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Chapter 11

Medicaid and Medicare as Sources
of Funding for Long-Term Care of

Persons With Dementia *

When the legislation that created the Medicare
and Medicaid programs was being considered by
Congress in 1965, it was the object of wildly differ-
ing predictions. Some legislators predicted that
the bill, if enacted, would “destroy private initia-
tive for our aged to protect themselves with in-
surance against the costs of illness,”* and char-
acterized the proposed health insurance coverage
as “the ‘smack of socialism’ implicit in a coverage-
for-all program without avail.” Others described
the bill as the ‘(greatest advance in social legisla-
tion ever presented to the Congress of the United
States,’ 2 and predicted that through the Medi-
care provisions “public assistance would be
relieved of much of its present burden.”

The truth has fallen somewhere between. The
Medicare and Medicaid programs today represent
an important health insurance resource for mil-
lions of the aged and disabled, including persons
with dementia.

Those who qualify for Medicare have at least
some assurance that a significant portion of their
hospital and physician bills will be reimbursed.
At the same time, however, many services are not
covered under Medicare and even covered serv-
ices are subject to coinsurance, deductibles, and
fee limits that increase the financial burden on
program beneficiaries.

The Medicaid program has different benefits
and disadvantages. Millions of low-income persons
eligible under Medicaid, including many with de-
mentia, can qualify for reimbursement for medi-

“This chapter is a contract report by David F. Chavkin,  Directing
Attorney, Maryland Disability Law Center, Baltimore, Maryland.

‘Individual views of Senators Harry F. Byrd, John J. Williams,
Wallace  F. Bennett, Carl T. Curtis, and Thruston B. Morton oPpos -
ing enactment of the Medicare provisions of H.R. 6675 as amended
by the Senate k’inance Committee, 1 U.S. Code Cong. & Admin. News
2214-2215 (89th Cong., 1st sess,,  1965.

‘Supplemental views of Senators Abe Ribicoff  and Vance Hartke
to H.R. 6675 as reported by the Senate Finance Committee, 1 U.S.
Code Cong.  &, Admin. News 2215-2216 (89th Cong., 1st sess., 1965).

cal bills incurred for covered services. Nursing
home care for persons with dementia, for exam-
ple, is largely dependent on the availability of Med-
icaid reimbursement. But categorical and finan-
cial eligibility requirements exclude millions of
other indigent persons, and those who do qualify
often discover that needed services are not cov-
ered or that health care providers will not accept
Medicaid reimbursement.

Thus, while the two programs are critically
important for many persons with dementia, nu-
merous constraints limit their impact. Some of
these constraints are inherent in the legislative
structure of the programs. Others are products
of interpretations by the Federal and State agen-
cies charged with their administration. Additional
factors, especially regarding Medicaid, represent
conscious political choices by legislators and
administrative officials between various popula-
tions seeking government assistance from limited
budgets.

Although Medicaid expenditures constitute a
relatively small portion of total State budgets, they
are perceived as consuming a significant portion
of State discretionary funds (10). That perception
was heightened during the 1970s as nearly every
State experienced at least one period during which
Medicaid expenditures rose far beyond budget
allocations. These increases led to cutbacks in eligi-
bility, scope of services, and reimbursement, and
they resulted in greater legislative watchfulness
of Medicaid administration.

That increased scrutiny has resulted, in many
cases, in a “status quo” approach to administra-
tion. So long as no significant changes are pro-
posed, State officials run little risk of being called
to account before legislative budget and appropri-
ations committees. Short-term fiscal planning be-
comes the rule, rather than the exception. As a
result, only a few States have been willing to in-
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novate in their Medicaid programs over the past
few years.

The reluctance to experiment is often reinforced
by the competition between various groups for
limited funding. The two most significant of these
groups are advocates for maternal and child health
programs and those for programs for the elderly.
Growing concern over infant mortality and mor-
bidity rates has led many States to consider ef-
forts to improve access to prenatal care, labor and
delivery services, and neonatal care. At the same
time, the increased numbers of elderly persons,
especially those over the age of 80, have resulted
in pressures for increased funding for long-term
care services in the community and in nursing
homes. Most States have struggled in attempting
to balance these two significant but competing
priorities.

Even within the specialized delivery system that
serves primarily elderly persons, there is often
competition for limited funds. For example, per-
sons with dementia are not the only elderly who
need long-term care, although they are perhaps
the largest group. The mentally alert frail elderly
have equally valid needs for services. Thus, spe-
cialized residential care units for persons with de-

mentia must often vie for funds with adult day
care programs for mentally alert frail elderly
persons.

No attempt is made here to resolve these com-
peting priorities. Rather, this chapter reviews the
impact of Federal programs on funding for care
and services for persons with dementia. It is based
on a review of the existing Federal and State laws,
regulations, and policies. In addition, during the
fall of 1985 and winter of 1986, interviews were
conducted with State administrators, health care
providers, program beneficiaries, advocates, and
family caregivers in 15 States. These interviews
helped highlight the special problems created for
persons with dementia due to differences between
the theory of Federal and State policies and their
actual implementation.

The review also highlighted some of the aspects
of these programs that adversely affect persons
with dementia. These aspects suggest changes in
the programs that could be implemented to im-
prove services for this population. The chapter
then concludes by identifying major issues that
should be resolved before reform is undertaken.
These changes may then be implemented within
an overall resolution of program priorities.

E V A L U A T I N G  T H E  P R O G R A M S

The Medicare and Medicaid programs are largely
“disease-neutral” (see figures 11-1 and 11-2). Ap-
plicants need not suffer from a particular debilitat-
ing illness in order to qualify for assistance. (The
major exception to this rule is the special eligibil-
ity program under Medicare for persons suffering
from end-stage renal disease (42 U.S.C. 1395c(3)).
Services provided under the programs are also
generic in nature and are not directed at particu-
lar diseases or conditions. (The Medicaid regula-
tions go even further by prohibiting limitations
on the “amount, duration, or scope of a required
service . . . solely because of the diagnosis, type
of illness, or condition” (42 CFR 440.230(c)).

Despite that underlying philosophy, apparently
neutral provisions may have a special impact on
persons suffering from particular illnesses or con-
ditions. For example, a 14-day limit on inpatient

hospital services may be more than adequate for
a pregnant woman who will experience a low-risk
delivery. It is far less adequate for a multihandi-
capped elderly recipient suffering from cancer.

Although the Medicare program now reimburses
hospitals on the basis of diagnosis-related groups,
the basic scope of services is still disease-neutral.
Moreover, under Medicaid, States impose limits
on the amount, duration, and scope of services
that do not vary based on the diagnosis, type of
illness, or condition. As a result, even if a State
reimburses hospitals on the basis of diagnosis-
related groups, a restrictive limit on the scope of
inpatient hospital service may discourage access.

In identifying the factors that affect the role
Medicare and Medicaid play in financing long-term
care for persons with dementia, it is therefore
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Figure 11-1 .—Medicare in a Nutshell
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important to look beyond the words of a require-
ment and examine the actual impact on program
beneficiaries. Although the term dementia gen-
erally refers to Alzheimer’s disease and to vari-
ous related disorders, certain problems are more

applicable to a single disorder. For example, the
current inability to positively diagnose Alzheimer’s
disease creates special eligibility difficulties that
do not arise for persons with brain tumors. In
reviewing program impact, four factors that can
influence the availability of financing must be
considered-eligibility, scope of services, reimburse-
ment practices, and administrative procedures.

For example, a restrictive eligibility policy may
prevent an individual from ever qualifying for ben-
efits. Similarly, even if eligible, an individual may
be denied needed care because of the restrictive
scope of services covered. Moreover, even if some-
one is eligible for reimbursement for a covered
service, restrictive reimbursement practices may
discourage providers from rendering the needed
service. Finally, restrictive administrative proce-
dures may inhibit the ability of eligible benefici-
aries to receive covered services from participat-
ing providers.

By contrast, a State with liberal income and re-
source standards will permit more individuals to
qualify for assistance. A broad scope of services
that includes both institutional and noninstitu-
tional care will encourage the delivery of needed
care and services in the least restrictive environ-
ment appropriate to each patient’s needs. Simi-
larly, reimbursement practices may be modified
to encourage the growth of specific classes of
providers and thereby improve access to appro-
priate, highquality, cost-effective services. Finally,
smooth and timely processing of providers’ re-
quests for prior authorization of services can help
encourage provider participation and thereby also
improve access to services. All these incremental
changes will also increase costs of the programs,
however.

The factors that affect the current availability
of financing for long-term care under Medicare
and Medicaid are reviewed in turn in this chap-
ter. Some will have a unique impact on benefici-
aries with dementia. Others may adversely affect
those with dementia along with other elderly and
disabled persons.
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E L I G I B I L I T Y

Medicare

Individuals can establish eligibility for Medicare
in several ways. The vast majority of beneficiaries
qualify at age 65 based on their eligibility for so-
cial security retirement benefits. (Several special
eligibility provisions for those age 65 or over ex-
tend the definition of “covered employment” to
include, for example, those who would be eligi-
ble if certain Federal employment were consid-
ered to be covered employment (42 U.S.C. 1395c(1)).
The process of establishing eligibility for appli-
cants age 65 or over generally presents no major
difficulties.

By contrast, the major basis of Medicare eligi-
bility for persons with dementia under the age
of 65 is fraught with complexities. Those under
65 can establish eligibility if they have been enti-
tled to social security benefits or to railroad retire-
ment benefits because of disability for at least 24
months (42 U.S.C. 1395c(2)), Special problems arise
for persons with dementia in establishing eligi-
bility for these disability benefits.

Definition of Disability

Problems arise with the very definition of dis-
ability under the social security and railroad retire-
ment programs: Disability is specified as an “in-
ability to engage in any substantial gainful activity
by reason of any medically determinable physi-
cal or mental impairment that can be expected
to result in death or which has lasted or can be
expected to last for a continuous period of not
less than 12 months” (42 U.S.C. 416(i)(l)).

The first problem arises from the language
“medically determinable. ” Although Alzheimer’s
disease is an organic brain disorder, it cannot be
positively diagnosed during a person’s lifetime
using current techniques. Until the individual’s
death, when an autopsy can verify the existence
of Alzheimer’s disease, diagnosis depends on the
exclusion of all other “diagnosable” causes for the
symptoms. These problems of diagnosis exist even
though recent studies indicate that approximately
90 percent of all diagnoses of Alzheimer’s disease
are corroborated through autopsy (see ch. 3).

Apparently the inability to point to a single dis-
positive medical test is part of the reason for the
problem.

The present disability definition therefore makes
it quite difficult for someone with Alzheimer’s dis-
ease to establish eligibility. The burden of proof
is on the applicant to demonstrate the existence
of a disability by a preponderance of evidence.
Since the diagnosis of this disease, especially in
its early stages, is a matter of educated conjec-
ture, many applicants will be initially denied assis-
tance since they cannot meet this burden (14).

Listing of  Impairments

The simplest way of establishing disability is to
demonstrate that an applicant’s condition is de-
scribed in the “Listing of Impairments” (20 CFR
404P App 1). The listing describes impairments
that are severe enough to preclude someone from
engaging in any substantial gainful activity (the
“severity” requirement) and that are expected to
result in death or to last for a continuous period
of not less than 12 months (the “duration” re-
quirement).

Unfortunately, Alzheimer’s disease and other
forms of dementia are not explicitly reflected in
the listing as either neurological or mental dis-
orders. In 1985, the Department of Health and
Human Services (DHHS) issued a revised listing
of impairments to address, at least in part, the
criticism by Congress and others of the treatment
of mentally disabled applicants. But DHHS again
explicitly rejected the inclusion of specific criteria
for the evaluation of Alzheimer’s disease and re-
lated disorders (50 FR 35038).

Since dementia is not expressly listed as an im-
pairment, the simplest route for establishing eligi-
bility is therefore barred for an applicant with
dementia. The person must then demonstrate that
all of the elements of the definition of disability
are satisfied. The difficulty of doing that is com-
pounded by the varying levels of functional dis-
ability demonstrated by persons with dementia
at different times. A single brief interview with
a consultative medical examiner may not elicit
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even the deficits in affect and behavior that are
all too apparent to family members and co-
workers. That failure contributes to the high likeli-
hood that someone with a dementing disorder will
be denied benefits on initial application (14).

Mental  Impairment

The problems encountered by mentally disabled
beneficiaries during the Social Security Adminis-
tration’s continuing eligibility reviews have re-
ceived extensive national exposure. Congress re-
sponded (Public Law 98-460) by establishing a
moratorium on periodic reviews until new stand-
ards could be developed that would treat men-
tally disabled beneficiaries more fairly. Now that
the revised Listing of Impairments has been is-
sued, the continuing disability investigation proc-
ess has started again.

Although the moratorium provided significant
relief for many current beneficiaries by maintain-
ing their eligibility during an interim period, it
provided no help for new applicants suffering
from dementia. They continue to have their eligi-
bility determined on the basis of policies that have
been found by the courts to discriminate against
mentally impaired persons (5). As a result, denials
of eligibility are still a common response to such
applications.

The treatment of dementia as a mental disorder
in the Listing of Impairments also creates special
problems. Although individuals suffering from the
various dementing disorders sometimes display
behaviors similar to someone with mental illness,
dementia remains an organic brain disorder. The
effect of including dementia as a mental disorder
may be to discourage applications and to unfairly
limit eligibility for needed benefits, care, and
services.

Waiting Period

When an applicant is found to be eligible, dis-
ability benefits generally do not begin immediately.
The Social Security Act imposes a “waiting period”
of five consecutive calendar months before ben-
efits can be initiated (42 U.S.C. 416(i)(2)(A)).

Although the waiting period is designed to en-
sure that temporarily disabled applicants will not
be certified for social security disability benefits,

it works a special hardship on applicants with de-
mentia. As described earlier, it is usually impossi-
ble to establish eligibility until many months af-
ter the onset of symptoms. The 5-month waiting
period is then applied in establishing the begin-
ning date of eligibility for social security disabil-
ity benefits. once the waiting period has elapsed,
an additional 24 months must pass before Medi-
care benefits will be initiated (42 U.S.C. 426(b)(2)(A)).

The cumulative effect of these provisions is
therefore to delay the onset of Medicare eligibil-
ity until long after the benefits are most needed.
By the time Medicare eligibility does begin, the
applicant’s condition may have deteriorated suffi-
ciently so that only custodial long-term care may
be needed. As the discussion of services later in
this chapter indicates, the value of Medicare eligi-
bility will at that point be greatly diminished.

Medicaid

Whereas eligibility under Medicare is largely de-
termined by the governing legislation, eligibility
under Medicaid is largely a matter of political
choices by State governments. Although the Med-
icaid statute requires States to provide coverage
for certain categories of persons, most coverage
decisions are left to the States, within the catego-
ries of persons eligible for Federal matching funds.

As noted earlier, although Medicaid expendi-
tures make up a relatively small portion of total
State budgets, they are seen as consuming a signif-
icant portion of State discretionary funds (10). As
a result, especially in relatively tight fiscal times,
State proposals to expand coverage often pit one
population of potential recipients against another.
The result is frequently a political impasse that pre-
vents any changes in the scope of State programs.

Confusing Eligibil ity Criteria

As confusing as the Medicare eligibility proc-
ess sometimes seems, it is relatively straightfor-
ward compared with the complexities of estab-
lishing eligibility for Medicaid. Eligibility in this
case builds on the complexities of the federally
assisted welfare programs and then adds some
special wrinkles of its own. The result is a com-
plicated system of rules and regulations that leaves
applicants, recipients, providers, advocates, State
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agency officials, and, frequently, Health Care
Financing Administration staff uncertain over the
appropriate interpretation of Federal statutes, reg-
ulations, and interpretive rules.

The confusion created by these regulations was
noted in the decision in Friedman v. Berger. In
that decision, while attempting to interpret the
legal requirements, the judge noted:

As program after program has evolved, there
has developed a degree of complexity in the So-
cial Security Act and particularly the regulations
which makes them almost unintelligible to the
uninitiated. There should be no such form of
reference as “45 CFR [see] 248.3 (c)(l )(ii)(B)(2)” dis-
cussed below; a draftsman who has gotten him-
self into a position requiring anything like this
should make a fresh start. Such unintelligibility
is doubly unfortunate in the case of a statute deal-
ing with the rights of poor people (13).

Since that decision, Medicaid regulations have
been further complicated by the enactment of the
Omnibus Budget Reconciliation Act of 1981, the
Tax Equity and Fiscal Responsibility Act of 1982,
and the Deficit Reduction Act of 1984 (Public Laws
97-35, 97-248, and 98-369). Each piece of legisla-
tion altered aspects of the Medicaid statute, fre-
quently in a quest for simplification. Their cumu-
lative effect in many areas of the law, however,
has been to further confuse and complicate inter-
pretation.

Welfare Piggybacking

one overriding issue that must be confronted
by applicants with dementia is the fact that the
Medicaid program “piggybacks” its eligibility re-
quirements on the criteria for the Supplemental
Security Income (SSI) and Aid to Families with De-
pendent Children (AFDC) programs. Unlike Medi-
care, which is a social insurance program, Med-
icaid is a welfare program with strict means tests.
The overall effect of that linkage is to require most
applicants to be impoverished before eligibility
can be established. That approach is one of the
major criticisms of the Medicaid program by fam-
ilies caring for a relative with dementia.

The problem is magnified because of the unique
effects of dementia on middle-class families. The
availability of health insurance for most such fam -

ilies means that the majority of medical problems
will be paid for in whole or in part by third-party
coverage. Few private insurance plans cover the
services required by a person with dementia, how-
ever, Thus, many middle-class families turn to a
welfare program—Medicaid—for partial assistance
in financing the costs of care and treatment for
a family member with dementia.

Medicaid/AFDC Linkage.—The AFDC program
provides financial support for children under the
age of 18 deprived of parental support or care
by reason of the death, continued absence from
the home, unemployment, or physical or mental
incapacity of a parent (42 U.S.C. 606(a)), Financial
support to the child includes payments to meet
the needs of the caretaker relative(s) with whom
the child is living (42 U.S.C. 606(b)).

Although the onset of dementia usually occurs
late in life, it may happen to someone who still
has children under the age of 18. In such a situa-
tion, the family may be able to establish AFDC
eligibility based on the mental incapacity of the
parent suffering from dementia. Demonstrating
that a parent is incapacitated by dementia is not
usually difficult, for the AFDC program’s stand-
ards for incapacity are far more lenient than the
social security disability standards. Establishing
eligibility, however, may still be quite difficult,

AFDC is intended for use by indigent families.
Financial requirements under the program are
set by the States and are generally far more re-
strictive than under the adult welfare programs.
For example, the AFDC eligibility income stand-
ard for a family of three in many States is lower
than the SSI eligibility standard for an individual
(see table 11-1). Similarly, the resource standard
permits a family of six to own less than half as
much liquid assets as a couple under SSI. AFDC
eligibility is thus available only to very poor
families.

Once eligibility is established, all family mem-
bers included in the AFDC grant will also be cer-
tified for Medicaid eligibility (42 U.S.C. 1396a(10)
(A)(i)(I)). That certification will be provided with-
out a separate application for each family mem-
ber as long as the family remains eligible for AFDC
(42 CFR 435.909(a)).
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Table 11.1 .—Aid to Famines with Dependent Chiidren
FDC Maximum Benefit and Need Standard for

a Family of Three

Maximum benefita Standard of needb

State 1984C 1985d 1985d Percent

Alabama ... ., . . . . 118
Alaska, ... ., . . . . . . . . : 696
Arizona . . . . . . . ., ... . . 233
Arkansas . . . . . . . . . . 164
Cal i forn ia.  . , 526
Colorado ., : 336
Connecticut, 529
Delaware. ., ., . . . . ., . . . 287
District of Columbia . . . . . . . . 299
Florida. ., . . . . 231
G e o r g i a  .  . . . . , , , . , , , 2 0 2
Hawaii ,, ., , , 468
Idaho, ., , . . . . . . . . 305
Illinois. . .., , .,,, 302
Indiana ., ., . . 258
l o w a  , . , , ,  , ,  ,  . , , , , . .  3 6 0
Kansas . . . . . . . . . . . . . . . . . . . . 364
Kentucky. ,, .,., . . . . 188
Louisiana . . . . . . . . . . . . . . .  . 190
Maine . . . . . . . . . . . . . . . . . . . . . 341
Maryland. ., ,... 295
Massachusetts : ::::..,,,,,, 379
Michigan (Washington Co.) . . . . 445
Michigan (Detroit) . . . 418
Minnesota . . 500
Mississippi, , . . ..,,,... . . . . 96
Missouri . . . . . . . . . . 261
Montana , ,  . . . . , , , . . , , , , ,  332
Nebraska . . . . . . . . . . . . . . . . .  350
Nevada . . . ,, ,, , . ..,,,.... 228
New Hampshire . . . . . . 341
New Jersey. , ....., .., ,,,, 360
New Mexico . ,.,,,,...,,, 258
New York (Suffolk Co.) ..,,., 579
New York (N,Y,C). ., . ..,., 474
North Carolina 202
North Dakota . . . . . . . . . . . . . .  357
Ohio . . . . . . . . . . . . . . . . .  ,.. 276
Oklahoma . . . . . . . 282
Oregon . . . . . . . . . . . . . . . . . . .  368
Pennsylvania, ...., . . . .  350
Rhode Island ,, , ., ,,,.. 462
South Carolina , ..,,....,,,, 142
South Dakota ,, ..,....,,,, 321
Tennessee. ...,....,,,, ... 127
Texas ,  , . . , , , . . , . . . . , , , ,  148
Utah . . . . . . . . . . . . . . . . . . . . . . 362
Vermont ,, ..,,....,,,,,., 530
Virginia . . . ,, ..,,,.,, . . . . . 310
Washington ..,.,, . . . . .  462
West Virginia , ,,.,,,,..,,, 206
Wisconsin ...,.... .  513
Wyoming ..,,,,., . . . . . . . 325

118 384
719 719
233 233
164 234
555 555
346 421
546 546
287 287
327 654
240 400
208 366
468 468
304 554
302 632
256 307
360 497
373 373
197 197
190 538
370 510
313 433
396 627
447 592
417 557
524 524

96 286
263 312
332 401
350 350
233 285
378 378
385 385
258 258
579 579
474 474
223 446
371 371
290 627
282 282
386 386
364 614
479 479
187 187
329 329
138 246
167 555
363 685
558 852
327 363
476 768
206 275
533 628
265 265

31
100
100

70
100

82
100
100

50
60
57

100
55
48
83
72

100
100
35
73
72
63
76
75

100
34
84
83

100
82

100
100
100
100
100

50
100
46

100
100

59
100
100
100

56
30
53
65
90
62

85
100. -

aMaxlmumbeneffl lslheamount  Daid for afamily ofthree  wflhnocountable  income FamWmem-
bersmcludeoneadulf  Caretakir lnStateswfih  area differentials in benefits, figure s~own IS

for area wrththehlghest benefit Maximum benefits are identical copayment standards mall
States except Colorado, lndkwsa,  Missls~ppL  and Utah, wherethe  payment s(andardsarehigher

bstandard of need lsthe amountof  money the State determinedafamily  of three needs permonth
foachieveammlmum standard oflwmgm  that State The standard ofneed Is used todetermme
mltlal  ehglbtiity for AFOC Benefits levels do not have to equal a State’s need standard

cAs  of Jan 1, 1984
‘As ofJan 1, 1985

SOURCE US Congress, House CommltfeeonWays  and Means, “BackgroundM  aterialandD  ata
on Major Programs Wtihm the Jurtsdlcfion  of the Commltteeon  Waysand  Means,’’ Wash-
mgton, DC, February 1984and February 1985

Medicaid/SSI Linkage.–Until 1974, Federal
law authorized grants-in-aid for States wishing to
provide assistance to aged,blind, or disabled per-
sons. Within Federal requirements, States were
permitted a wide range of discretion in defining
financial and nonfinancial eligibility requirements
for these programs. All recipients of aid to the
aged, blind,or disabled also received Medicaid cov-
erage(42U.S.C.1396a(a)(10)prior to the changes
enacted through Public Law 93-233).

Effective January 1, 1974, Congress ’’federal-
ized’’these adult grant-in-aid programs through
the enactment of the Supplemental Security In-
come program as Title XVI of the Social Security
Act. (A few jurisdictions still utilize a grant-in-aid
program of Aid to the Aged, Blind, and Disabled
(AABD).)The SSI program established a minimum
national benefit level and uniform national eligi-
bility criteria.Administration of the adult welfare
programs was also shifted from the State welfare
agencies to the Social Security Administration.

Because SSI eligibility criteria were generally
more liberal than the State welfare criteria they
replaced) it was anticipated that thousands of peo-
ple would suddenly become eligible for SSl bene-
fits. That was not, in itself, of concern to the vari-
ous States because the grants and administrative
costs of the basic SSI program were to be paid
by the Federal Government. Thus, States that used
to share in the costs of adult welfare programs
would now realize some savings.

However,  a related aspect of this federalization
did cause concern. Because many States used rela-
tively restrictive adult welfare eligibility criteria
prior to 1974, the number of persons who auto-
magically received Medicaid benefits was also rela-
tively small. The expected huge increase in eligi-
ble persons in 1974 therefore also portended a
considerable rise in the number of Medicaid re-
cipients once the new Federal SSI program was
fully implemented.

States share the costs of the Medicaid program
with the Federal Government. Federal financial
participation varies from 50 percent in the
wealthier States to a maximum of 83 percent in
the poorer States (42 U.S.C. 1396d(b)), so States
must fund between 17 and 50 percent of the costs.
Fears of huge increases in Medicaid costs in some
States resulted in requests for legislative changes
in this linkage requirement between SSI and
Medicaid.
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Congress responded by altering the linkage
through legislation now known as the 209(b) op-
tion (as it was added as Section 209(b) of the So-
cial Security Amendments of 1972). That option
permits States to no longer grant Medicaid auto-
matically to all SSI recipients. Instead, they can
apply more restrictive eligibility criteria than those
used by the SSI program (42 U.S.C. 1396a(f)).

One other provision has lessened the traditional
linkage between adult welfare eligibility and Med-
icaid eligibility. That provision is known as the
1634 option after Section 1634 of the Social Secu-
rity Act (42 U.S.C. 1383c; 20CFR 416.2101-416.21 19).
Once the SSI program was enacted, Congress
authorized the Social Security Administration to
contract with States to have the Social Security
Administration make eligibility determinations for
Medicaid. States electing that option receive a com-
puter tape from the Social Security Administra-
tion of SSI/Medicaid eligibles. These individuals
are then automatically certified for Medicaid with-
out having to apply separately.

States using SSI criteria that elect to execute 1634
agreements provide Medicaid automatically to all
eligible persons. Other States require Medicaid-
eligible SSI recipients to request medical benefits
separately. Such a requirement for a separate re-
quest must be approved under Federal law. The
experience in States without 1634 agreements is
that some eligible persons will never seek bene-
fits and that some monies can thereby be saved.
These savings are supposed to balance out the ad-
ditional administrative costs of processing sepa-
rate requests for medical assistance. However,
studies commissioned by the Health Care Financ-
ing Administration cast significant doubt on the
existence of any savings (29).

Applicants suffering from dementia must there-
fore deal with one of three possible administra-
tive schemes (see table 11-2). In the majority of
States participating in the Medicaid program, Med-
icaid is granted automatically to anyone receiv-
ing SSI benefits. In a second group, applicants must
separately request Medicaid benefits even if they
are receiving SSI benefits. However, they must
be found eligible based on that request. Finally,
in the third group of States, SSI recipients must
separately apply and will be determined eligible
only if they meet a State’s potentially more restric-
tive categorical and financial eligibility criteria.
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The confusion created by that variability does
not disproportionately affect applicants with de-
mentia compared with others applying for serv-
ices covered by Medicaid. However, the severity
and duration of dementing conditions and the limi-
tations of private health insurance coverage mean
families coping with such an illness are much more
likely than families dealing with other diseases to
seek Medicaid coverage.

SSI Eligibility

The SSI program began in January 1974 with
a monthly benefit level of $140 for an eligible in-
dividual (42 U.S.C. 1382(b)(l)), which had been ad-
justed for cost-of-living increases even prior to the
implementation of the program. Today, the na-
tional benefit level for an individual is $336, with
allowances for regular cost-of-living increases (42
U.S.C. 1382). In addition, some States, at their op-
tion, provide State-funded cash supplements for
some recipients (42 U.S.C. 1382(e)). These optional
State supplementary payments are generally
limited to those States with higher living costs.
These are also generally the States that had rela-
tively more liberal adult welfare programs prior
to 1974.

Certain grandfathered recipients also receive
mandatory supplements under the SSI program.
Section 212 of Public Law 93-66, for example, was
designed to ensure that no recipient of aid to the
aged, blind, or disabled prior to 1974 would re-
ceive a smaller grant under the new SSI program.
In addition, certain individuals who were eligible
under the State welfare plans in effect prior to
January 1, 1974, but who are ineligible under cur-
rent definitions of disability, are considered to
meet current standards (42 U.S.C. 1382c(a)(3)(E)).

To establish SSI eligibility, an applicant with de-
mentia must satisfy both “nonfinancial” and ‘(finan-
cial” eligibility requirements. The former are those
special characteristics that an applicant must pos-
sess in order to establish “linkage” to the SSI pro-
gram (such as being 65 or older, blind, or disabled).
Most applicants with dementia will attempt to es-
tablish “linkage” on the basis of either disability
or old age. “Financial” eligibility requirements in-
clude strict income and resource requirements.

Listing of Impairments.—The SSI program re-
lies on the same disability criteria as the social
security disability program (42 U.S.C. 1382c(a)(3)(A);
20 CFR 416.925). The criteria under both pro-
grams are supposed to be uniform nationally; sig-
nificant interstate differences in criteria have
arisen, however, because of DHHS’s policy of
“nonacquiescence ,“ Under that policy, DHHS de-
cides which decisions of the U.S. district courts
and courts of appeal it will apply in cases other
than those involving the specific applicant or class
of applicants of the case. That policy has been the
subject of numerous congressional hearings. The
variations in the criteria to be applied also neces-
sarily affect the evidence that can be submitted
by an applicant for benefits in attempting to dem-
onstrate disability.

The same problems facing applicants with de-
mentia under the social security disability pro-
gram therefore must also be confronted when ap-
plying for SSI. However, someone found not to
meet social security disability standards as applied
by the Social Security Administration may still
qualify under those same standards as applied by
the State Medicaid agency. The Health Care Fi-
nancing Administration has traditionally argued
that such findings of nondisability are binding on
the States. A Federal district court recently found
that the Medicaid statute granted States the right
to make independent Medicaid disability deter-
minations for medically needy and optionally cate-
gorically needy persons (24).

A major difference between the two programs
is that SSI applicants do not have to meet the earn-
ings requirements of the social security disability
insurance program. To be eligible for social secu-
rity disability benefits, an applicant must have
worked 20 of the 40 calendar quarters before be-
coming disabled (42 U.S.C. 416(i)(3)(B)). That re-
quirement of recent “connection to the labor
force” creates additional problems for persons
with dementia. If it takes too long for the appli-
cant to demonstrate disability, the applicant may
no longer meet the 20/40 requirements. Once that
eligibility period has been exhausted, the appli-
cant cannot again qualify for Social Security dis-
ability benefits without reestablishing a connec-
tion to the labor force.
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Financial Eligibility Criteria .—Applicants for
SSI must meet strict income and resources cri-
teria. Individuals with net income or net assets
in excess of those standards (after allowable ex-
clusions) are ineligible for SSI.

From 1974 until 1985, the Federal resource
standards for SSI permitted an applicant or re-
cipient to own $1,500 in nonexcludable resources
(42 U.S.C. 1382(a) (1l(B)(ii)). (That level was increased
to $l,600 on Jan. 1, 1985; to $l,700 on Jan. 1, 1986;
to $1,800 effective Jan. 1, 1987; to $1,900 effec-
tive Jan. 1, 1988; and to $2,000 effective Jan, 1,
1989 (Public Law 98-369 ).) An applicant or recipi-
ent with an eligible spouse could own $2,250 in
nonexcludable resources (42 U.S.C. 1382(a)(l)(B)(i);
42 U.S.C, 1382(a)(2)(B)). Although such assets as
a home are excluded from consideration, these
limited resource standards deny eligibility for in-
dividuals and families with savings until those
funds have been practically exhausted.

The rules determining which resources are not
counted for eligibility may cause some anomalous
and potentially inequitable results. For example,
although a recipient may own a home worth
$500,000, an applicant with a savings account of
$1,701 is completely ineligible for benefits in 1986.
The same result would occur if the applicant
owned life insurance with a face value of more
than $1,500 and a cash surrender value of $l,701.

An applicant living in the community must have
a net monthly income under $336. Since that in-
come places a recipient below the national pov-
erty level, most applicants will by definition be
impoverished both before SSI eligibility can be
established and after it is certified.

Although the SSI standards do exempt some in-
come from consideration—for example, up to $30
of earned income in a calendar quarter is dis-
regarded if it is received infrequently or irregu-
larly (20 CFR 416.11 12(c) (1))–recipients with pen-
sion and similar outside income are not generally
eligible because of these low income standards.
SS1 income standards exempt up to $60 of un-
earned income in a calendar quarter (42 US.C,
1382a(b) (2)(A); 20 CFR 416. 1124(c)(12)). Unearned
income includes social security benefits, public
and private pensions, alimony, dividends, and in-
terest. Computed on a monthly basis, that means

that someone with income of $357 in most States
will be ineligible for any SSI benefit and may there-
fore be ineligible for Medicaid as well.

The SSI income eligibility standard for persons
living in nursing homes is even lower, Since 1974,
the SSI program has limited such eligibility to those
persons who have net income, after applying the
income disregards, of less than $25 per month
(42 U.S.C. 1382(e)(l)(B)(i)) on the assumption that
Medicaid will pay room and board for a recipient
in a nursing home. That amount has not been
changed since the SSI program began, in Janu-
ary 1974.

The $25 grant is supposed to be adequate to
pay for personal needs within the facility, such
as toiletries, clothing, reading materials, and other
items not included within the Medicaid reimburse-
ment rate. In some States, nursing homes charge
residents for additional utility costs attributable
to a personal television. As in the community, then,
a wide gap exists between the allowance and the
actual need.

Medicaid Eligibility f o r
Non-SSI Recipients

People who cannot establish SSI eligibility be-
cause they are not at least 65 or do not meet so-
cial security disability criteria generally cannot
qualify for Medicaid regardless of the extent of
their medical bills (42 U.S.C. 1396a(a) (10)). (A few
States provide payments to medically indigent
adults out of State funds, however. These medi-
cally indigent adult programs vary significantly
from State to State in both the financial criteria
for eligibility and the scope of services available
to the recipient.) That inability to qualify occurs
because Federal financial participation under the
Medicaid statute is generally limited to those per-
sons who are receiving aid or assistance under
the AFDC or SSI programs or who would be eligi-
ble to do so but for excess income or resources
(42 U.S.C. 1396a(a) (10)(C), 42 US.C. 1396d(a)).

Two special eligibility provisions are available
for use by applicants with dementia as well as
other aged or disabled persons—the nursing home
cap program and the medically needy option.
These assist persons who are recipients of nei-
ther AFDC nor SSI.
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Nursing Home Cap Program. -Under the
nursing home cap program (42 U.S.C. 1396a(a) (10)(A)
(ii)(V) and (VI)) a fixed income test is established
for residents of nursing homes. The results of that
fixed income test cannot exceed 300 percent of
the supplemental security income benefit rate (42
U.S.C. 1396b(f)(4)(C)).

Through the nursing home cap program, a nurs-
ing home resident with a 1986 income under
$1,009  in a State using the maximum allowable
level could be eligible for coverage of the costs
of nursing home care and other medical services
while residing in the home. This option permits
a State to provide some reimbursement for nurs-
ing home care without opening up its Medicaid
program to all disabled or aged persons with high
medical bills.

Since the nursing home cap program uses a fixed
income test, an applicant with gross monthly un-
earned income of $1)029 would be ineligible for
benefits, regardless of medical expenses, since the
net monthly income of $1,009 ($1,029 minus $20
per month income disregard) would exceed the
eligibility level of $1,008. Someone with $1)028
in gross monthly unearned income, however,
would be eligible for medical assistance toward
the costs of care.

The amount of assistance to be provided is de-
termined through a two-step eligibility process.
First, the recipient’s net income is compared with
the eligibility standard of $1,008. If the net income
after disregards is $1,008 ($1,028 minus $2o in-
come disregard) and the applicant meets resource
standards, the person is eligible for Medicaid.

Second, the recipient obligation to pay for care
is determined. The recipient is permitted to re-
tain income equal to the personal needs allowance
recognized in that State (at least $25 per month).
In a State allowing the minimum, the recipient
keeps $25 of income and pays the remainder
($1,028 minus $25, or $1,003) to the nursing home.
The State Medicaid agency reimburses the nurs-
ing home for the remainder of its costs up to the
maximum Medicaid reimbursement allowed in the
State.

Medically Needy .–When the Medicaid program
was enacted in 1965, one of its major features was
a flexible income test, included because of wide-

spread dissatisfaction with the fixed income test
used under the Kerr-Mills program, the predeces-
sor to Medicaid. Under a fixed income test, as in
the nursing home cap program, applicants with
incomes over a certain level cannot be aided even
if they have high medical bills that reduce their
available income. Under a flexible income test,
those with even relatively high incomes can be
helped with such medical expenses.

States choosing to establish medically needy pro-
grams may provide Medicaid eligibility to appli-
cants who would qualify for AFDC or SSI but for
excess income or resources. By incurring medi-
cal expenses, such applicants may “spend down”
to an income level established by the State. The
medical expenses are then deducted from the ap-
plicant’s net income. Medical expenses incurred
after that point may then be covered by the State.

Thirty-nine jurisdictions have elected to take
advantage of the medically needy option (see table
11-3). (Some States, however, do not cover dis-
abled or aged adults under this program.) It there-
fore represents an important program for per-
sons with dementia and currently is an important
funding source for care. Several factors affect the
scope of the medically needy program, where
available.

(1) Income Levels.–Federal law prohibits States
from using medically needy income standards that
exceed 133.33 percent of the AFDC payment
standard for an equivalent size family (42 U.S.C.
1396b(f)(l)(B)(i)). Thus, if the AFDC payment stand-
ard for a family of four is $180, the medically
needy income level cannot exceed $240.

AFDC payment standards are generally the low-
est welfare payments in a State. In many States,
moreover, they equal only a percentage of the
standard of need for that size family. As a result,
the medically needy income level artificially de-
presses an applicant’s income far below the amount
required to live on. Thus, to be eligible under the
medically needy program the family of someone
with dementia will have to reduce its available
income far below the SSI benefit level. Only then
will Medicaid pay for the remaining costs of care.

These limitations can lead to some seemingly
anomalous results. In a State electing the medi-
cally needy option and using an income level of
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Table n-3.-Medicaid Eligibility Coverage
in the States

Categorically Medically
State needy needy

Alabama . . . . . . . . . . . . . . . . . . . . . .
Alaska. . . . . . . . . . . . . . . . . . . . . . . .
Arizona . . . . . . . . . . . . . . . . . . . . . . .
Arkansas , ., . . . . . . . . . . . . . . . . . .
California . . . . . . . . . . . . . . . . . . . . .
Colorado . . . . . . . . . . . . . . . . . . . . .
Connecticut . . . . . . . . . . . . . . . . . . .
Delaware . . . . . . . . . . . . . . . . . . . . .
District of Columbia . . . . . . . . . . . .
Florida . . . . . . . . . . . . . . . . . . . . . . .
Georgia . . . . . . . . . . . . . . . . . . . . . . .
Hawaii . . . . . . . . . . . . . . . . . . . . . . .
Idaho . . . . . . . . . . . . . . . . . . . . . . . . .
Illinois . . . . . . . . . . . . . . . . . . . . . . .
Indiana . . . . . . . . . . . . . . . . . . . . . . .
lowa . . . . . . . . . . . . . . . . . . . . . . . . .
Kansas . . . . . . . . . . . . . . . . . . . . . . .
Kentucky . . . . . . . . . . . . . . . . . . . . .
Louisiana . . . . . . . . . . . . . . . . . . . . .
Maine . . . . . . . . . . . . . . . . . . . . . . . .
Maryland . . . . . . . . . . . . . . . . . . . . .
Massachusetts . . . . . . . . . . . . . . . .
Michigan . . . . . . . . . . . . . . . . . . . . .
Minnesota . . . . . . . . . . . . . . . . . . . .
Mississippi . . . . . . . . . . . . . . . . . . .
Missouri . . . . . . . . . . . . . . . . . . . . . .
Montana . . . . . . . . . . . .  . . . . . . . . .
Nebraska . . . . . . . . . . . . . . . . . . . . .
Nevada . . . . . . . . . . . . . . . . . . . . . . .
New Hampshire . . . . . . . . . . . . . . .
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New Mexico . .
New York.....
North Carolina.
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Oklahoma . . . . .
Oregon . . . . . . .
Pennsylvania. .
Puerto Rico . . 
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South Carolina
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Tennessee . . . .
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$300 for an individual, a disabled applicant with
unearned income of $355 per month would be
eligible for SSI and Medicaid benefits. That is true
because the applicant’s net income (after apply-
ing the $20 per month income disregard) is $335,
or $1 less than the SSI benefit level of $336.

With a gross in come of $357 per month, how-
ever, the person would be ineligible for SSI since
net income would exceed the SSI benefit level by
$1. The applicant would also be ineligible for Med-
icaid, since net income under the medically needy
program would exceed the medically needy in-
come level by $37. The $37 figure is calculated
by comparing the applicant’s net income ($357
gross income minus $20 income disregard equals
$337) with the medically needy income level in
the State of $3oo.

In this example, the applicant would have to in-
cur medical expenses of $37 per month before
Medicaid coverage would begin to pay for any
remaining bills. A “notch” is thus created in the
Medicaid eligibility process whereby an applicant
who is ineligible by $1 for SSI loses $26 in avail-
able income because of the limitations on the med-
ically needy income level.

(2) Deeming.– (( Deeming” is a concept that af-
fects applicants for both SSI and medically needy
coverage. It is also an eligibility factor often en-
countered by persons with dementia.

One of the principles underlying the adminis-
tration of most welfare programs is the notion
that only income and resources actually available
to an applicant or recipient will be considered.
Deeming is used to permit the consideration of
income and resources that may not actually be
available to the applicant or recipient. Instead that
income is defined to be available,

For example, pension income received by one
spouse may be considered available to the other
spouse applying for Medicaid. In determining the
spouse’s Medicaid eligibility the “deemed” income
will be added to the applicant own income. This
is true even if the nonapplicant spouse fails to ac-
tually make any income available to the applicant.

In States using SSI criteria, deeming considers
the availability of income and resources of a
spouse or of the parents of a child under the age
of 21. Thus, with some exceptions, the income
and resources of one spouse will be considered
available to the other spouse regardless of their
actual availability.

Two common effects of deeming have been
noted. The first is felt when the income and re-
sources belong to the nonapplicant spouse, in
which case they are considered available to the
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applicant spouse. The “deemed” income or re-
sources may thereby either result in a finding of
ineligibility or increase the amount of medical ex-
penses that must be incurred before eligibility is
established. At the same time, the nonapplicant
spouse will be impoverished since he or she will
be forced to live at the SS1 benefit level in most
States.

The second effect is felt when the income and
resources belong to the applicant. In that case,
a portion of that spouse’s income and resources
will be considered available to the nonapplicant
spouse. If, for example, the nonapplicant spouse
has no income in his or her own name, the ‘(deemed”
income will be used to support the nonapplicant.

This “backwards deeming” from a spouse in a
nursing home to family members outside it is crit-
ical if family members are going to have some in-
come to meet their needs for food, clothing, and
shelter. However, Federal limits on the amount
of income that can be deemed to the nonappli-
cant spouse ensure that impoverishment will
occur.

For example, in the case of an individual in a
nursing home with only a spouse at home, the
amount that may be set aside for that person’s
needs may not exceed the highest of the SS1 ben-
efit standard, the optional State supplement (if
any), or the medically needy income standard (42
CFR 435.832). In most States, this means that the
spouse in the community must live on $336 per
month. These limited set -asides have been upheld
by the courts (21).

The effect is potentially worse in States using
more restrictive eligibility criteria. Under the Fed-
eral deeming rules, 209(b) States are required to
deem income at least to the extent required in
States using SS1 criteria. However, these more re-
strictive States also have the option of deeming
to the extent that they did before 1972. The
amount of deemed income and resources may
therefore be significantly greater in 209(b) States
than in those using SS1 criteria.

The deeming requirements in 209(b) States are
somewhat unsettled. In 1979, the United States
Court of Appeals for the District of Columbia in-
validated the Federal deeming rules then in ef-
fect for 209(b) States (16). The Court of Appeals

decision was then overturned by the United States
Supreme Court (25). During the period between
the two decisions, the Secretary of Health and Hu-
man Services had rescinded the 1977 deeming
rules invalidated by the Court of Appeals and ap-
proved by the Supreme Court. The Secretary has
since proposed reinstating the 1977 rules.

One of the perverse effects of deeming is to en-
courage the separation of families through place-
ment of a family member in a nursing home or
through divorce. In States using SSI criteria, for
example, when a spouse moves to a nursing home
deeming must end with the beginning of the first
day of the first full month of residency (20 CFR
416.l167(a)). (Some States had deemed income in-
definitely prior to the promulgation of SSI stand-
ards. This limitation lessens some of the harshest
effects of deeming in States utilizing SSI criteria,
but has also been cited as a reason some States
elect to use the 209(b) option.) Similarly, if a hus-
band and wife are divorced, only actual contri-
butions will be considered between husband and
wife.

Since these incentives run contrary to traditional
governmental policies, two approaches have been
developed to discourage the results. The first per-
mits waiver of the deeming rules on a case-by-
case basis when costly nursing home care could
be avoided by the availability of Medicaid fund-
ing for home-based care. This waiver is referred
to popularly as the ‘(Katie Beckett” waiver after
the name of the child whose case led to the waiver
authorization (42 CFR 435.734(b)). The second ap-
proach permits States to provide home- and com-
munity-based services to individuals who, in the
absence of such services, would require institu-
tional care and would be eligible for Medicaid if
they moved to nursing homes (42 U.S.C. 1396n).

The waiver language includes deeming both
from parent to child and from spouse to spouse,
but its limited use has been directed almost en-
tirely to the first situation. Nothing would prevent
it from being used more extensively to encourage
home-based care for persons with dementia, how-
ever, especially during the early stages of the
disease, when home management is frequently
realistic.

Although the deeming process appears to be sex-
neutral, it frequently has a disproportionately ad-
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verse effect on women. At least for the near fu-
ture, most husbands will earn more than their
wives and therefore will have a greater entitle-
ment to pension benefits. Although both spouses
may intend to have these benefits available to sup-
port them in retirement, serious problems occur
when the man is placed in a nursing home first.

In SSI States, for example, the income of the per-
son in the nursing home will be deemed to the
spouse living in the community. From her hus-
band’s deemed income, a woman will be allowed
as her living standard a maximum amount equal
to the SSI benefit level or $336; she is limited in-
definitely by Federal law to an amount far below
the poverty standard. By contrast, if the man is
the spouse still in the community, his obligation
to pay any portion of his income to the wife would
end with the beginning of her first full month in
the nursing home.

Because of widespread dissatisfaction with these
outcomes, some exceptions are being carved out.
Some States with community property laws as well
as other jurisdictions are attempting to divide
income and resources more equitably between
spouses in nursing homes and in the community.
Those attempts have been met with great resis-
tance from the Health Care Financing Adminis-
tration. In California, for example, the Health Care
Financing Administration disapproved a State plan
amendment to use the State’s community prop-
erty rules to determine eligibility (ref. 6, Report
Letter 487).

In community property and noncommunity
property States, courts have begun carving out
additional exceptions. (See, for example, Purser
v. Rahm, 1985; similar cases have been brought
in California, New York, and other States.) Under
the judicial approach, a less than truly adversar-
ial support lawsuit may be initiated by the spouse
in the community against the spouse in the nurs-
ing home to define the former’s property rights.
Such a suit usually results in an allowance for the
spouse in the community far in excess of $336
per month. Attempts by the State Medicaid agen-
cies to disregard this judicial determination have
generally not been successful (23).

(3) Residency.–Another problem that frequently
arises for applicants with dementia is the issue

of residency. Under Federal law, States are only
obligated to provide medical assistance to eligible
persons residing in the State. The problem arises
in determining the State of residence under those
regulations. For example, assume that an adult
had been living in one State for his or her life.
Now, after the onset of dementia, adult children
decide to move the parent closer to their homes
in another State. Under Federal law, the State in
which the children live would now have an obli-
gation to provide medical assistance coverage.

Federal regulations indicate that the residence
of an adult is ordinarily where the adult is living
with the intent to remain indefinitely (42 CFR
435.403(i)(l)(i)). The previous regulations, how-
ever, indicated that the residency of an adult no
longer capable of stating intent was the State in
which the person was living when that capability
was lost (49 FR 13526; 47 FR 27078). A disabled
parent therefore frequently remained in the State
of origin, far from the children, since Medicaid
reimbursement was often such a critical factor.

The current regulations constitute a significant
change. Instead of linking the disabled parent to
the home State, the regulations now provide that
an adult incapable of stating intent is a resident
of the State in which the person is living (42 CFR
435.403(i)(l)(i)). This change makes a significant
difference in encouraging adult children to pro-
vide some care and support for disabled parents.
In practice, however, interviews with State agency
staff and reviews of State policies indicated that
many States are still following the previous rules
(4).

(4} Accounting Periods .–Another issue that af-
fects Medicaid eligibility for applicants with de-
mentia is the length of the accounting period for
determining it. Under Federal law, States elect-
ing to establish medically needy programs may
use accounting periods of up to 6 months (42 CFR
435.831). Thus, instead of determining eligibility
on a month-by-month basis, States can determine
an applicant’s status for a 6-month period.

For example, if it is determined that an appli-
cant exceeds the medically needy income level by
$135 each month in a 6-month accounting period
(because the person’s net income equals $455 in
a State using a $3OO eligibility level), the applicant
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would have a total spend-down liability of $810
in medical expenses (six times $135 per month).
Only after the applicant incurred $810 in medi-
cal bills would Medicaid eligibility be established
and additional covered expenses reimbursed.

The longer the accounting period, the more
medical expenses must be incurred and the more
difficult it is for an applicant to establish eligibil-
ity. Few health care providers are willing to ex-
tend credit to permit an applicant to incur suffi-
cient expenses. Thus, the applicant must pay out
of pocket to the provider a substantial amount
even though the applicant’s income is already far
below the poverty level.

The other effect of a longer accounting period
is to make it more difficult for an applicant to
establish eligibility in the community. An appli-
cant who became ill in a single month might gen-
erate enough medical bills to satisfy the $135
spend-down obligation and thereby establish Med-
icaid eligibility for remaining bills in that month.
However, it is extremely unlikely that the same
applicant would generate $810 in medical ex-
penses (the spend-down liability if a 6-month ac-
counting period is used) without some institutional
care.

Attempts to challenge accounting periods exceed-
ing 1 month have been unsuccessful (1,11)18). In
hogan v. Heckler, the Court of Appeals for the
First Circuit described the impact of the 6-month
accounting period on one of the applicants, a vet-
eran with quadriplegic, in the following language:

Receiving Veterans and Social Security benefits
that bring his spend-down up to nearly $2,300,
the applicant is assertedly forced to operate on
credit, depending on the willingness of his atten-
dant to go unpaid for months at a time, while his
medical expenses accumulate to reach the re-
quired amount. At some point, the applicant was
abandoned by his attendant and was forced to
seek emergency care at a hospital for a short spell
to increase his medical expenses. Other members
of the pIaintiff class are in a similar situation (18).

Despite recognizing the hardships longer account-
ing periods work on applicants, the courts have
ruled that the Federal regulation authorizing 6-
month accounting periods is not illegal. Any
change would therefore require congressional
action.

(5) Responsibility of Relatives.-Medicaid policy
regarding the financial responsibility of relatives
is one of the areas of greatest confusion among
applicants and recipients. In some cases this con-
fusion leads to unnecessary separation or divorce.
In others the result is needless delays in applying
for assistance.

The Social Security Act restricts the circum-
stances in which relative responsibility can be ap-
plied to spouse for spouse and to parent for mi-
nor child or adult child who is disabled or blind
(42 U.S.C. 1396a(a) (17)). Thus, an adult child is not
liable under the Medicaid statute for the support
of elderly or disabled parents. Even in those cir-
cumstances in which relative responsibility is pos-
sible, it is seldom pursued. Under Federal law,
“deeming” is the only form of relative responsi-
bility mandated on the States (see, for example,
42 CFR 435.723 and 435.724). Few States go be-
yond that requirement.

A few States do aggressively pursue relative
responsibility by enforcing general support laws.
In these cases, requests for contributions maybe
sought from responsible relatives who are not ac-
tually supporting recipients at levels established
by the State. Court actions may also be filed to
compel support payments from noncontributing
relatives.

A closely related approach involves the use of
liens. The Medicaid statute had traditionally
barred most use of liens by States to recover Med-
icaid payments that had been properly paid (see
Section 121(a) of the Social Security Amendments
of 1965 (public Law 89-97), as amended by Sec-
tion 13(a)(8) of public Law 93-233 and Section
132(a) of the Tax Equity and Fiscal Responsibility
Act of 1982)). That restriction has now been
changed to permit the use of liens against the real
property of certain elderly recipients and certain
recipients under 65 who are in a nursing home
and not expected to return home (42 U.S.C. 1396p).
However, even in these circumstances, liens are
prohibited against a home occupied by the recip-
ient’s spouse, by a minor child, or by a blind adult
or disabled child (42 U.S.C. 1396p(a)(2)).

These statutory changes in the lien provisions
are relatively recent and few States have amended
their plans to include this requirement. Many,
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however, are considering such changes as part
of a comprehensive plan to target limited finan-
cial resources while permitting more liberal al-
lowances for the needs of spouses and children
of applicants.

(6) Transfer of Assets. —In part because of the
low resource standards under Medicaid, the spec-
ter of wealthy individuals transferring assets for
less than fair consideration in order to qualify for
Medicaid benefits has haunted the program almost
since its inception. Anecdotes, whether true or
false, have been widely circulated of people trans-
ferring hundreds of thousands of dollars in or-
der to be covered by Medicaid in a nursing home.

Few data are available to support these anec-
dotes. Moreover, several incentives under Med-
icaid would discourage such transfers. A person
who gave up substantial assets in order to qual-
ify for Medicaid would have to live on a personal
needs allowance of $25 per month. At the same
time, the recipient would be limited to nursing
homes willing to accept Medicaid patients. These
two factors would operate to discourage most
truly consensual transfers. Nevertheless, the spec-
ter still persists.

Initially, the Medicaid program, by incorporat-
ing the resource requirements of the SSI program
into the adult medically needy program, pro-
hibited States using SSI criteria from penalizing
individuals who transferred assets for less than
fair consideration. A 209(b) State applying more
restrictive criteria could include a transfer of as-
set prohibition so long as such a requirement was
validly part of the State’s 1972 Medicaid plan. Most
State efforts to impose such requirements prior
to 1980 were unsuccessful (see, e.g., 2,12),

That situation was changed in 1980 by the
Boren-Long Amendments to the Social Security
Act (Public Law 96-611, sections 5(a)-(c)). That leg-
islation amended the SSI program to prohibit
transfers of assets for less than fair market value
within 24 months of applying for assistance where
the purpose of the transfer was to qualify for SSI
or to establish continuing eligibility. States were
also authorized to impose similar or even more
restrictive requirements under their Medicaid pro-
grams (see 42 U.S.C. 1396p(c) as added by Section
132(b) of the Tax Equity and Fiscal Responsibility

Act of 1982 (Public Law 97-248), and as amended
by the Technical Corrections Act of 1982 (Public
Law 97-448)).

Although these provisions attempted to deal
with what was perceived to be a significant prob-
lem, they opened as many loopholes as they closed.
Any applicant with substantial assets to protect
could simply transfer those assets with impunity
more than 2 years in advance of applying for assis-
tance. Federal law could have used a longer period
than 2 years for prohibiting transfers. As the
period increases, however, it becomes more and
more difficult to demonstrate that the transfer
was for the purpose of qualifying for assistance.
States that have tried to use longer periods have
not achieved great success in discouraging trans-
fers. The 2-year provision is especially relevant
for persons with dementia, because the illness is
protracted and years may pass between the on-
set of symptoms and the need for nursing home
care.

Most recently, a further attempt was taken to
deal with this problem through the Consolidated
Omnibus Budget Reconciliation Act of 1985 (CO-
BRA) (Public Law 99-272, Section 9506(a)). Most
States do not consider assets placed in a discre-
tionary trust in determining the eligibility of an
applicant or recipient. A discretionary trust is one
in which the assets are to be spent in the sole dis-
cretion of the trustee for the benefit of the bene-
ficiary. The trust assets are therefore not actu-
ally available to the beneficiary although trust
payments to that person would be considered as
income. The act of placing assets in a discretion-
ary trust, within 2 years of applying for assistance
or while a recipient, might also trigger a State’s
transfer of asset provision, however.

The COBRA legislation amended Federal law to
declare that discretionary trusts, referred to as
Medicaid qualifying trusts, are no longer exempt
from consideration as an asset. These amendments
are therefore designed to discourage the practice
regardless of when the trust was created.

In actuality, however, the effect of these amend-
ments will likely be to encourage applicants wish-
ing to qualify for Medicaid to make outright gifts
of assets that would otherwise be placed in a dis-
cretionary trust. Since many States succeeded in
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requiring beneficiaries to petition courts to invade
such trusts, the short-term effect of these amend-
ments may be counterproductive by reducing the
assets that States might otherwise reach.

For persons with dementia, transfer-of-asset
provisions may block steps that could be taken
to ease the hardship on spouses in the commu-
nity without outside income. If the spouse in a
nursing home has all of the income in his or her
name, the amount allocated to the spouse in the
community will vary between approximately $72
and $336, depending on the State involved. To
ease the hardship created by that limitation, a
spouse in a nursing home might attempt to trans-
fer income-generating assets to the sole owner-
ship of the spouse outside the nursing home. Such

an approach would be barred by existing law un-
less the transfer takes place more than 2 years
before the spouse in the nursing home needs Med-
icaid reimbursement for care.

On the other hand, families with a relative with
dementia may actually be less disadvantaged by
the transfer-of-asset prohibition than other fam-
ilies. The current provision tends to reward fam-
ilies that seek legal and financial advice early. Be-
cause of the time that may pass between onset
of symptoms and the need for nursing home care
for a patient with dementia, a family that trans-
fers assets early will be able to protect those as-
sets for the use of other family members and still
maximize Medicaid eligibility.

SCOPE OF SERVICES

Medicare

The Medicare program covers primarily acute
medical care and does not cover protracted long-
term care. Moreover, while hospital services, phy-
sician services, and skilled nursing care are in-
cluded, some basic acute medical services, such
as prescription drugs, are excluded. The limita-
tions on the scope of services therefore have a
direct impact on the importance of the Medicare
program for beneficiaries with dementia,

The coverage of a service, however, does not
necessarily imply that reimbursement will be avail-
able for beneficiaries with dementia. In interviews
conducted during the course of this assessment,
Medicare beneficiaries uniformly decried what
they described as “misleading” Federal brochures
–pamphlets, for example, that indicate that Medi-
care beneficiaries can receive up to 100 days of
nursing home care (4). Although that statement
is factually correct, few people who receive Medi-
care ever receive this reimbursement for nurs-
ing home care.

Those who were interviewed felt that they had
been led into a false sense of security by the
brochure explanations of coverage. The two most
dramatic examples of this problem occur with re-
gard to two exclusions from coverage under

Medicare—the “not reasonable and necessary” ex-
clusion and the “custodial care” exclusion.

"(Not Reasonable and Necessary”
Exc lus ion

The Social Security Act excludes from reim-
bursement under Medicare “any expenses in-
curred for items or services which . . . are not
reasonable and necessary for the diagnosis or
treatment of illness or injury or to improve the
functioning of a malformed body member” (42
U.S.C, 1395y(a)(l)(A)). The exclusion thus places
the burden on the beneficiary to show that the
particular item or service for which reimburse-
ment is sought will “treat” the disease. Since the
services required by a patient with dementia, for
example, will not cure the disease but only man-
age its symptoms, reimbursement is uncertain,
Yet, most chronic diseases of the elderly are not
“cured” by medical care and treatment. For ex-
ample, a patient with coronary heart disease will
frequently require care and treatment designed
to manage the symptoms of the disease even
though the underlying disease will not be cured.
Because there is no similar medical protocol for
patients with Alzheimer’s disease, however, and
because the services required by patients with
dementia are not purely medical, the standard ex-
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eludes coverage for many services for many pa-
tients with dementia.

This exclusion problem is similar to the draft-
ing difficulties encountered in legislative attempts
to cover hospice care under Medicare (42 U.S.C.
1395d(d)). (Section 122(h) -(k)of the Tax Equity and
Fiscal Responsibility Act of 1982 added hospice
care as a covered service.) It was not sufficient
to simply amend the Social Security Act provisions
defining scope of services. Since hospice care is
not a cure-oriented service, but rather a support -
ive maintenance one, the “not reasonable and nec-
essary” exclusion’s focus on treatment would have
presented coverage problems.

Congress opted to modify the “not reasonable
and necessary” exclusion to permit coverage of
hospice care that is reasonable and necessary for
“the palliation or management of terminal illness”
(42 U.S.C. 1395y(a)(l)(C)). This standard differs sig-
nificantly from the “diagnosis or treatment” stand-
ard and thereby authorizes coverage that would
not otherwise be available.

“Custodial Care” Exclusion

The Medicare program also excludes items or
services that ‘(are for custodial care” (42 U.S.C.
1395y(a)(9)). This exclusion is similar to and often
overlaps the “not reasonable and necessary” ex-
clusion. Indeed, the 1982 amendments authoriz-
ing reimbursement for hospice care also had to
modify the “custodial care” exclusion by denying
reimbursement for “custodial care (except, in the
case of hospice care, as is otherwise permitted
under paragraph [1862(a)] (l)(c)” (42 U.S.C. 1395y
(a)(9)).

The ‘(custodial care” exclusion is perhaps most
often used with regard to nursing home care.
Since only skilled nursing and rehabilitation serv-
ices are covered under Medicare, “custodial care”
is defined to include all services that do not qual-
ify as “skilled nursing and skilled rehabilitation
services” (42 CFR 405.310(g)).

‘(Skilled nursing” services:

1. are ordered by a physician;
2. require the skills of technical or professional

personnel such as registered nurses, licensed
practical (vocational) nurses, physical ther-

apists, occupational therapists, and speech
pathologists or audiologists; and

3. are furnished directly by, or under the super-
vision of, such personnel (42 CFR 409.31(a)).

That definition has been applied restrictively
to deny reimbursement for many otherwise cov -
ered services. (Many of these initial denials have
been overturned at the administrative law judge
hearing stage or in judicial review; see ref. 6, para.
4115). Such denial of coverage has occurred be-
cause insufficient weight has been given to such
factors as when a technical or professional per-
son’s skills are required to observe and assess the
patient’s changing condition.

Although the regulations expressly recognize
the needs of “patients who, in addition to their
physical problems, exhibit acute psychological
symptoms such as depression, anxiety, or agita-
tion, etc., [and therefore] may also require skilled
observation and assessment by technical or profes-
sional personnel to assure their safety and/or the
safety of others” (42 CFR 409.33), Medicare reim-
bursement for extended nursing home care is
nonetheless unusual. One aggravating factor for
persons with dementia is the limited rehabilita-
tion potential. As noted earlier, the Medicare pro-
gram remains “cure-oriented .“ With regard to
nursing home care, the Federal regulations ac-
knowledge that “even if full recovery or medical
improvement is not possible, a patient may need
skilled services to prevent further deterioration
or preserve current capabilities” (42 CFR 409.32(c)).

However, even the best skilled services will fre-
quently not prevent, but will only slow, further
deterioration under current treatment protocols
for persons with dementia. And the best skilled
services will generally not preserve current ca-
pabilities, but will only slow their loss.

Medicaid

Although the Federal Medicaid statute permits
substantial State flexibility in identifying which
services will be reimbursed for which populations,
it also imposes some uniform requirements. Those
persons who are described as “categorically
needy” must be reimbursed for the following serv-
ices: inpatient hospital services, outpatient hos -
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pital services, rural health clinic services, other
laboratory and x-ray services, skilled nursing facil-
ity services, early and periodic screening diagnosis
and treatment services, family planning services
and supplies, physician services, and nurse-mid-
wife services (42 U.S.C. 1396a(a) (10)(A) and 1396d(a)).
Home health services must also be provided for
any person entitled to skilled nursing facility serv-
ices (42 U.S.C. 1396a(a) (10)(D)).

The term “categorically needy” is not used in
the Social Security Act. It has become a term of
art under the Federal Medicaid regulations (42
CFR 435.500). It refers to those persons receiving
SSI and AFDC (the mandatory categorically needy)
as well as those special groups (the optional cate-
gorically needy) who display special characteris-
tics, such as the nursing home cap population,
that entitle them to eligibility. Most of the optional
categorically needy groups were added to the
Medicaid rolls after 1965 without express statu-
tory authorization. Starting in 1981, many of these
groups were expressly added to the Social Secu-
rity Act.

If a State plan covers the “medically needy,” sep-
arate service requirements are imposed. Further-
more, if a State covers the “medically needy” and
reimburses for services in institutions for mental
diseases or in intermediate care facilities for the
mentally retarded (or both), then it must also cover
either the services required for the “categorically
needy” or an assortment of the services for which
Federal reimbursement is available.

Uncovered  serv ices

The initial problem confronted by a recipient
with dementia may be that the services needed
are not covered by the State plan, for one of two
reasons. First, some services are not eligible for
Federal financial participation under the Federal
Medicaid statute, which only authorizes reim-
bursement for “medical care” and ‘(remedial care”
(42 U.S.C. 1396d(a)). (These terms have been ex-
panded in recent years to include services author-
ized pursuant to home- and community-based
waivers.) Services such as respite care, which may
be important for the maintenance at home of a
person with dementia, are not covered. Minor
structural changes to a home that would delay

or avoid institutionalization of a person with de-
mentia are also not covered.

Second, the Federal Government has chosen not
to make the Medicaid program uniform in the 55
jurisdictions administering the program. States
continue to possess the discretion to decide what
services are to be covered for which populations.

Amount,  Duration, and Scope

Inclusion of a service in the State plan for a par-
ticular population does not automatically ensure
coverage. States are permitted to impose limita-
tions on the amount, duration, and scope of cov-
ered services that may greatly reduce availabil-
ity. For example, a State may cover physician
services, but may permit only one visit per month.
Similarly, inpatient hospital services may be cov-
ered, but only for 12 days of coverage per fiscal
year.

Legal challenges to such limitations have been
largely unsuccessful. Federal regulations require
that services must be sufficient in amount, dura-
tion, and scope to reasonably achieve their pur-
pose (42 CFR 440.230(b)), yet most courts have
ruled that no violation is present even if many
medical procedures reasonably require services
in excess of the limitation (3,8)17).

Similarly, although Federal regulations prohibit
States from arbitrarily denying or reducing the
amount, duration, or scope of a required service
to an otherwise eligible recipient solely because
of the diagnosis, type of illness, or condition (42
CFR 440.230(c)), most courts have ruled that limi-
tations due to fiscal reasons are not arbitrary and
do not discriminate even if certain diagnoses, ill-
ness, or conditions generally require services in
excess of the limitation (3,8,17). Moreover, although
Federal regulations authorize State Medicaid agen-
cies to place limits on a service based only on such
criteria as medical necessity or on utilization con-
trol procedures (42 CFR 440.230 (d)),” most courts
have upheld across-the-board limits that are not
based on these considerations (3,8,17).

Institutions for Mental  Diseases

Another possible influence on the availability
of nursing home care for Medicaid recipients with
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dementia is the Federal exclusion of services in
institutions for mental diseases except for persons
at least 65 and for inpatient psychiatric hospital
services for persons under age 21 (42 U.S.C. 1396d
(a)(B)). The Federal administration of this provi-
sion has been the subject of much controversy.
The Health Care Financing Administration has de-
fined the term “institution for mental disease”
(IMD) in guidelines in the State Medicaid Manual.

These IMD guidelines look to such factors as
the licensure status of the facility, the way the
facility advertises and “holds itself out” to the pub-
lic, and the facility’s level of security. The factor
that probably has presented the greatest difficulty
for States and providers has been the guideline
that considers whether “more than 50 percent
of the patients have mental diseases which require
inpatient treatment according to the patients’ med-
ical records” (ref. 26: Section 4390).

The Federal IMD guidelines have been upheld
by the U.S. Supreme Court (7). The clear signal
to State agencies and nursing homes from that
decision was to carefully monitor the patient mix
in order to stay below the 50 percent guideline.
Because persons with dementia often have be-
havioral symptoms, nursing homes have incen-
tives to deny admission to these individuals.

Yet the same Federal guidelines expressly ex-
clude persons with dementia when calculating the
50 percent. The guidelines emphasize that:

. . . in using the ICD-9-CM [International Classifi-
cation of Diseases, 9th revision, Clinical Modifi-
cation], it is important to note that, although the
senile and presenile organic psychotic conditions
listed [including senile dementia, presenile demen-
tia, senile dementia with delusional or depressive
features, and arteriosclerotic dementia] . . . are
included as mental disorders, these diagnoses rep-
resent the behavioral expression of underlying
neurological disorders. For this reason, these con-
ditions are not to be considered mental diseases
for purposes of IMD identification (ref. 26: Sec-
tion 4390).

Despite the clear language of that provision,
nursing home administrators interviewed during
the course of this assessment frequently referred
to the IMD exclusion as the reason they are reluc-
tant to admit patients suffering from dementia
(4). The incentive to refuse admission therefore

persists because administrators prefer not to risk
their certification or to jeopardize their substan-
tial Federal funding for intermediate and skilled
nursing facility care. Their cautiousness appar-
ently stems from a fear that the IMD guidelines
will be applied to include facilities that are not
institutions for mental disease (27).

Home- and Community-Based Services

The home- and community-based services
waiver, added to the Medicaid statute in 1981 as
part of the Omnibus Budget Reconciliation Act,
was designed to permit Medicaid funding of serv-
ices in the community for individuals who would
otherwise require placement in a nursing home.
Although costs associated with room and board
in the community were still excluded, Federal
funding became available for the costs of case
management, homemaker, home health aide, per-
sonal care, adult day health, habilitation, respite
care, and other services requested by the State
and approved by the Secretary (46 FR 48532). Com-
bining this “services” waiver with the “eligibility”
waiver of deeming requirements for persons who
would otherwise be at risk of nursing home place-
ment significantly expands the options for fam-
ilies with someone with dementia.

The potential expansion has been largely unreal-
ized, however. The major obstacle appears to be
the restrictive interpretation of cost-effectiveness
employed by the Health Care Financing Adminis-
tration and by the Office of Management and Bud-
get in reviewing waiver applications. The Federal
statute requires States seeking home- and com-
munity-based services waivers to provide satis-
factory assurances that “average per capita ex-
penditures . . . with respect to such individuals”
will not exceed “the average per capita expendi-
ture . . . for such individuals if the waiver had not
been granted” (42 U.S.C. 1396n(c)(2)(D)). The em-
phasis in that congressional language on “such”
individuals indicates that a waiver application
should be granted if a State can show that the
waiver will be cost-effective for individuals served
under the waiver.

By contrast, the regulatory formula for evalu-
ating cost-effectiveness does not simply consider
the costs associated with individuals who would
be served under the waiver (42 CFR 441.303). In-
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stead, it also considers costs attributable to other
recipients under the State plan. The effect has
been to limit the scope of the waiver process. If,
for example, a State proposed to add home- and
community-based services to its plan, some per-
sons could be moved from a nursing home and
served in the community. Unless the beds occu-
pied by those persons remained vacant, however,
average per capita costs under the regulatory for-
mula might actually increase due to the commu-
nity costs associated with the recipients now in
the community and the nursing home expendi-
tures associated with “substituted” recipients.

Some of these “substituted” recipients are cur-
rent Medicaid enrollees who could not gain ac-
cess to nursing home beds and therefore could
not generate expenditures. Other ‘(substituted” re-
cipients are not current enrollees because they
could not gain access to nursing homes and there-
by generate sufficient expenses to meet medically
needy spend-down requirements. Costs associated
with both classes of “substituted” recipients make
it difficult for a State to meet regulatory cost-
effectiveness criteria.

The Federal regulatory approach to measuring
cost-effectiveness appears to run contrary to the
express language of the statute and its legislative
history. It effectively “caps” the number of nurs-
ing home beds in the State and thereby limits the
entitlement aspect of the Medicaid program. It re-
mains, however, the standard applied in evaluat-
ing waiver applications. The net effect has been
to permit only limited use of the waiver author-
ity, largely in cases when an institution is being
closed and therefore no “substitution” can occur.

Communi ty  Serv ices

One persistent criticism of the Medicaid pro-
gram is that it is oriented too much toward in-
stitutional care and services. Part of this ‘(bias”
is an inevitable result of the low eligibility levels
used under the program. Few nonwelfare appli-
cants will be eligible without having incurred sub-
stantial medical expenses, which are most likely
to be incurred in an institutional setting.

In addition, many State plans do not include the
range of community services needed to avoid or
delay nursing home placement. Medical day care

and personal care services, for example, can qual-
ify for Federal reimbursement without a waiver
when provided through a medical model. Few
States include such services in their plans and even
fewer have been able to attract enough providers
to permit recipients broad access to services.

The orientation toward institutional care and
services is not illegal under the Medicaid statute.
The effect, however, has been to make it more
likely that a recipient with dementia will be served
in an institutional setting, if at all, since that is
often the only service site for which reimburse-
ment will be available.

Intermediate Care Facil i t ies

Unlike the Medicare program, the Federal Med-
icaid statute authorizes reimbursement for inter-
mediate care facility services (42 U.S.C. 1396d(a)(15)).
That provision is an important funding source for
long-term nursing home care of dementia patients.
Federal regulations define intermediate care to
mean services in a facility that:

(1) Fully meets the requirements for a State
license to provide, on a regular basis, health-
related services to individuals who do not require
hospital or skilled nursing facility care, but whose
mental or physical condition requires services
that—

(i) Are above the level of room and board;
and

(ii) Can be made available only through insti-
tutional facilities (42 CFR 440.150(a)(l)).

Although this definition is less stringent than that
of skilled nursing care under either Medicare or
Medicaid (42 CFR 440.40), it may still restrict ac-
cess for persons with dementia.

The restrictions usually stem from implemen-
tation of the words “can be made available only
through institutional facilities.” Although most in-
dividuals with dementia will require more than
room and board (such as skilled observation and
behavior management) due to their mental con-
dition, few require nursing home placement for
this level of care. In fact, many families can and
do manage home care of spouses and relatives
suffering from dementia through services both
in and outside the home (such as respite care, per-
sonal care, attendant care, and adult day care).
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Despite the potential problems that the inter- to the practical availability of that care. Never-
mediate care requirement poses, most States in- theless, different interpretations of this criterion
terpret the standard in a lenient manner. Instead for coverage have spawned large variations from
of considering the theoretical availability of nonin - State to State and even within States.
stitutional care, many utilization reviewers look

R E I M B U R S E M E N T  P R A C T I C E S

Reimbursement practices are often thought of
as a matter between the bill-paying agency and
the provider of services that does not really af-
fect program beneficiaries. But these practices
directly influence provider participation and,
therefore, access to services. Moreover, the level
of reimbursement will influence the amounts that
program beneficiaries have to pay for covered
services.

Medicare

Diagnosis-Related Groups

The adequacy of Medicare reimbursement for
hospital services has received considerable pub-
lic scrutiny recently. The introduction of reim-
bursement for hospital services based on diag-
nosis-related groups (42 U.S.C. 1395ww) resulted
in complaints of dumping of “heavy-care” patients
—those likely to generate costs during a stay above
the average for that class of diagnosis. Such dump-
ing has special implications for patients with de-
mentia.

Medicare reimbursement for inpatient hospi-
tal services related to a diagnosis of Alzheimer’s
disease or another form of dementia tends to be
adequate to cover services needed. However, ade-
quacy of reimbursement does not guarantee ac-
cess to care.

Once a person has been diagnosed as suffering
from dementia, he or she must ultimately be dis-
charged to an appropriate family, community, or
institutional care setting. To the extent that these
service settings are not available, patients may be-
come “backed-up” in hospitals, which can push
costs above the available reimbursement. Such
difficulties in placement may then dissuade hos-
pitals from admitting persons likely to be diffi-
cult to discharge—including those with dementia
(although there is no quantitative evidence of this).

A related problem arises when a person with
dementia is admitted for a condition unrelated
to the underlying illness. Patients with dementia
are commonly perceived as being more difficult
to manage. More intensive staff services for su-
pervision and patient management may be re-
quired. Hospitals may therefore have a financial
incentive to discourage admission of such patients.

Hospitals are also prevented from simply shift-
ing costs to a patient:

A hospital may not charge a beneficiary for any
services for which payment is made by Medicare
[under the prospective payment system], even if
the hospital’s costs of furnishing services to that
beneficiary are greater than the amount the hos-
pital is paid under the prospective payment sys-
tem (42 CFR 412.42).

phys ic ian  Re imbursement

Medicare reimbursement for physician services
has also been the subject of congressional action.
Most Medicare beneficiaries have difficulty find-
ing physicians willing to accept Medicare assign-
ment for the costs of care. Under Part B of the
Medicare program, a physician is not generally
required to accept Medicare reimbursement as
reimbursement in full. Instead, reimbursement
is limited to 80 percent of a fee established for
that provider. When a physician accepts assign-
ment, the Medicare program makes reimburse-
ment directly to the physician, and the Medicare
beneficiary is responsible for paying the remain-
ing 20 percent. In nonassignment cases, the Medi-
care program still pays only 80 percent of the
established fee. However, the beneficiary is lia-
ble for paying the difference between the Medi-
care-established fee and the actual fee. Since actual
fees generally exceed the Medicare-established
fees significantly, the beneficiary is usually liable
for far more than the 20 percent of the established
nonassignment cases.
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Congress attempted to remedy this situation in
the Deficit Reduction Act of 1984 by establishing
a voluntary participation system for physicians
and suppliers willing to accept assignment for all
services provided to Medicare patients during a
fiscal year (42 U.S,C. 1395u(h)).

The incentive to encourage participation in-
cluded listings in directories and toll-free tele-
phone lines, electronic transmission of claims, and
certificates of participation. Probably the most sig-
nificant factor, however, was an expected exemp-
tion from freezes on fees to Medicare benefi-
ciaries.

Under the Medicare and Medicaid Budget Rec-
onciliation Amendments of 1984 (enacted as part
of the Deficit Reduction Act of 1984), beginning
July 1984, all customary and prevailing charge
levels for physicians’ services were “frozen” at the
levels in effect from July 1983 to June 1984. That
freeze prohibits both participating and nonpar-
ticipating physicians from passing on increases
in charges during that period. However, partici-
pating physicians would receive a retroactive
“catchup” in their fee profiles (42 U.S.C. 1395u(b)(4)).

Although this approach held out some promise
of increasing the number of physicians willing to
accept assignment, the physician fee freeze may
have undercut most of the benefits anticipated.
That problem, which adversely affects all Medi-
care beneficiaries, may have special consequences
for persons with dementia.

If a physician believes the costs of treating a
patient outweigh the financial benefits, access to
care may be reduced. Because the fee for provid-
ing a specific service is the same for light-are and
heavy-care patients, a physician is more likely to
see the lightware patient unless too few patients
are scheduled to fill the workday.

The management problems frequently associ-
ated with patients with dementia, along with the
high frequency of related problems and the limited
rehabilitation potential, lead many providers to
view patients with dementia as needing heavy
care. Although the Medicare regulations permit
an adjustment in fee levels for special factors (42
U.S.C. 1395u(b)(3); 42 CFR 405.506), the cumber-
some administrative machinery for invoking this

adjustment is generally not worth the effort. The
effect, therefore, is to discourage equal access to
care for the population of persons with dementia.

Nursing Home Reimbursement

Although hospitals are now reimbursed on the
basis of diagnosis-related groups, the Medicare
program continues to use a retrospective reason-
able-cost reimbursement system (42 U.S.C. 1395f(b);
42 U.S.C. 1395x(v)). The theory behind that sys-
tem is that a provider’s actual and reasonable costs
related to patient care will be reimbursed by the
program.

The effect of that system on recipients requir-
ing heavy care is to discourage access to nursing
homes. Since most homes are for-profit facilities,
they have a financial incentive to maximize reve-
nues in relation to costs. This incentive will be
advanced most by admitting light+ are patients.
The nursing home will receive its actual costs re-
lated to providing services and will receive the
same return on equity capital.

A nursing home that admits a heavy-care pa-
tient will still receive only its actual costs of pro-
viding care for that individual, As it will receive
no increase in profits, and as heavy-care patients
are more trouble for the facility, the nursing home
has an incentive to admit the “cream”–light-care
patients–and to discourage those perceived as
needing more care.

Data on whether persons with dementia actu-
ally require more care are still preliminary. Some
studies indicate that residents with dementia need
more care and attention from nursing staff, with
one study reporting that nursing staff spent ap-
proximately 36 percent more time on patients with
“senile dementia” than the minimum time required
for nursing care in general (19). However, as in-
dicated in chapter 7, that additional requirement
may be largely due to inhospitable physical envi-
ronments and inappropriate care approaches.

Whatever the ultimate findings, access patterns
are now sculpted by the perception that individ-
uals with dementia need extra care. Nursing home
administrators interviewed for this assessment re-
ported almost unanimously that it is more diffi-
cult for persons with dementia to gain access be-
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cause of heavy-care requirements (4). So long as
these perceptions control admissions practices,
access for persons with dementia will continue
to be more difficult.

Medicaid

For many years the Federal Medicaid regula-
tions have recognized the direct link between pro-
vider participation and fee levels. (Several studies
have noted this link but also that fee levels are
not the only factor affecting access and they may
not even be the most significant factor in some
cases (e.g., 9,22).) Thus, Federal regulations re-
quire fees to “be sufficient to enlist enough
providers so that services under the plan are avail-
able to recipients at least to the extent that those
services are available to the general population”
(42 CFR 447.204).

In practice, that goal has not been realized. Med-
icaid recipients do not have the same access to
services as the general population. Thus not only
do persons with dementia in general have diffi-
culty obtaining appropriate care, the problems
are compounded if they are dependent on Medicaid.

Nursing home reimbursement under Medicaid
must be “reasonable and adequate to meet the
costs that must be incurred by efficiently and eco-
nomically operated providers to provide services
in conformity with applicable State and Federal
laws, regulations, and quality and safety stand-
ards” (42 U.S.C. 1396a(13); 42 CFR 447.253(b)(l)).
In practice, most States have established a per
diem rate for each facility based on some statewide
limits on allowable costs.

Under a per diem system, facilities have a strong
financial incentive to deny admission to persons

they perceive will need heavy care. Since the fa-
cility in such a State receives the same amount
regardless of the needs of the individual, a light-
care patient will be more profitable for the facil-
ity. The present reimbursement model in many
States therefore discourages access for persons
with dementia.

Other States use weighted systems, following
a “case mix” or “patient mix” reimbursement meth-
odology, that reimburse facilities based on the
service needs of individual residents. These sys-
tems have the potential to eliminate any bias in
admissions against patients regarded as needing
heavy care, such as those with dementia. They
could also improve patient care.

To the extent that the assessment tool used in
these systems accurately reflects the functional
disability of the individual and the associated serv-
ice needs, higher reimbursement will be available
for persons with greater service needs. Nursing
homes would then have no incentive to limit ad-
missions to light+ are patients, In addition, to the
extent that greater reimbursement is available to
fund care for an individual, more services can be
provided to meet that person’s needs.

These potential benefits may not automatically
be realized, however, simply because a State uses
a case mix system. Some of these systems focus
primarily on the medical needs of the individual
and do not give sufficient weight to the person’s
supervision and behavior management needs (see
chs. 6 and 8). Unless these other needs are ac-
counted for, the service needs determined for the
patient and the associated reimbursement will not
be adequate. The bias against admitting persons
with dementia will persist, and promises of appro-
priate care may not be realized.

ADMINISTRATIVE PROCEDURES

Barriers Under Medicare Security district offices is frequently difficult. It

The administrative procedures that raise bar- may take years to overturn an initial erroneous
denial of eligibility for benefits and, thus, to ob-

riers to beneficiaries with dementia are the same
tain coverage.as those for others using Medicare. Obtaining in-

formation about services from fiscal intermedi- Appeals of denial of eligibility are often delayed,
aries or carriers or about eligibility from Social especially at the reconsideration and administra -
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tive law judge levels. Appeals about coverage of
services are subject to the same limitations appli-
cable generally: Hearings will not be granted un-
der Part A unless the amount in question is $100
or more, and judicial review will only be avail-
able if at least $1,000 is in dispute (42 U.S.C.
1395ff (b)(2)). Appeal rights under Part B are more
restrictive—a hearing will not be granted unless
$100 or more is in question, and no judicial re-
view is available for dissatisfied beneficiaries (42
U.S.C. 1395u(b)(3)(C); see also, 15).

Barriers Under Medicaid

Similar administrative barriers exist in the Med-
icaid program. Eligibility determinations are often
subject to substantial delays, above and beyond
those associated with the underlying social secu-
rity or welfare determinations. But there are some
additional barriers unique to Medicaid.

Civil  Rights Enforcement

The Medicaid eligibility rolls tend to include
more people belonging to racial and ethnic mi-
norities than do the Medicare rolls. The traditional
access problems experienced by minority persons
may therefore be present to a greater degree un-
der Medicaid. Discrimination in violation of Title
VI of the Civil Rights Act of 1964 (42 U.S.C. 2000d)
may take many forms.

People in minority groups tend to have poorer
health and may need more services. Yet in many
States black Medicaid recipients 65 and older use
only half the amount of services used by white
Medicaid recipients of similar age. (See, e.g., 20.)

Recipients with dementia may also experience
discrimination on the basis of national origin.
Someone who learned English as a second lan-
guage may revert to his or her original language
after the onset of dementia. That person will face
substantial difficulties obtaining services if pro-
viders do not communicate in the same language.

Discrimination on the basis of handicap (in vio-
lation of Section 504 of the Rehabilitation Act of
1973 (29 U.S.C. 794)) may also be a problem. Bias
against individuals perceived by nursing homes
as needing heavy care persists despite the issu -

ance of letters of findings by the Office for Civil
Rights of the Department of Health and Human
Services. For example, the Office for Civil Rights
has found a violation where a nursing home ex-
cluded persons with colostomies and ileostomies
(28). Persons with dementia may experience such
discrimination in attempting to gain access to day
care and other providers as well.

Without civil rights enforcement by States
(which are primarily responsible for limiting par-
ticipation in the Medicaid program to providers
who comply with Title VI and Section 504) and
by the Federal Government (which through the
Office for Civil Rights of the Department of Health
and Human Services is ultimately responsible for
enforcing compliance with the civil rights laws
under both Medicare and Medicaid), these pat-
terns and practices may persist.

Independent legal challenges by dissatisfied
beneficiaries and recipients have been success-
ful in some cases. However, the scope of the po-
tential problem and the magnitude of the re-
sources that may be needed suggest that private
civil rights actions cannot substitute for govern-
ment enforcement.

Fair  Hearings

Medicaid recipients have a broad legal right to
administrative hearings under the program. This
hearing right could be used to check erroneous
actions by agencies or providers. Its use, however,
is limited.

Although statistics are no longer being collected,
quality control data collected by DHHS prior to
1981 show that fewer than 5 percent of all recipi-
ents challenged actions taken in violation of Fed-
eral law to withhold, terminate, or deny benefits.
Thus, at least 95 percent of the recipients sub-
jected to negative case actions allow themselves
to be deprived of their entitlements.

The problem is compounded by incentives cre-
ated by the quality control process. States can have
Federal financial participation disallowed only for
erroneous State payments (see 42 CFR 431.804
for Federal policy after Jan. 1, 1984). A State can
be penalized for overpayments or for inappropri-
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ate coverage. Yet, if a State erroneously fails to have a Federal incentive to reduce payments or
make a payment or makes too small a payment, services, but not to ensure full payments for all
no meaningful Federal check exists. States thus eligible persons,

OTHER FEDERAL PROGRAMS

Before reviewing the issues that should be con-
sidered in reforming Medicare or Medicaid to bet-
ter assist persons with dementia and their fam-
ilies, it is important to recognize that other Federal
programs also provide services to this population.
Although their funding levels are not as great,
these programs often fill important gaps for Medi-
care and Medicaid beneficiaries and provide sig-
nificant funding for those ineligible for either
program.

Among these other Federal programs are the
Legal Services Corporation Act (providing civille-
gal assistance for indigent persons) (42 US.C. 2996
et seq.) and the Food Stamp Act (providing fund-
ing for purchases of food by indigent persons) (i’
U.S.C. 2011 et seq.). But probably the two most
important programs affecting persons with de-
mentia are the Older Americans Act (42 U.S.C.
3001 et seq.) and the Social Services Block Grant
(42 U.S.C. 1397 et seq.).

The Older Americans Act is a Federal formula
grant program that provides grants to States that
submit approved plans for the provision of serv-
ices to persons 60 years of age or older, Funding
is available under the act for such services as le-
gal assistance, meal programs at designated con-
gregate sites, and home-delivered meals, In addi-
tion, funding can be provided for supportive
services designed to present unnecessary institu-
tionalization.

The Social Services Block Grant operates in a
similar manner with a target population of low-
income children and adults. Again, States must
submit an approved State plan. Many use this
funding to provide support for adult day care,
respite care, home modifications, and similar com-
munity services that can improve the quality of
life for persons with dementia and their families.

Because these two programs have limited fund-
ing, many States try to use these funds only for
persons or services that cannot be reimbursed
through programs such as Medicare and Medic-
aid. A State survey conducted in conjunction with
this assessment revealed, however, that commu-
nication and coordination between the agencies
administering these different programs is not al-
ways ideal (4). As a result, services are not always
maximized.

In some instances, for example, formula grants
fund services that could be reimbursed under
Medicaid, In others, the failure to provide fund-
ing under a formula grant for a service (such as
in-home respite care) that cannot be reimbursed
under Medicaid without a waiver means that un-
necessary placement of a person with dementia
in a nursing home may occur as families become
exhausted.

CONSIDERATIONS FOR REFORM OF THE
MEDICARE AND MEDICAID PROGRAMS

Three different types of options are available Under the first option, Congress could decide
if it is decided to expand Federal support for per- to overhaul the existing Medicare and Medicaid
sons with dementia and their families. Within programs. Apparent inequities and inefficiencies
each, decisions would have to be made about eligi - could be eliminated, eligibility requirements could
bility, scope of services, the method of reimburse- be simplified, and services could be expanded to
ment, and the nature of the administering agency all groups in need of financial assistance. Various
or agencies. proposed national health insurance and cata-



442 ● Losing a Million Minds: Confronting the Tragedy of Alzheimer’s Disease and Other Dementias

strophic health insurance plans fall under this op-
tion. As a group that would be affected by any
such changes, persons with dementia would be
aided as others are.

Under the second option, Congress could decide
to make incremental changes to the existing pro-
grams in order to improve Federal funding for
persons with dementia. These changes could fo-
cus on the disease-neutral and other criteria that
are inconsistent with public policy.

For example, the Listing of Impairments could
be amended to specifically include dementia as
a qualifying diagnosis. Similarly, a fairer division
of marital income and assets could be mandated
to bring many spouses living in the community
above the poverty level. Case mix reimbursement
systems could be mandated to eliminate any dis-
incentives that may exist for the treatment of per-
sons with dementia. Education of beneficiaries
could be improved to foster a clearer understand-
ing of the scope and limitations of the programs
and to improve families’ planning and decision-
making. These incremental approaches and others
would substantially improve the quality of life for
persons with dementia and for their families.

Under the third option, if Congress concludes
that insufficient support exists for significant re-
form of Medicare and Medicaid, it could still rec-
ognize the need for some additional Federal role
to lessen the hardship of people with dementia
and their families. Reform could consist of a spe-
cialized program to assist these groups. To the
extent that such an approach is based on a closed
appropriation, costs could be controlled while test-
ing various financing and service delivery models.
These models could then be expanded when ad-
ditional funding became available.

Each approach has advantages and disadvan-
tages. Before deciding on the most appropriate
model, several questions should be answered.

First, should the approach be categorical? Many
of the problems identified for long-term care of
persons with dementia are shared by elderly per-
sons and other groups. Should the solution to these
problems be limited only to a single category of
disabled persons?

Second, should the approach be limited to those
most in need? A social insurance program like
Medicare provides benefits to the wealthy as well
as to the poor. Should a solution be limited to only
those who require governmental assistance based
on some means test?

Third, should the approach be built around ex-
isting medical reimbursement programs? Medi-
care and Medicaid generally fund medical serv-
ices. The long-term care services required by
persons with dementia include medical, social, and
other services. Should these nonmedical services
qualify for support?

Fourth, what role should relative responsibil-
ity play? How should any changes be made so that
they encourage the continued provision of volun-
tary care by relatives or others and do not simply
substitute government-funded services for private
care?

These are among the major questions that must
be asked and answered before reform is under-
taken. Incremental or broad reform can then be
initiated to address the critical unmet needs of
persons with dementia and their families, What-
ever approach is undertaken, because the size of
this population is potentially so large and the un-
met needs so great, any significant improvement
in the current situation will necessitate a signifi-
cant commitment of governmental financial re-
sources. Thus, the current suffering can be sig-
nificantly ameliorated, but only at a significant
fiscal cost.
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