or
1.7% per year.

Aging Better In short, we are aging better. Scien-
tists have suggested that the improvements so far
may be related to public health measures over the last
century, the progress in medicine and behavioral sci-
ence that has resulted in improved health and func-
tion, and possibly social factors such as increases in
education.

Finally, disability reduction may reflect a change
in the disease environment over time. Increasing evi-
dence documents that infectious diseases encoun-
tered early in life influence health later in life. Older
generations of elderly were more exposed to these
diseases and conditions as children than were
younger generations, which may partly explain the
change in disability over time.

The reasons for the decline in disability rates are
especially important when we seek to forecast future
needs. Some factors will have a temporary effect on
the disability rates, while others have a long-lasting
effect.
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7.4 Subgroups With Differing Needs

Within the U.S. population, researchers have dis-
covered sharp differences in Americans” health sta-
tus, and in the starkest measure of overall health, life
expectancy. Studies at the Harvard School of Public
Health revealed sharp differences in Americans’ life
expectancies of the sort found between poverty-rid-
den and wealthy nations, not the type predicted
within United States.!! Significant variations have
been observed even within the boroughs of New
York City.12

Poverty is not conducive to good health. Neither
is being uninsured. A rational long-term care system
must account for the long-term effects of these disad-
vantages, as well as the immediate barriers to access
to care.

Individuals who have achieved higher levels of
education have a disability rate equal to only about
half that of those with little education.13 The United
States has had a large increase in the share of elderly
with high school and college degrees. Between 1970
and 2001, for example, the percentage of the older
population that completed high school rose from 28%
to 70%. This may help to explain why we are, overall,
aging better.

Still, disparities remain. One important question
is why education is related to disability. Education
can influence disability in many ways: by enhancing
earning power, thus buying greater access to medical
care resources; by increasing knowledge about appro-
priate health behaviors; and by the direct impact of
mental stimulation on cognitive functioning.

7.5 Medical, Health and Supportive Services
From the Individual’s Point of View

The United States has not distinguished itself
when compared with other developed countries in
both overall life expectancy and in still-developing
measures of the overall health of a country.

These measures include the Years of Healthy Life
or the Disability-Adjusted Life Expectancy (DALE)
system.!4 To calculate DALE, the years of ill-health
are weighted according to severity and subtracted
from the expected overall life expectancy to give the
equivalent years of healthy life.15

In 2000, the World Health Organization ranked
the United States 24th in healthy years of life among
the developed nations, at 70.0 healthy years overall.
U.S. female babies could expect 72.6 years of healthy
life, male babies just 67.5 years. Dr Christopher Mur-
ray, director of WHQO'’s Global Programme on Evi-
dence for Health Policy, commenting on the 2000
report, concluded: “Basically, you die earlier and

spend more time disabled if you're an American
rather than a member of most other advanced coun-
tries.”16

The challenge is to direct our expensive, in many
ways excellent, but imperfect U.S. healthcare system
to provide a better quality of care for everyone, and
specifically for the growing number of individuals
with chronic conditions. Despite advances, the cur-
rent system of health care is failing to provide the full
promise of the public health and individualized med-
icine advances of the 20th century. The 2004 shortage
of flu vaccine drew attention to a fragile system of
supplying life-saving medicines in the United
States.l” Outcome studies have questioned the effec-
tiveness of a number of aggressive medical interven-
tions, such as open heart surgery.

Unresolved Questions There are many unre-
solved questions regarding the developing area of
long-term care. Gerontologists, health planners and
advocates are not at all sure what is the right mix of
services.!8 Long-term care service availability and
capacity vary widely from state to state and, often,
within the state.1” Existing services may not be avail-
able at the time and place they are needed. Further,
researchers have noted that there has been a commu-
nication gap between medical care providers and
other support services.

Historically, health-care providers have devoted
little time to assessing a patient’s functional ability,
providing instruction in behavior care or self-care, or
addressing emotional or social distress. Care is often
fragmented, with little communication across settings
and providers.

People who need supportive services often delay
seeking care until some acute exacerbation of their
condition occurs, a crisis that might have been avoid-
ed if the person had sought assistance earlier.20

Despite these observations, researchers have
identified some fundamental steps that can reduce
the overall need for long-term care and improve the
quality of care that is provided.

7.6 Preventive Care

Coverage of clinical preventive services—includ-
ing screening tests, counseling, and immunizations—
has increased in the United States during the past
decade. Medicare, as the primary insurance for most
elderly individuals, has slowly expanded its preven-
tion and early detection services coverage. For exam-
ple, Medicare covers a small list of vaccines.?! The list
of early-detection tests has expanded to include Pap
smears, pelvic exams, mammograms, colorectal can-
cer screenings, digital rectal exams, bone mass meas-
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urements, and diabetes monitoring. Effective January
1, 2005, Medicare has covered an initial preventive
physical exam for persons beginning Part B coverage
on or after 1/1/05, cardiovascular screening tests,
including cholesterol level and diabetes screening
tests, and a fasting plasma glucose test. Nevertheless,
many groups and individuals still fail to receive effec-
tive preventive services.

The Public Health Service’s (PHS’s) Healthy Peo-
ple 2000 project developed a nationwide plan to
improve Americans’ health and quality of life with
specific, measurable objectives. This process pro-
duced three overall goals: (1) to increase the span of
healthy life for Americans, (2) to reduce health dis-
parities among Americans, and (3) to improve access
to preventive services. A total of 300 objectives linked
to health promotion, health protection, and preven-
tive services were developed.

The nation did not attain all objectives for
improving delivery of clinical preventive services
outlined in Healthy People 2000.22 For example, rates
of delivery of preventive services to older adults,
such as colorectal cancer screening and pneumococ-
cal vaccination, are low nationwide and vary by
locality.2? In 1997, one in five women reported not
having had a Pap smear in the preceding three years,
and one in four women aged 50 and older reported
not receiving a mammogram in the preceding two
years. Healthy People 2010 has a new set of health
objectives for this decade.

A recent study by the Partnership for Prevention,
funded by the Centers for Disease Control (CDC)
found that fewer than half of all Americans receive
the “most beneficial, cost-effective and disease pre-
venting services in medicine.”2* The study prioritized
30 preventive health services recommended for the
average-risk patient by the U.S. Preventive Services
Task Force. The study found that tobacco cessation
counseling for adults, vision impairment screening
for older adults, colorectal cancer screening for adults
over age 50, and flu shots for seniors were services
that ranked high on the list but reached fewer than
half of Americans.

Other experts have estimated that simple, cost-
effective public health measures could add about six
years’ healthy life expectancy in most developed
regions.?> In richer countries, the five key killers are
tobacco, alcohol, high blood pressure, high blood
cholesterol and obesity.

Thus, one component of a plan for long-term care
would be to maximize the benefits from cost-effective
preventive care. State government should continue to
work with health plans to ensure that these services
are available, affordable and easily accessible.

7.7 Improving the Overall Quality of the
Care and Treatment

The development and implementation of practice
guidelines holds great promise for improving future
health care.

The federal Agency for Healthcare Research and
Quality (AHRQ), formerly the Agency for Health
Care Policy and Research, supports the National
Guideline Clearinghouse (NGC), a database of evi-
dence-based clinical practice guidelines and related
documents. Until 1996, AHRQ had directly devel-
oped clinical practice guidelines, targeted to wide-
spread practices where there is a diversity of respons-
es, and the possibility of significant cost savings by
the use of best medicine. Several major guidelines on
long-term care were released, including guidelines on
incontinence, pressure ulcer prevention and treat-
ment and post-stroke rehabilitation.

There remains a gap between identified “best
medicine” practices and medical practice. State gov-
ernments and state-supported medical education
play central roles in supporting effective continuing
medical education.

7.8 Expanding and Improving Non-
Institutional Care and Services

Individuals with disabilities can benefit from
social and supportive services such as adult social
day care, Meals on Wheels and a wider range of bar-
rier-free housing, often with congregate meals. Many
of the services fall into the category of assistance with
activities of daily living, and do not need to be pro-
vided by medical professionals.

Assistive devices for people with chronic health
problems have helped them compensate for some
loss of function. Canes and walkers help the elderly
infirm stay out of nursing homes; walk-in showers
and grab bars prevent hip fractures and allow those
who have had a fracture to live independently;
microwave ovens make it easier for the frail elderly
to cook; and telephones with larger keypads enable
the visually impaired to communicate.

The Centers for Medicare and Medicaid Services
(CMS) has a number of planned and ongoing care
coordination and disease management demonstra-
tions and programs. The Medicare Prescription Drug,
Improvement, and Modernization Act of 200326
authorized several demonstration projects intended
to test potential future improvements in Medicare
coverage, expenditures, and quality of care. For
example, the Care Management for High-Cost Benefi-
ciaries demonstration is the first effort to focus specif-
ically on high-cost fee-for-service Medicare benefici-
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aries. The goal is to compare how various case man-
agement models may be able to reduce costs while
improving the quality of care and quality of life for
beneficiaries.?”

CMS also publishes home health quality meas-
ures for home health agencies.2® The Home Health
Quality Initiative (HHQI) derives performance infor-
mation from the Outcome and Assessment Informa-
tion Set (OASIS). The report lists 11 measures related
to improvement in getting around,?® meeting the
patient’s activities of daily living,30 patient medical
emergencies?! and improvement in mental health.32
State support for these efforts is critical.

7.9 Institutional LTC Treatments and Care

Long-term institutionalization can debilitate a
patient, both mentally and physically. Federal law
sets conditions of participation for nursing homes
that accept Medicare and /or Medicaid payments.33
Revised nursing home quality standards set by the
Nursing Home Reform Act of 1987 were phased in as
of July 1, 1995.34 The statute sets the lofty goal that
each nursing home “provide services and activities to
attain or maintain the highest practicable physical,
mental, and psycho-social well-being of each resident
in accordance with a written plan of care.”35

Compliance with the nursing home standards,
however, is uneven. Sub-standard care is caused in
part by an inadequate number of staff providing care
in nursing homes. A 2000 federal study reported that
nursing home residents need about three hours of
nurse aide time per day to maintain their peak func-
tioning.36

New York Experience In New York, 98% of the
nursing homes fell short of this standard. Organiza-
tions such as the Long-term Care Community Coali-
tion of New York State have worked for many years
on efforts to (1) enact minimum staffing ratios in
nursing homes; (2) improve working conditions and
wages for nursing home direct care staff; (3) fight fed-
eral proposals to reduce certification and training
requirements for nursing aides who feed residents.3”

The State Department of Health has the lead role
in surveying and inspecting the quality of care in
nursing homes. It should move to an outcome-based
evaluation process.

7.10 Reducing Unnecessary, Ineffective and
Harmful Treatment
New York State must redouble its efforts to pro-

tect the public from unnecessary, ineffective and
harmful treatment.

According to a 2000 report by the Institute of
Medicine (IOM), preventable health care-related
injuries cost the economy from $17 to $29 billion
annually, of which half involved health care costs.
The IOM report estimated that 44,000 to 98,000 peo-
ple each year die from medical errors. Even the lower
estimate is higher than the annual mortality from
motor vehicle accidents (43,458), breast cancer
(42,297), or AIDS (16,516), thus making medical
errors the eighth leading cause of death in the United
States.

Use of Prescription Drugs As the January 2006
implementation date for Medicare coverage of pre-
scription drugs approaches, it is ironic that many eld-
erly patients receive either too few prescription med-
ications, or too many.

Studies have shown that patients very often do
not comply with the full regimen of medication pre-
scribed by their physicians. The full benefits of these
medications cannot be realized at current levels of
compliance. Methods of improving medication
adherence for chronic health problems are mostly
complex, labor-intensive, and not predictably effec-
tive.38

On the other hand, the CDC determined in 1999
that more than 600,000 hospital admissions and
700,000 emergency room visits were the result of cor-
rectly administered medications that produced
adverse side effects and even death. The elderly,
because they take the most medications, have the
greatest risk of such drug events.3 Systematically
reviewing patients’ medications to avoid such conse-
quences should be standard procedure.

The Institute of Medicine estimates that medica-
tion errors, occurring either in or out of the hospital,
account for more than 7,000 deaths annually.40

Bed Sores The 1987 Nursing Home Reform Act
sought to establish minimum standards for skilled
nursing facilities. The need to comply with the Act
led to a practice guideline developed by the nursing
home industry designed to prevent the occurrence of
pressure sores.#! Nursing homes developed and
implemented the techniques that help to prevent the
development of bed sores. They are not complicated
or technologically advanced. They require that
patients be turned so that pressure is not placed on
one part of their skin for more than two hours at a
time if the patients cannot turn themselves, that
patients be kept clean and dry and not left to sit in
their own urine, and that various cushioning devices
be used.

This has led to improvements, but bed sores
remain a problem and an indicator of poor quality of
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care. In 2002, 16.4% of all nursing homes nationally
received citations for deficiencies regarding residents
with pressure sores (bed sores). New York State was
one of the 10 states with the highest number of viola-
tions regarding pressure sores—26.7% of its facilities
were cited for deficiencies. Other common types of
code violations were food sanitation (33% of all facili-
ties), accident prevention (22.6% of all facilities
nationally, 23.3% of facilities in NYS), quality of care
(25.2% of all facilities nationally, 35.5% of facilities in
NYS).42

Restraints The NHRA more closely regulated the
use of physical and chemical restraints on nursing
home residents. Concurrent amendments to the
Medicare and Medicaid statutes stopped nursing
homes from using chemical or physical restraints on
residents “for purposes of discipline or
convenience.”43 The only restraints allowed are those
ordered by a physician for physical safety.

Compliance with these requirements may be
improving, but is still lagging. In 2002, 9.9% of all
facilities nationwide were cited for improper use of
physical restraints. New York had a higher rate of
violations, with 14.1% of all nursing homes cited for
violations in 2002.44

Fraud and Abuse Medicare and Medicaid fraud
and abuse costs federal and state governments tens of
billions of dollars per year.4> The federal government
has made significant efforts to address this problem,
using such statutes as the Civil False Claims Act, 31
U.S.C. § 3729-33. However, the state government also
can play a significant role in combating fraud and
abuse by health-care providers.

7.11 Pioneering Models for Long-Term Care

The most promising models for providing long-
term care address a central problem, the fragmenta-
tion of the service delivery system. On the provider’s
side, support services are divorced from medical
services. On the consumer side, the dizzying array of
categorical programs prevents all but the most capa-
ble of understanding what’s available and at what
cost.

The Medicare Payment Advisory Commission
states bluntly: “There are few incentives and little
infrastructure to support the coordination of care for
beneficiaries in fee-for-service payment systems.”46

Medicare is commencing a new Chronic Care
Improvement Program (CCIP).#7 This demonstration
program joins several others, including an ongoing
Intensive Case Management controlled trial and a
new capitated disease management demonstration.48
These programs share the goals of seeking to insure

coordinated care across care settings and among serv-
ice providers, teaching patients how best to care for
themselves, and promoting the provider’s use of evi-
dence-based treatment guidelines.

One program that has been providing a compre-
hensive service delivery system for disabled individ-
uals is the Program of All-Inclusive Care for the
Elderly (PACE), which integrates Medicare and Med-
icaid financing. The Balanced Budget Act of 1997
established the PACE model as a permanently recog-
nized provider type under both the Medicare and
Medicaid programs. As described on the CMS web-
page, participants must be at least 55 years old, live
in the PACE service area, and be certified as eligible
for nursing home care by the appropriate State
agency. The PACE program becomes the sole source
of services for Medicare and Medicaid eligible
enrollees.

An interdisciplinary team, consisting of profes-
sional and paraprofessional staff, assesses partici-
pants’ needs, develops care plans, and delivers all
services (including acute care services and when nec-
essary, nursing facility services) which are integrated
for a seamless provision of total care. PACE programs
provide social and medical services primarily in an
adult day health center, supplemented by in-home
and referral services in accordance with the partici-
pant’s needs. The PACE service package must
include all Medicare and Medicaid covered services,
and other services determined necessary by the mul-
tidisciplinary team for the care of the PACE partici-
pant.50

Researchers face significant challenges in evaluat-
ing the impact of care coordination programs, and
generalizing these results. We are still in the early
stages of designing and evaluating such systems.
Even the labels are still under construction. “Care
coordination,” “case management” and “disease
management” represent different visions and ranges
of services.5!

Care-management services can range from a care
manager simply reminding people to take their medi-
cines to figuring out what care they need (assessment
and care planning), helping them to get it (coordina-
tion), and making sure it is working (monitoring).52

Nevertheless, we are beginning to develop a set
of standardized measures for evaluating outcomes of
various models of care coordination. The state should
support this research and the demonstration projects
that put these models to the test.
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Chapter 8

Long-Term Alternatives: Public Financing

OVERVIEW: As public officials look toward
future funding needs for long-term care, a major chal-
lenge is to develop alternatives that will slow the like-
lihood that government spending will otherwise
increase many times over.

Rather than focus solely on controlling Medicaid
expenditures, planners need to build a consensus on
incentives and programs that will diminish the “insti-
tutional bias” toward nursing homes that has often
characterized thinking since the government began to
help pay nursing home bills in 1965. The overall
objective should be to foster options such as insur-
ance that can provide a viable first response to the
needs of all but the chronically poor, leaving Medic-
aid as the safety net when a prolonged need for long-
term care exhausts the means of even middle class
individuals.

Realistic assessment must also be made on the
burdens that long-term care services place on the tax-
ing resources available to local governments.

Funding is not the only issue, however. As early
as 2015, the pool of both family members and paid
professionals may not be sufficient to provide needed
care. Innovative programs such as aid to family mem-
bers and scholarships will be needed to assure that
there is an adequate supply of both family caregivers
and paid workers to meet the long-term needs of the
elderly.

By Michael D. Cathers

8.1 The Government’s Role

Public financing of long-term care in New York
State and the nation is, in some ways, a victim of its
OWn success.

Government funding assured access to services
by elderly and disabled persons who would other-
wise have been unable to afford quality long-term
care, but the funding choices the government made
and its decisions on eligibility for coverage shaped
the market place in ways that are often a detriment to
those who need long-term care now and in the future.
The cumulative result is seen in the services provid-
ed, the workforce available, the quality of care and
the extent of alternative sources of funding.

Many long-term care analysts have concluded
that the better job the government does in providing
long-term care services, the less incentive people have

to pay for their own long-term care and the more the
elderly find ways to access the ‘free’ services by
intentionally impoverishing themselves.

The result is most noticeable in the unintended
“institutional bias” the government appears to have
created in the public’s perception of long-term care
when its early efforts in 1965 focused almost exclu-
sively on funding high-cost nursing home care. More
cost-effective and privately financed alternatives to
nursing home care did not develop. Services such as
home care, assisted living, adult day care, respite
services and geriatric care management did not
become readily available until long after they might
otherwise have been if extensive public financing
had not been provided for nursing home care. In
addition, these conditions delayed the development
of long-term care insurance for all levels of care.

As one leading consultant concluded:

The best hope we have to improve
long-term care for all . . . is to find
new sources of private financing to
supplement the public resources
which seem always to be scarce and
limited. [The Heartland Model for
Long-Term Care Reform: A Case

Study in Nebraska]

Although this statement is largely true, there is
little doubt that government will retain a significant
role in the financing of long-term care—both directly,
by funding services for elderly and disabled unable
to afford quality long-term care, and indirectly, by
providing incentives for private financing, workforce
development, caregiver supports, and assurance of
quality care.

8.2 Expanding Current Programs Is Not
Enough

More money (either through increased funding
or improved efficiencies) might be viable in the short-
term, but in the long-term, increased government
financing alone would only increase the likelihood
that the majority of individuals needing long-term
care will simply become dependent on Medicaid or
other government-financed programs rather than
explore private financing alternatives.

Without changes to the current government pro-
grams, in 30 years the impact of the Baby Boom gen-
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eration would require government spending on long-
term care services for the elderly to increase at least
2Y» times beyond current levels. In constant dollars,
spending could nearly quadruple, to $379 billion by
2050, according to GAO estimates.

GAO projections estimate that, without changes
in the federal health and retirement programs, spend-
ing for net interest, Social Security, Medicare, and
Medicaid would consume nearly three-quarters of
federal revenue by 2030. Similarly, Citizens For Long
Term Care have estimated that without change “the
current government services which provide for soci-
ety’s most fragile, the aged and those with disabili-
ties, will not be able to meet their obligations; in fact
by 2030, unless reform is enacted, most if not all serv-
ices will be bankrupt.”

Effect in New York The impact on local govern-
ments and their taxpayers in New York State could be
ruinous. Funding in New York is based, in part, on a
retrogressive taxation system that places the burden
upon local governments and upon their poor and
middle class citizens.

Local governments in New York State (56 coun-
ties and the City of New York) contribute 50% of the
non-federal share of financing for most Medicaid
services and 10% of most long-term care services. To
meet this burden, county governments have just two
revenue sources: sales taxes and real property taxes.
Both taxes are retrogressive—that is, they have a dis-
proportionate impact on low-income New Yorkers
and place a heavier burden on those less able to
afford it.

At present, all but a few of New York’s counties
devote their entire real property tax collection to the
funding of the local share Medicaid services.

In 2002, Senator Hillary Rodham Clinton released
a report showing how rising costs of Medicaid had
created a fiscal crisis for New York’s counties, forcing
many to either raise property taxes or cut important
services to balance their budgets. In her words:
“Medicaid has become the single largest appropria-
tion in many New York county budgets. With a strug-
gling economy and a decrease in revenues, many
local governments have been forced to either increase
taxes, cut services, or do both in order to balance their
budgets.”?

Examples cited in the report included the follow-
ing:

¢ Tioga County is considering raising property
taxes to offset a jump in Medicaid expenses
from $4.5 million to as much as $7 million.

* Albany and Rensselaer counties now pay more
for Medicaid than they collect in property taxes
and are finding ways to increase property taxes
and cut services.

¢ Chautauqua County’s Medicaid expenses have
increased 80% since 1998 and are projected to
consume 71% of the county’s tax levy in 2003.

* Westchester is contemplating a 10% increase in
property taxes due to a projected $28 million
increase in Medicaid spending.”

A county-by-county budget survey of the New
York State Association of Counties showed that “73%
of counties increased their real property tax levies in
2002, many for the first time over the past several
years . . . thirty-six counties outside New York City
collected less sales tax in 2001 than they did in 2000 . ..
every county is reporting that over the past 12 months
that Medicaid caseloads have increased by an average
7% and that in 2002 counties are budgeting an average
10% caseload increase.”2

Assemblyman Bob Sweeney, D-Lindenhurst,
chair of the Assembly Committee on Local Govern-
ments, in introducing legislation to address the
impact of Medicaid costs on county government,3
noted, “New York’s Medicaid program, as it is struc-
tured today, can no longer be supported at the local
level, especially through regressive property and
sales taxes . . . As a result of the growth of Medicaid
in recent years, local taxpayers are struggling every
year with higher taxes and a reduced level of county
services, with no end in sight. A cap on Medicaid
costs . . . could put an end to the double-digit proper-
ty tax increases we have witnessed statewide.”4

The financial impact on local government of the
Baby Boom generation coming of age for long-term
care will be unsustainable. It will virtually eliminate
the ability of local governments to function, and
increased real estate taxes could make it impossible
for many low-income and elderly New Yorkers to
retain ownership of their homes.

In this regard, the state and federal governments,
with their largely progressive system of taxation
(income taxes) and ability to create additional pro-
gressive revenue streams, must assume the local
share of Medicaid funding.

Work Force Issues Nor is funding the only critical
issue. Steps must be taken to assure that a work force
is available to furnish the care that surely will be
required. Current programs have been ineffective in
encouraging the development of this workforce.

As early as 2015, the number of persons likely to
need long-term care will be increasing substantially
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faster than the number of persons available to pro-
vide that care, either as family members or as paid
caregivers. Families will need more support to sup-
plement their efforts, and more paid caregivers will
be necessary to provide this support.>

8.3 Rethinking the Role of Government in
Financing

Various analysts who have reviewed state Medic-
aid programs have offered ideas on the government’s
role in financing long-term care.

Some have suggested that public financing of
long-term care be viewed as analogous to public
financing of retirement security. They ask not just
whether public dollars are now being leveraged in a
way that is most effective to satisfy the public’s long-
term care needs, but also whether steps are being
taken to promote the development of complementary
private resources to satisfy the needs that demo-
graphic realities identify.

In this view, government would continue to satis-
fy individual needs for assistance with the expenses
of long-term care and maintain its societal responsi-
bility for caring for those unable to care for them-
selves. The government would continue to provide a
safety net, including a full continuum of long-term
care services, for those having the greatest need. That
is, “a good safety net, better than we have today, but
not so strong that it discourages each individual from
thinking about his/her own role in meeting future
long-term care needs.”®

AARP and others support the development of a
broader, social insurance program that would form
the basis of long-term care financing. Under this
model, individuals would pay into the program and
be entitled to benefits defined in law, including cash
payment options, when they need services. Govern-
ment’s role would be extended beyond providing a
safety net. The government mandate would include a
mandatory social insurance program providing long-
term care to broad groups of beneficiaries using eligi-
bility standards based on functional criteria and
social needs that take into account cognitive, physical
and social limitations and the need for support,
supervision or training.

8.4 Financing Options

Suggested financing options include alternatives
ranging from tax incentives to an expanded Medicare
program insuring all Americans against the risks of
the need for long-term care. These options include:

Tax Incentives Purchase of long-term care insur-
ance would be encouraged by creating a refundable
credit for the payer’s costs of this insurance.

Subsidies Those who purchase long-term care
insurance would be eligible for subsidies provided
under an income-scaled tax-credit arrangement or
extended to all purchasers through tax deductibility
of premiums.

Required Coverage The public would be required
to carry long-term care insurance, just as car owners
are now generally required to carry automobile insur-
ance. Elements of this process would include:

(1) Arequirement that all adults either carry a
specified amount of long-term care insurance
or self-insure their own long-term care;

(2) Premiums for those with low and moderate
incomes would be paid through income-scaled
tax credits, or

(3) A tax credit system would be created so that
the out-of-pocket cost of the insurance would
not rise as people aged.

Social Insurance Institute a program of universal,
compulsory social insurance under which:

(1) Long-term care would be an earned right.

(2) All of the benefits of an insurance model—
most important, pooling—would come to the
fore if the insurance were social in nature, just
as they do if the insurance is private.

Front-end Coverage Public funding would be
limited to “front-end” coverage (through social insur-
ance or subsidized private insurance) with the fol-
lowing provisions:

(1) Social insurance at the front end would serve
as a continuing base of support.

(2) After a specified period, people would have to
pay for long-term care out-of-pocket, with pri-
vate resources providing a supplement, or as a
last—not first—resort, they would turn to
Medicaid.

Back-end Funding Public funding would be limit-
ed to “back end” coverage (through social insurance
or subsidized private insurance) that would:

(1) Provide “catastrophic” coverage.

(2) Specify that social insurance or subsidized pri-
vate insurance would kick in only after a spec-
ified time such as six months or a year,

(3) Place explicit responsibility for long-term care
on society as a whole rather than on those rela-
tively few individuals unlucky enough to
require expensive care at the end of their lives.
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A New Blend A new blend would be created for a
mix of programs.” Its essential elements would
include:

(1) The integration of front-end care into
Medicare, creating a Medicare Part C, building
on the Medicare practice of reimbursing care
following acute illness. Medicare would reim-
burse the disabled elderly for the first six
months or a year of home or institutional care,
ending the artificial distinction that now exists
between rehabilitation after an acute illness
and the kind of care required by a chronic con-
dition.

(2) Back-end insurance coverage would be man-
dated. It would be supported by income-
scaled tax credits. The income scaling would
make long-term care insurance affordable,
minimize use of public money for estate pro-
tection, and target subsidies appropriately.
Moreover, even if heavily subsidized, insur-
ance that is private would be fully funded, an
especially important feature because of the
unfavorable demographics on the horizon.

(3) Cutbacks would be made in Medicare reim-
bursement for routine health care, freeing
Medicare funds to provide front-end long-
term care coverage. The financial stress that
Medicare faces as Baby Boomers age is an
opportunity to rethink the scope of the care it
finances. Some scaling back of Part A and Part
B benefits for the routine care of middle- and
high-income beneficiaries would offer scope
for a Part C. A shift to more catastrophic cover-
age would make the program as a whole more
consistent with the logic and purpose of insur-
ance.

(4) Standards for Medicaid eligibility would be
tightened. The object would not be to deny
needed support to the disabled elderly, but to
make it more difficult for people to turn to
Medicaid first.

8.5 A System of Social Insurance

True long-term care reform, in the long term,
requires a reevaluation of the traditional federal, state
and local financing roles to better ensure an equitable
distribution of public funds for older persons and
individuals with disabilities. The current financial
pressure on Medicaid must be alleviated, and that
program’s ability to help the poor must be enhanced.

There is a need for multiple sources of funding: a
continuing need for a governmental role, as well as a
role for individuals to contribute to meeting their
own needs in the way they prefer.

There will continue to be a need for the govern-
ment to maintain its role in providing a strong safety
net for those unable to afford the costs of long-term
care while assuring that the full range of long-term
care services are available to all, according to their
individual needs and circumstances.

It is essential that government should have an
equally important role in encouraging personal pre-
paredness for long-term care beyond basic social
insurance. This should be done by encouraging, and
financing, public policies that divert the middle and
upper-middle class to private long-term care financ-
ing sources and public-private partnerships.

The only way to fully assure minimal coverage
for long-term care services appears to be through a
system of social insurance that provides basic long-
term care without relying on the government safety
net. This is not an economically feasible alternative
for the American worker, however. A report pub-
lished by the Brookings Institution8 has estimated
that funding a comprehensive social insurance plan
by means of payroll taxes to provide nursing-home
coverage and to expand access to home care would
require a tax rate, without a ceiling on taxable wages,
of almost 3% today and almost 4% by 2018. It would
rise sharply after 2018 to reach almost 8% by 2048
when the demand for long-term care would peak.

8.6 Recommendations

The government must provide financial incen-
tives to enhance the individual’s ability to obtain pri-
vate financing for long-term care, while also main-
taining its direct financial support for quality
long-term care services needed by the poor elderly
and disabled who must turn to the government as
provider of last resort.

Government funding for the following activities
and programs would encourage individual prepared-
ness.

Education Educate people about their personal
responsibilities for assuring their own future health
care and long-term care needs, the true risks of long-
term care and the options available to meet those
risks through Health Department and Office for
Aging outreach programs and public service
announcements.

Private Insurance Assure the availability of
sound private long-term care insurance policies
through strict regulation of long-term care policies
and establishing stringent policy standards and
developing a government re-insurance program.

Consumer Protection Ensure that consumers are
adequately protected when purchasing insurance
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through mandated disclosures and provision of inde-
pendent policy comparisons.

Incentives for Private Insurance Create incen-
tives for the purchase of long-term care insurance
through a refundable credit for the costs of insurance
and by subsidizing the premiums under an income-
scaled tax-credit arrangement.

Support for Caregivers Create incentives and
supports—such as expanded respite services, in-
home and out-of-home, and day care options—to
enable informal caregivers to continue providing
assistance.

Work Force Programs Provide incentives (such as
scholarships, student loan forgiveness, employer sub-
sidies) for the development of a sustainable long-
term care work force, assuring that a work force is
available to furnish the care that surely will be
required.

New Approaches Provide research grants and
public institutes of health programs designed to
encourage new technologies and the evolution of
new paradigms for organizing and delivering long-
term care in both homes and in institutions.

Safety Net Government must continue to provide
a safety net, including a full continuum of home and
institutionally based long-term care services, for
those who have the greatest need. As described in
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United States General Accounting Office (GAO), Long-Term Care, “Aging Baby Boom Generation Will Increase
Demand and Burden on Federal and State Budgets,” Statement of David M. Walker Comptroller General of the

United States [GAO-02-544T]

“Financing Long-Term Care, Replacing a Welfare Model with an Insurance Model,” by Walter M. Cadette, The

Jerome Levy Economics Institute of Bard College No. 59, 2000

“THE MAGIC BULLET: How to Pay for Universal Long-Term Care,” A Case Study in Illinois by LTC, Incorpo-
rated, Publication Date: November 1, 1994 Public Release Date: February 1, 1995

“The Heartland Model For Long-Term Care Reform, A Case Study In Nebraska,” Presented By The Center For

Long-Term Care Financing, December 1, 2003

“Long Term Care: Let’s Find a Better Way,” Citizens For Long Term Care, 801 Pennsylvania Avenue, N.W., Suite

245, Washington DC 20004
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APPENDIX A

(See Chapter 2)

LIST OF Members of Most Integrated Setting Coordinating Council as of July 2004

Antonia C. Novello
Commissioner
NYS Department of Health

Thomas A. Maul

Commissioner

NYS Department of Mental Retardation and
Developmental Disabilities

Sharon Carpinello
Commissioner
NYS Office of Mental Health

Joseph H. Boardman
Commissioner
NYS Department of Transportation

Judith A. Calogero
Commissioner
NYS Division of Housing & Community Renewal

John A. Johnson
Commissioner
Office of Children & Family Services

Richard Mills
Commissioner
NYS Education Department

William A. Gorman

Commissioner

NYS Office of Alcoholism & Substance Abuse
Services

Richard Warrender

State Advocate

Office of the Advocate for Persons with
Disabilities

Neal Lane
Acting Director
NYS Office for the Aging

Gary O’Brien

Chairperson

Commission on Quality of Care for the Mentally
Disabled

Karen Oates,
Mental Health Association of Rockland County

Henry M. Sloma
Executive Director
Our Lady of Peace Skilled Nursing Residence

Harvey Rosenthal
NYAPRS - NY Ass’n of Psychiatric
Rehabilitation Services

Kathy Bunnell
Director
Broome County Office for Aging

Patricia L. Fratangelo
Executive Director, Onondaga Community Living,
Inc., an OMRDD-funded agency

Constance Laymon

Director, Consumer-Directed Choices, Inc.
Albany

(Consumer-Directed Personal Assistance Program
contractor in five upstate counties)

Michael Parker, Ph.D.
Expert on Disabilities of all Ages

Kimberly T. Hill
Consumer

Carol Raphael
President and Chief Executive Officer
The Visiting Nurse Service of New York
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APPENDIX B

(See Chapter 2)

NEW YORK STATE MEDICAID PROGRAM EXPENDITURES ON LONG-TERM CARE:

FEDERAL FISCAL YEARS 2001 - 2003

No. of Recipients served in Fiscal year
Expenditures by Fiscal Year (fewer are served at any one time - many are
short-term users)
2001 2002 2003 % change| 01 02 03 % change
02-03 02-03
Institutional LTC 5,256,638,114 5,658,437,929 | 6,014,953,363 | 6.3% 146,914 148,949 | 144,783 0.6
(not w/ICF-DD,
OMR inpatient)
Non-Instit’l TOTAL 2,828,828,749 2,974,039,023 | 3,248,346,846 | 9.0% 194,805 198,247 | 196,647 | (0.8)
- (withnursing, hospice) | | e e e e ee e e e e e e e e e
- Personal care v 1,552,590,150 1,589,924,504 - 1,765,670,979 - 11.1% : 88, 427 ! 88,281 + 87 678 v (0.7)
"ILTHHC (waivers - 1 457,146,017 & 483,808,697 + "5'2'0'6'2'5'9'2'8-"5'.5%' YT T4 ':"'2%,'1'11‘:"'1'.3"
_IBIL Lombardi etc) 3 ____ 4 ._.... R FR deee- IR I R
- Home Health ' 623,305,115 650,137,875 1 704,235 427' 6.7% : 91,906} 92,715 % 89,844: (3.1)
_____ O S S O S S N S S
Nursing - private duty §__ 156,515,421 ;__ _157.23L733 ; -L5.5.3.2.7.§5.8'-£1-2.%2 a2 22085 10723 5 113395 57 ]
Hospice ! 31,206,308 29,381,514 ' 54,256,887 ' 37.8% ' 4,137 ' 4,874 + 5585 14.6
ICF-DD 1,212,434,364 1,220,069,788 | 1,191,112,422 | (2.4%) 20,683 19,924 17,463 | (124)
OMR Inpatient 1,271,493,413 1,349,740,983 [ 1,523,128,341 12.8 2,394 2,292 2,198 | (4D
TOTAL MEDICAID | 27,024,682,735 | 30,014,625,513 |33,899,594,589( 12.9% |3,032,007| 3,437,188 (4,087,253 18.9
SPENDING )
Source: NYS Dept of Health Office of Medicaid Mgt., On-Line SURS Information Retrieval System (November 2004)
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APPENDIX C

(See Chapter 5)

BASIC RULES—ELIGIBILITY FOR MEDICAID IN A
NURSING HOME

Unmarried Persons

Resources: A person who is not married may retain
$4,000 in assets.

The person may also have arranged for a pre-paid
funeral by placing money in a special irrevocable
account, generally one maintained by the “Pre-Plan”
Trust based in Albany. There is no limit on the amount
that may be set aside. After death, however, if the entire
amount is not spent, any remaining balance is payable
to Medicaid if it provided assistance while the person
was alive.

Income Allowed: The person is also allowed to
retain $50 per month from her/his Social Security pay-
ment as a “personal needs allowance.”

If the person has Medicare supplemental insur-
ance, Medicaid allows it to be continued. Money from
the Social Security payment each month is used to pay
the premiums.

Otherwise, after subtracting the $50 allowance and
any money used for a supplemental insurance plan, all
of the person’s remaining Social Security, pension and
other income go to the nursing home to help pay the
monthly bill. This amount is the “Net Available Month-
ly Income (NAMI).” Medicaid then pays the remainder
of the amount due to the nursing home.

Married Persons

(For simplicity, the assumption is made here that
the man is the one who needs nursing home care. The
same rules apply, however, if the wife is the one who
needs care in a nursing home.)

Husband’s Resources: He may retain $4,000 in
assets in only his name. He may also have a pre-paid
funeral if the money is in an irrevocable account. Any
amount not spent at death is payable to Medicaid if it
provided services during his lifetime.

Couple’s Income: The man may retain $50 from his
Social Security account as a “personal needs”
allowance.

The premium for any Blue Cross or similar supple-
ment to Medicare coverage can also be paid with Social
Security funds.

His wife is entitled to a minimum of $2,378 per
month in income after paying the premium for any
Medicare supplemental coverage. If her own personal
income is not this high, she is entitled to as much of her
husband’s income as needed to reach that level.

¢ If the wife’s monthly Social Security payment,
pensions and other income total $1,550 per
month, she is entitled to $828 from her husband.
If his total income from Social Security and other
sources is $1,858 per month, he gets to keep $50,
his wife gets $828 from him, and the $980 that
remains goes to reduce the amount that Medic-
aid must pay on his behalf at the nursing home.

o If the wife’s income from Social Security and
other sources is $2,378, her husband still gets to
keep $50 from his monthly income, but all the
rest of his income from Social Security and other
sources goes to reduce the amount that Medic-
aid must pay on his behalf at the nursing home.

¢ If the wife’s monthly income is more than
$2,378, she is “asked” to contribute 25% of the
excess toward her husband’s care. Thus, a wife
whose monthly income was $2,578 would be
asked to contribute $50 monthly toward her
husband’s support.

Wife’s Resources: In addition to their home, coop
or condominium, if they have one, the wife may retain
in her own name, or in her name and her husband’s, a
minimum of $74,820 in assets and a maximum of
$95,100, an amount that Medicaid describes as the
“Community Spouse Resource Allowance (CSRA).”

The precise CSRA amount depends on the extent
of the couple’s resources when the husband developed
the illness that forced him to enter a nursing home:

e If the couple had less than $149,640, the wife is
able to retain $74,820, no matter how much less
they had.

¢ If the couple had more than $149,640 but
$190,200 or less, the wife may retain half of
what they had.

¢ To retain $95,100, the couple’s assets must have
totaled $190,200.

Wife's Total Income Allowance: If the wife’s
income and the husband’s income together total less
than $2,378, the wife may ask to retain more than
$95,100 in resources so that the interest on these addi-
tional assets can raise her income level to $2,378.

* A woman with a monthly income of $2,278
might ask to retain $135,100. The additional
$40,000, invested at 3%, would yield $1,200 per
year, or $100 per month. That interest would
then raise her total monthly income to $2,378.
Medicaid generally approves requests to retain
additional resources in these circumstances.
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Spousal refusal: Once there is enough income
available for the wife to receive $2,378 per month, she
must sign a spousal refusal if she wants to retain more
than the allowable maximums for income and assets.
Her husband must sign an assignment of support, a
document that authorizes Medicaid to step into his
shoes and file suit in court to force his wife to provide
him with the financial support that is rightfully his.

Once Medicaid has processed a spousal refusal, it
has the option to go into court and sue the woman to
obtain reimbursement for the funds it has spent on her
husband’s behalf. It is never possible to predict when
Medicaid may sue and when it may not. In general,
however, the greater the assets the wife has retained,
the more likelihood that a suit will be filed.

GIFTS AND “PENALTY PERIODS"”

Many have heard about the three-year look back
rule. To understand how the rule works, it is necessary
to know how Medicaid reacts when a potential recipi-
ent of nursing home assistance has made gifts.

For every $8,870 that a New York City resident
gives away, the person is ineligible for nursing home
Medicaid for one month. This is referred to as a “penal-
ty period,” and it begins on the first day of the month
following the month when the gift was given.

* Someone who gave away $8,870 in June 2003
would not be eligible for Medicaid nursing
home coverage until August 1, 2003, even if the
person met all the other eligibility requirements for
nursing home Medicaid.

* Someone who gave away $88,700 in June 2003
would not be eligible for nursing home coverage
for 10 months—until May 1, 2004.

* Someone who gave away $266,100 (30 x $8,870 =
$266,100) in June 2003 would not be eligible for
Medicaid nursing home coverage for 30
months—until January 1, 2006.

* Someone who gave away $319,320 (36 x $8,870 =
$319,320) in June 2003 would not be eligible for
Medicaid nursing home coverage for 36
months—until July 1, 2006.

But even if someone gave away $350,000 in June
2003, the earliest eligibility date for Medicaid nursing
home coverage would still be July 1, 2006. This is the
significance of the “three-year look back rule.” Medic-
aid only “looks back” at someone’s financial records
for the past 36 months. The oldest bank statement that
would have to be produced for someone seeking Med-
icaid as of July 1, 2006, would be one for July 1, 2003.
Thus, Medicaid would not know about the $350,000
gift made in June 2003, and it would not have the infor-
mation necessary to enforce a penalty period.

Bottom line: Anyone who wants to give away
more than $319,320 needs to be sure that at least
$319,320 is available to pay a nursing home bill for 36
months, and then give the rest away. (The $8,870 figure
used to compute penalty periods was chosen as the
“average monthly cost” of private care in a nursing
home, and if the actual amount is greater, Social Securi-
ty and other income generally will make up the differ-
ence.)

BASIC RULES—HOME MEDICAID

No “penalty periods” apply when home Medicaid
is sought. Applicants who have divested enough assets
to be down to the required maximum by the end a
month can be eligible for home Medicaid at the start of
the next month.

Unmarried Persons

To be eligible for home Medicaid, an unmarried
individual may retain a maximum of $4,000 in assets,
not counting the value of a “homestead”—a house,
condominium or cooperative apartment.

Ahome Medicaid recipient may also have set
away funds for a funeral in a “Pre-Plan” or similar
account.

After paying premiums for any supplemental
health insurance, the individual may retain $667 per
month to pay for food and housing expenses, plus $20
as an “unearned income credit.”

The remainder of the individual’s monthly income
is used to pay for long-term care, with Medicaid sup-
plying the balance of the funds. (In practice, the
income over the $687 total is generally sent to Medic-
aid, which then pays the agency responsible for the
care.)

If the individual owns a homestead, Medicaid
places a lien on the property. When it is sold, Medicaid
seeks recovery from the proceeds for the amount it
paid on the individual’s behalf.

Married Couples

When a husband or wife seeks home Medicaid, the
total assets of the couple may not exceed $5,850, not
counting the value of a “homestead.”

After paying premiums for any supplemental
health insurance, their combined total income may not
exceed $975 per month.

A couple with assets and income above these
amounts typically places the assets in the name of the
healthy spouse, who then files a spousal refusal. The
refusal applies only to the income of the healthy
spouse. Thus, a Medicaid recipient with $1,075 in
monthly income would still be required to pay $100
toward care.
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