
Long-term care (LTC) eligibility criteria
are applied to a sample of 8,437 people
with dementia enrolled in the Medicare
Alzheimer’s Disease Demonstration.  The
authors find that mental-status-test cutof f
points substantially af fect the pool of poten-
tial beneficiaries.  Functional criteria
alone leave out people with relatively severe
dementia and with behavioral problems.  It
is therefore important to consider both
behavioral and mental-status-test criteria
in establishing eligibility for community-
based services for people with dementia.

INTRODUCTION

The most common dementing disorders
that affect elderly persons are Alzheimer’s
disease (AD) and vascular dementia
(VaD), with AD accounting for 60-80 per-
cent of dementia in the elderly (Knopman,
1998).  AD is a degenerative disease of the
brain characterized by gradual onset and
progressive intellectual, cognitive, and
functional decline (Bartels and Colenda,
1998; Small et al., 1997).  Comorbid condi-
tions associated with AD, such as inconti-
nence, psychosis, depression, and behav-
ioral disturbances, are common and com-
plicate the management of the disease
(Small et al., 1997).  There is no cure for
AD, although pharmacologic treatments
may retard the progression of symptoms

(Rogers, Friedhoff, and Donepezil Study
Group, 1996).  Most treatment modalities
attempt to assist people with the disease
using psychosocial interventions.

The prevalence of AD increases with age.
Current estimates suggest that more than 2
million people over age 65 have AD and
that this number will increase to 3.2 million
by the year 2015 (U.S. General Accounting
Office, 1998).  Within the U.S. elderly pop-
ulation, the fastest growing segment is the
cohort age 85 or over, almost one-half (48
percent) of whom have AD (U.S. General
Accounting Office, 1998; Evans, 1990).
More than 50 percent of nursing home res-
idents are estimated to have some form of
dementia (Rovner et al., 1986), and the sup-
ply of nursing home beds is expected to fall
far short of the demand in the near future
(Manton and Liu, 1984).  Because of the
progressive course of many dementing dis-
orders such as AD or VaD that result in
increasing incapacity (Schore and Good,
1987; Zarit, Orr, and Zarit, 1985), 24-hour
care or supervision may be required for
years (Aronson and Lipkowitz, 1981; Blass,
1985; Cohen, Kennedy, and Eisdorfer,
1984).  It is important to consider LTC eli-
gibility criteria for persons with cognitive
impairments because it is likely that the
need for formal community-based services
for people with AD and related diseases will
increase over time.

Care costs associated with AD may
include formal services such as physician
services, inpatient care (hospital and nurs-
ing home), medications, adult day care,
personal care, homemaker services, and
transportation services, but currently the
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vast majority of LTC is provided informally
by relatives and friends (Hu, Huang, and
Cartwright, 1986; Hay and Ernst, 1987;
Huang, Cartwright, and Hu, 1988; Welch,
Walsh, and Larson, 1992; Rice et al., 1993;
Gray and Fenn, 1993; Weinberger et al.,
1993a; Ernst and Hay, 1994; Østbye and
Crosse, 1994; Stommel, Collins, and Given,
1994; Max, Webber, and Fox, 1995; Souetre
et al., 1995; Max, 1996; Cavallo and Fattore,
1997; Wimo et al., 1997).  Formal services
are financed through a variety of sources,
including Medicare, Medicaid, private
insurance, philanthropy, and out-of-pocket
payments (Rice et al., 1993).  It has been
estimated that the annual formal and infor-
mal cost of caring for people with AD in the
United States is $100 billion, with an aver-
age per person lifetime cost of $174,000
(Alzheimer’s Association, 1996).  

LTC is assistance provided to people
with chronic conditions over extended
periods of time to assist them in everyday
activities such as bathing, dressing, eating,
and taking medications.  The United States
does not have a uniform national program
with the primary purpose of paying for
LTC.  Instead, publicly funded LTC ser-
vices are paid for by many Federal and
State government programs.  Virtually all
the programs have eligibility criteria based
on age and/or the presence of particular
diseases and conditions.  These criteria
create six major categories of people eligi-
ble to receive services:  (1) elderly people;
(2) people with chronic physical diseases
and conditions; (3) people with mental ill-
ness; (4) people with mental retardation
and other developmental disabilities; (5)
people with human immunodeficiency
virus or acquired immunodeficiency syn-
drome; and (6) children with chronic ill-
nesses and special health care needs.

Out-of-pocket spending and Medicaid are
the primary financing mechanisms for for-
mal LTC in the United States.  Although

nursing home expenditures account for the
majority of Medicaid spending (Gottlieb,
1996), States are expanding the portion that
covers home care services (from 10.8 per-
cent in 1987 to 24 percent in 1997) (Burwell,
1998).  Projections indicate that Medicaid
expenditures will more than double between
1993 and 2018 as the population ages and
costs of care rise in excess of the general
inflation rate (Wiener and Stevenson, 1997).
Cost-of-care studies indicate that as much as
60 percent of the services provided to the
AD population living in the community or in
LTC facilities are paid out of pocket by
patients and their families (Rice et al, 1993;
U.S. Department of Health and Human
Services, 1994; Wiener and Stevenson,
1997).  However, Medicaid programs are the
primary public funding source for these ser-
vices (Bartels and Colenda, 1998).

For older adults, the primary Federal pro-
grams other than Medicaid that pay for LTC
services are Medicare, the Older
Americans Act, and Department of Veterans
Affairs programs.  Although most Medicare
payment covers medical care, benefits such
as home health care services and durable
medical equipment are increasingly consid-
ered LTC for some beneficiaries.  States
also use Federal social services block grant
funds to pay for LTC services that reduce
dependency, maintain self-sufficiency, pre-
vent abuse and neglect for children and
adults, and reduce inappropriate institution-
alization.  States and localities determine
the population subgroups that are eligible to
receive such services.  States may also use
State general revenue funds to pay for LTC
services for elderly people.

As awareness and concern about the
care of people with AD and related demen-
tias has grown over the past 15 years, advo-
cates have increasingly sought to include
these people in publicly funded programs
that pay for LTC services.  A major con-
cern of advocates and policymakers is the
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identification of appropriate criteria to
determine home and community-based
LTC eligibility for older adults with cogni-
tive impairments resulting from AD and
related disorders.  Various eligibility crite-
ria have been proposed, and different pro-
grams are using different criteria
(O’Keeffe, 1996; Lewin-VHI, 1995).
Advocates and experts in AD and related
dementias disagree about what criteria
best identify people with dementia who
need LTC services or other benefits such
as tax deductions for LTC expenses.  

Until recently, eligibility criteria for most
publicly funded programs that pay for LTC
services were based on medical criteria,
including the presence of particular dis-
eases and conditions and needs for particu-
lar medical and skilled nursing treatments.
Some people with AD and related demen-
tias received services, but only if it could be
shown that they had the specified diseases
and conditions or treatment needs.  Other
people with dementia who clearly needed
LTC services were not eligible.

As awareness of this problem has
increased (Fox, 1989), this approach has
come into question.  Many publicly funded
programs that pay for LTC services now
use eligibility criteria based on functional
limitations instead of, or in addition to,
medical criteria.  A major argument for
using functional rather than medical crite-
ria is that the former allow better targeting
of people in need of long-term assistance.
This approach assumes that the degree of
functional limitation or disability is the
important consideration, not the specific
disease or condition that may be causing or
contributing to the disability.

Functional-eligibility criteria are often
based on need for assistance because of
limitations in ability to perform activities of
daily living (ADLs).  Even these criteria
can be problematic for people with dement-
ing disorders.  In the late 1980s, advocates

and experts on AD and related dementias
pointed out that ADL-based criteria defined
in terms of physical assistance (as they
usually were at the time) do not necessari-
ly reflect the problems that cause a need
for LTC in many people with dementia.
Disability levels may even have to be high
enough to qualify the client for nursing
home placement.  Adaptations to the defin-
itions were proposed based on the idea
that people with dementia may be physi-
cally capable of performing ADLs but
require supervision, verbal reminding, or
physical cueing to perform the functions.
Wording incorporating these new defini-
tions has been included in many congres-
sional and other recommended proposals
for new LTC programs since then. 

In 1990, for example, the U.S. Bipartisan
Commission on Comprehensive Health
Care (1991), also known as the Pepper
Commission, recommended the creation
of a new LTC program that would provide
nursing home and home and community-
based services for people who “need
hands-on or supervisory assistance with
three out of five ADLs.”  The Commission
also recommended two other eligibility cri-
teria that would include people with
dementia:  (1) “need for constant supervi-
sion because of cognitive impairment that
impedes a person’s ability to function;” and
(2) “need for constant supervision because
of behaviors that are dangerous, disrup-
tive, or difficult to manage.”   

From 1993 to 1996, numerous proposals
were introduced in Congress to create new
LTC programs (e.g., American Health
Security Act of 1993, Long-Term Care
Reform and Deficit Reduction Act of 1995,
Secure Choice Act of 1993, Health Security
Act of 1993, Affordable Health Care for All
Americans Act of 1995, Welfare and
Medicaid Responsibility Exchange Act of
1995, Quality Care for Life Act of 1995,
Comprehensive Long-Term Care Reform
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Act of 1995).  All of these proposals used
ADL-based eligibility criteria and wording
intended to include people with dementia
(e.g., the person needs “hands-on or stand-
by help, supervision, or cueing to perform
two or more ADLs”).  Some also used crite-
ria based on mental-status-test scores (e.g.,
the person has “a severe cognitive or men-
tal impairment as measured by a specified
score on a mental-status test and needs
hands-on or standby help, supervision, or
cueing to perform one or more ADLs or
specified IADLs [instrumental ADLs] or
needs supervision because of serious
behavioral symptoms”).  A few of the pro-
posals used additional eligibility criteria
based on behavioral problems alone and
combined with need for supervision (e.g.,
the person “needs supervision because of
behavioral symptoms that are caused by a
cognitive or mental impairment and create
health or safety hazards for the person or
others”).  None of these proposals have
been enacted to date.

In August 1996, Congress passed and
President Clinton signed the Health
Coverage Availability and Affordability Act
of 1996, also known as the Kennedy-
Kassebaum bill.  This law allows Federal
income tax deductions for expenditures for
LTC services.  The deductions are available
for people of any age who: (1) are unable to
perform, without substantial assistance
from another person, two or more ADLs for
a period of at least 90 days due to loss of
functional capacity; or (2) have a level of
disability similar to those just described in
(1); or (3) require substantial supervision
to protect the person from threats to health
and safety due to severe cognitive impair-
ment.  The law also allows Federal income
tax deductions for certain private LTC
insurance policies (i.e., policies that pay for
LTC services for people who meet one or
more of the same criteria).  

To implement this law, Internal Revenue
Code section 213 and Treasury Regulations
section 1.213 have been developed by the
Secretary of the U.S. Department of the
Treasury with advice from the Secretary of
the U.S. Department of Health and Human
Services.  The regulations allow itemized
deductions for expenses for medical care
for the taxpayer, his or her spouse, and
dependents.  The deduction is only allowed
for expenses incurred during the year that
are greater than 7.5 percent of adjusted
gross income.  This amount includes the
sum of qualified LTC expenses plus other
medical expenses, such as unreimbursed
physician’s bills, health insurance premi-
ums including those for Medicare Part B,
and unreimbursed prescription costs.
These expenses are deductible only if the
taxpayer itemizes deductions and the
expenses have not been reimbursed by
insurance (O’Neill, 1998).

In addition to publicly funded programs
and Federal income tax deductions, many
private LTC insurance policies now have
benefit triggers intended to include people
living with dementia.  A 1995 survey found
that the three types of benefit triggers that
were being used were based on:  (1) ADL
limitations; (2) cognitive impairment, often
defined in terms of mental-status-test
scores; and (3) physician certification of
medical necessity for LTC benefits
(Alecxih and Lutzky, 1996).  All of the poli-
cies have combinations of benefit triggers
(e.g., the person needs assistance with two
or more of five ADLs or has a score above
a certain point on a mental-status test).

Although advocates, experts on LTC,
and policymakers agree that people with
AD and related dementias should be eligi-
ble for LTC services depending on their
condition and need, there is disagreement
and uncertainty about the criteria that
should be used to identify them.  It is gen-
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erally assumed that ADL-based criteria will
be used and that these criteria will be
defined in terms intended to include peo-
ple with dementia.  The disagreement and
uncertainty center on four questions:  
1. How many and which specific ADL limi-

tations should be used?
2. Should criteria based on limitations in

IADLs also be used?
3. Should criteria based on mental-status-

test scores also be used?
4. What, if any, other criteria should be

used?
Based on an analysis of Oregon

Medicaid records, Kane, Saslow, and
Brundage (1991) concluded that ADLs,
with wording to include a need for supervi-
sion or cueing to perform them, would
identify most people with dementia who
need LTC services. Data from the 
HCFA Medicare Alzheimer’s Disease
Demonstration provide the opportunity for
a more through assessment of the adequa-
cy of ADLs and other criteria for determin-
ing eligibility for LTC and other benefits
for people with dementia.  The demonstra-
tion has extensive data on a sample of 8,437
people with AD and related disorders.  We
use these data to estimate the proportion
of people with these conditions that would
be defined in or out by eligibility criteria
based on the following factors:  (1) need for
assistance due to ADL limitations; (2) need
for assistance due to IADL limitations; (3)
mental-status-test scores; (4) behavioral
problems; and (5) need for supervision.

Using this information, we identify the
effects of alternative eligibility criteria on
modifying the sample pool of people with
dementia who would be eligible for some
benefit.  Eligibility criteria that define sub-
sets of people entitled to an LTC benefit
only suggest the potential for utilization of
the benefit.  Nevertheless, the findings are
valuable for Federal and State policymak-

ers who must select eligibility criteria for
public programs; for policy analysts who
advise them; for those who select eligibili-
ty criteria for privately funded services and
benefit triggers for private LTC insurance;
and for advocates who are interested in
obtaining benefits for people with demen-
tia and families who are most in need of
assistance.  

Medicare Alzheimer’s Disease
Demonstration

The demonstration was mandated by
Congress in response to awareness of care-
giver problems in obtaining adequate and
appropriate services to assist Medicare
beneficiaries with dementia.  It was admin-
istered at the Federal level by HCFA and
implemented in 57 counties in Florida,
Illinois, Minnesota, New York, Ohio,
Oregon, Tennessee, and West Virginia.
From December 1989 to November 1994,
the demonstration offered case man
agement and expanded in-home and 
community-based care for people with
dementia and their informal (unpaid) care-
givers by means of Medicare waivers.  The
demonstration was evaluated using an
experimental design.  Participants were
randomized into a treatment group that
received expanded Medicare benefits and
a control group that did not.  

To be enrolled in the demonstration,
applicants had to have a physician-certified
diagnosis of an irreversible dementia, be
enrolled in or eligible for both Parts A and
B of the Medicare program, have service
needs due to cognitive and/or functional
impairment, and reside in a site’s catch-
ment area.  Demonstration participants
were enrolled using a variety of techniques
including host-agency waiting lists; host-
agency staff networking; newspaper and
radio advertisements; feature stories in
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local newspapers; informational flyers in
telephone bills; presentations to communi-
ty groups; and referrals from local medical,
health, and social service providers (e.g.,
physicians, hospital discharge planners,
social workers, nurses, and information
and referral providers).  

Two case management models were
implemented.  These differed by case man-
ager-to-client ratio and per month service
expenditure ceilings for each client.  Model
A sites operated with a target case manager-
to-client ratio of 1:100 and had a monthly
community service reimbursement limit or
cap of $290-$489 per month per client.
Model B sites operated with a target case
manager-to-client ratio of 1:30 and had a
higher reimbursement limit of $430-$699
per month per client.  The per month reim-
bursement caps in each model varied by site
over time because of  regional cost varia-
tions and inflation adjustments.  Acute care
and other skilled care services usually cov-
ered under Medicare continued to be paid
as part of the regular Medicare benefit. 

Intake assessments were completed at
the time of application to these programs.
Applicants completing assessments were
randomly assigned into the demonstration
treatment group (where they were eligible
for case management and service cover-
age) or into a control group (where they
continued to receive their usual care).  No
restrictions were placed on a participant’s
ability to use community services; however,
persons receiving case management ser-
vices at the time of application (for exam-
ple, through Medicaid home and communi-
ty-based care programs) were generally 
not accepted into the demonstration.
Treatment- or control-group members
becoming eligible for such programs after
enrollment remained in the demonstration.
It is unlikely that the exclusion of people

already enrolled in Medicaid community-
based waiver programs affected the results
of the study.  In a study of Medicaid home
and community-based waiver programs,
O’Keeffe (1996) found that each of the 42
States surveyed used unique health and
functional criteria for LTC eligibility deter-
mination.  All of the States had a medical
bias in their eligibility criteria in that func-
tional impairment without a medical or
nursing need was typically not sufficient to
receive waivered services.  

The availability of the demonstration’s
LTC benefit did not increase overall average
formal service use but did shift reimburse-
ment for the services from the private to the
public sector.  Demonstration enrollees,
regardless of group assignment, were gen-
erally able to effectively obtain and pay for
community-based LTC services, irrespec-
tive of case manager involvement or the
level of service reimbursement available
under the demonstration.  Although treat-
ment-group members had a higher proba-
bility than their control-group counterparts
of accessing services with case manager
support, the interventions did not result in a
greater average amount of services used by
the treatment group.  Beneficiaries who had
access to the demonstration benefit gener-
ally did not augment the service level by
paying for additional services but merely
substituted the Medicare reimbursement
for out-of-pocket payments (Newcomer et
al., to be published).

The data presented in this article are not
generalizable to the U.S. population of older
adults with dementia and only pertain to
clients enrolled in the demonstration.
However, it is one of the largest samples of
people with dementia drawn from geograph-
ically diverse areas in the United States for
which detailed sociodemographic, function-
al, cognitive, and caregiver data are available.
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Measures

The data reported in this article were
collected at entry into the demonstration,
prior to randomization.  Sociodemographic
information on the demonstration sample
includes age, sex, ethnicity, marital status,
education, income, Medicaid eligibility,
type of health care coverage, living
arrangement, and home ownership, which
was reported by the primary caregiver of
the person with dementia.  The enrollee’s
physician provided data on the type of
dementia in six diagnostic categories: (1)
AD, (2) VaD, (3) dementia caused by
degenerative disease, (4) dementia caused
by central nervous system infection, (5)
dementia caused by head trauma, and (6)
other types of irreversible dementia.  

Functional limitations were measured
using the primary caregiver’s report about
the demented person’s need for help to
perform 10 ADLs, including the 5 specified
by Katz et al. (1963) (i.e., bathing, dress-
ing, transferring, using the toilet, and eat-
ing), 5 additional functions categorized as
ADLs in the demonstration (continence,
walking, wheelchair mobility, grooming,
and transportation), and 8 IADLs adapted
from Lawton and Brody (1969) (meal
preparation, shopping, doing routine
housework, managing money, doing laun-
dry, managing medications, using the tele-
phone, and doing heavy home chores).
Table 1 displays the list of functional mea-
sures and associated coding guidelines
that were used in the demonstration.  For
each ADL or IADL, caregivers were asked:
Even if someone usually helps, could the
client currently do the task without assis-
tance?  If not, then the caregiver was asked
whether the client required some or maxi-
mum assistance.  For each ADL or IADL,
the probes listed in Table 1 were used by
interviewers to help the respondent differ-
entiate between “some” and “maximum”

assistance.  If some or maximum assis-
tance was required, then the caregivers
were asked whether the need for assis-
tance was primarily attributable to physi-
cal, cognitive, or a combination of physical
and cognitive impairments.   

Cognitive status was directly measured
by asking the person with dementia the 30-
item Mini-Mental Status Examination
(MMSE), developed by Folstein, Folstein,
and McHugh (1975).  Behavioral symp-
toms were measured by caregiver report
using an adaptation of the index developed
by Zarit, Orr, and Zarit (1985).  Caregivers
were asked whether the person with
dementia typically exhibited each of the 19
behaviors that make up the index.  Need
for supervision was measured by asking
caregivers whether, in a typical week, the
person with dementia required minimal
supervision, daytime supervision, or
round-the-clock supervision.  The level of
primary and secondary caregiver involve-
ment in assisting was measured by asking
the primary caregiver the total average
number of hours per week spent helping
the person with dementia.

RESULTS

Study Sample

A total of  8,437 persons with dementia
are included in this analysis.  They were
enrolled between December 1, 1989, and
November 30, 1991, and followed for up to
36 months in the community or for 1 year
following admission to a nursing home.
Table 2 describes the sociodemographic
and diagnostic characteristics of the sample.

ADLs

Table 3 shows the proportion of the sam-
ple who were reported by their primary
caregiver as needing assistance with each
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of the 10 ADLs included in the study.  For
the demonstration, need for ADL assis-
tance was defined as due to either a physi-
cal or mental impairment.  The term “men-
tal impairment” was used because it was
believed to be easily understood by the
general population of older adults and
therefore preferable to a more technical
term such as “cognitive impairment.”

Need for assistance with at least two or
at least three of five basic ADLs (bathing,
dressing, transferring, using the toilet, and
eating) is used to determine eligibility for
LTC services in many existing and pro-
posed programs.  Figure 1 shows the pro-
portion of the sample that would be eligible
based on a need for help using these and
other ADL criteria.  Sixty-nine percent
would be eligible using a two-of-five criteri-

on, and 54 percent would be eligible based
on a three-of-five criterion.  One-quarter of
the sample needed help with all five ADLs.

As previously mentioned earlier, the
Health Care Coverage Availability and
Affordability Act of 1996 allows eligibility
for people who need help with at least two
ADLs, but the law includes six ADLs, the
five basic already listed and continence.
Adding continence increases the propor-
tion of the sample that is eligible from 69 to
72 percent.  If the requirement were for at
least three of six ADLs, adding continence
would increase the proportion that would
be eligible from 54 to 59 percent.

Some congressional proposals for new
LTC programs use criteria based on need
for help with at least two or at least three of
six ADLs, including the five basic ones pre-
viously listed and walking.  Adding walking
to the five basic ADLs would increase the
proportion of the sample that would be eli-
gible from 54 to 56 percent.  Adding
grooming or transportation out of walking
distance to the basic five ADLs would
increase the proportion of the sample that
would be eligible by slightly greater
amounts (7 and 12 percent, respectively).
If using the three-of-five criterion, adding
walking, grooming, or transportation out of
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Table 2

Sociodemographic and Dementia Diagnosis
Characteristics of the Sample

Client Characteristics Percent

Sociodemographic
Female 60.1

Race/Ethnicity
White 87.3
Black 8.6
Hispanic 3.9

Marital Status
Married 55.0
Widowed 38.3
Never  Married 2.3
Elementary or High School Education 73.0
Income Less than $15,000 56.1
Medicaid-Eligible 6.8
HMO Health Care Coverage 20.8

Living Arrangement
Lives Alone 14.9
Lives with Spouse Only 44.1
Lives with Spouse and Other Relatives 5.7
Lives with Relatives Other than Spouse 29.0
Homeowner 47.8
Lives with a Relative at No Charge 34.3

Dementia Diagnosis
Alzheimer's Disease 69.3
Vascular Dementia 22.7
Other Irreversible Dementia 8.0

NOTES: N = 8,437; mean age = 79.0, standard deviation = 8.0.  HMO
is health maintenance organization.

SOURCE: IHA/UCSF Medicare Alzheimer’s Disease Demonstration
Baseline Data, 1995.

Table 3

Proportion of the Sample Needing Assistance
with Activities of Daily Living

Percent
Needing

Activities of Daily Living Number Assistance

Transportation1 7,821 92.7
Grooming 6,246 74.0
Bathing 6,235 73.9
Dressing 5,884 69.7
Continence 4,307 51.0
Eating 4,045 47.9
Using the Toilet 3,755 44.5
Walking 3,153 37.3
Transferring 2,837 33.6
Wheelchair Mobility 1,557 18.4

1 Out of walking distance.

NOTE: N = 8,437.

SOURCE: IHA/UCSF Medicare Alzheimer’s Disease Demonstration
Baseline Data, 1995.



walking distance to the basic five ADLs
would also increase the proportion that
would be eligible (by 3, 12, and 14 percent,
respectively).

IADLs

Many advocates for people with AD-
related dementias believe that criteria
based on need for help with some IADLs
should be used in addition to ADL criteria
to determine eligibility for LTC services.
For example, an IADL eligibility criterion
that is included in some private LTC insur-
ance products is the person’s ability to take
medications (Lewin-VHI, 1995).  Some
State Medicaid programs use IADL criteria
such as a person’s ability to shop or man-
age money (Snow, 1995).  If a criterion
based on need for help with two or more

IADLs were used, 99 percent of the sample
would be eligible.  If a criterion based on
need for help with three or more were
used, 98 percent would be eligible.  Almost
three-quarters (73.2 percent) of the sample
is impaired in all eight IADLs.

Mental-Status Tests

The MMSE was used to measure cogni-
tive status (Folstein, Folstein, and
McHugh, 1975).  We used the MMSE cut-
off scores of 23 and above (mild) and 17
and below (severe) that were used by
Kramer et al. (1985) in the National
Institute of Mental Health Epidemiologic
Catchment Area Program Survey conduct-
ed in Baltimore, Maryland.  We also used a
lower cutoff of 12 and below that clinicians
traditionally use as a guide for identifying
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Figure 1

Proportion of the Sample Eligible for Long-Term Care Using Different ADL Criteria



very severe levels of cognitive impairment.
Using these cutoffs, 86.5, 60.5, and 40.9
percent of the sample, respectively, would
be included in eligibility pools. 

Functional and Mental-Status Criteria
Combined

Figure 2 shows changes in the size of
the eligible pools of sample members
using various combinations of ADL and
MMSE inclusion criteria.  Using a cutoff of
23 and below, combined with a need for
help with two of five or two of six ADLs
(adding continence), 61.2 percent and 64.5
percent of the sample, respectively, would
be eligible for benefits.  Using a cutoff of 17
and below, and the same ADL criteria, 48.7
percent and 50.4 percent of the sample,

respectively, would be eligible for benefits.
Using a cutoff of 12 and below and the ADL
criteria, 36.3 and 37.1 percent of the sam-
ple, respectively, would be included.  

If the eligibility criteria specify that a per-
son needs to have ADL impairments or a
particular score on a mental-status test, a
larger proportion of the sample is included
than if the criteria are used in combination.
For example, using the criteria of an
MMSE score of 23 or less makes an addi-
tional 25 percent of the sample eligible
over ADL criteria alone.  Using 17 or
greater or 12 or greater also increases the
proportion of the sample that is eligible (12
and 5 percent, respectively).  Even though
a mental-status-test criterion increases the
proportion of the sample that would be eli-
gible compared with the ADL criterion
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Figure 2

Proportion of the Sample Eligible Using Combined MMSE/ADL Criteria



alone, as already noted, there are signifi-
cant proportions of the sample that would
be eligible based on both criteria.

Behavioral Problems

Many advocates and experts on AD and
related dementias believe that criteria
based on potentially harmful behavioral
problems should be used to determine eli-
gibility for LTC services.  The proportion
of people that would be eligible based on
behavioral problems depends on which
problems are included.  Table 4 shows the
proportion of the sample that has each of
the 19 behavioral problems measured in
the demonstration.

Proposals that use criteria based on
behavioral problems focus on behaviors
that create threats to the health or safety of
people with dementia, their caregivers, or
others.  Behavioral problems from Table 4
that generally fit this definition are “has
episodes of unreasonable anger,” “has
episodes of combativeness,” “wanders or

gets lost,” “destroys property,” “engages in
behavior potentially dangerous to others,”
and “engages in behaviors potentially dan-
gerous to self.”  ADL criteria would not
include all the members of the sample who
typically have these five behavioral prob-
lems.  Figure 3 shows the proportion of the
sample that have each of the five behavioral
problems but would not be eligible based
on ADL criteria.  If behavioral criteria were
combined with ADL criteria, relatively
large proportions of people in both the two-
of-five and three-of-five ADL impairment
groups would be eligible for benefits.

Need for Supervision

Caregivers were asked whether, in a typ-
ical week, the person with dementia
required minimal supervision, daytime
supervision, or round-the-clock supervi-
sion.  One-quarter of the sample needed
minimal, 19 percent needed daytime, and
56 percent required round-the-clock super-
vision.  Of the sample who needed round-
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Table 4

Proportion of the Sample Having Behavioral Problems

Percent
with

Behavioral Problem Number Problem

Forgets what day it is 7,872 93.3
Loses or misplaces things 6,362 75.4
Asks repetitive questions 5,771 68.4
Has trouble recognizing familiar people 4,775 56.6
Leaves tasks uncompleted 4,623 54.8
Is suspicious or accusative 4,379 51.9
Relives situations from the past 4,176 49.5
Hides things 4,033 47.8
Wakes you up at night 3,873 45.9
Has episodes of unreasonable anger 3,889 46.1
Is constantly restless 3,864 45.8
Sees or hears things that are not there 3,628 43.0
Does things that embarrass you 3,350 39.7
Is constantly talkative 2,303 27.3
Wanders or gets lost 2,227 26.4
Has episodes of combativeness 2,168 25.7
Engages in behavior potentially dangerous to self 1,783 21.2
Destroys property 937 11.1
Engages in behavior potentially dangerous to others 911 10.8

NOTE: N = 8,437.

SOURCE: IHA/UCSF Medicare Alzheimer’s Disease Demonstration Baseline Data, 1995.



the-clock supervision, 14 percent would
not be eligible using the criterion of need
for help with two of five ADLs, and 27 per-
cent would not be eligible using the three-
of-five criterion.

Total Caregiving Hours and Eligibility
Criteria

We examined the relationship between
hours of informal caregiving and ADL-
based eligibility criteria, MMSE scores,
and need for supervision.  As shown in
Figure 4, there is essentially no difference
in total caregiving hours using the two-of-
five or three-of-five ADL criteria (154 ver-
sus 153 hours, respectively).  However, as
need for supervision increases, hours of
informal help increase substantially.  As
shown in Table 5, sample members who
need minimal supervision require an aver-
age of 79 fewer informal hours of help per
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Figure 3

Proportion of the Sample with Health and Safety-Related Behavioral Problems Ineligible for
Long-Term Care Using ADL Criteria Alone

Table 5

Relationship Between Caregiver Hours and
Level of Supervision Needed

Hours of
Caregiving per Week

Level of Standard
Supervision Number Mean Deviation

Minimal 2,096 97.1 270.9
Daytime 1,581 129.0 264.7
Round-the-Clock 4,739 176.3 297.7

NOTE: N = 8,416.

SOURCE: IHA/UCSF Medicare Alzheimer’s Disease Demonstration
Baseline Data, 1995.



week than those who need round-the-clock
supervision.  

As would be expected, the greater the
cognitive impairment of sample members,
the greater their need for supervision (data
not shown).  Those who need round-the-
clock supervision on average score eight
MMSE points lower than those who need
minimal supervision.  As MMSE scores
decline, increased hours of informal help
are also provided.  For example, caregivers
of sample members with an MMSE score
of less than 13 spend an average of 120
hours per week helping; 94 hours with a
score between 13 and 23; and 75 hours for
those with scores above 23. 

CONCLUSIONS

These data have several potential policy
implications.  The clearest is that using
impairments in the basic five ADLs alone
as the basis for determining eligibility for
home and community-based LTC benefits
for this sample, even if impairments are
assessed for both physical and cognitive
difficulties, will leave out people with rela-
tively severe dementia (based on MMSE
scores) as well as those with behavioral
problems that may pose health or safety
risks to themselves or others.  In this sam-
ple of people with irreversible dementia,
there is a direct relationship between
declines in MMSE scores (roughly indicat-
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Relationship Between Caregiver Hours and Need for ADL Assistance



ing more severe impairment) and
increased hours of informal assistance.
The behavioral problems of the sample
were reported by caregivers as typical and
so heighten the possibility that certain
behaviors may pose real health and safety
risks to the person with dementia and/or
the caregiver.  It is therefore important to
include behavioral criteria related to safety
issues (e.g., has unreasonable anger, has
combativeness, wanders or gets lost,
destroys property, engages in behavior
potentially dangerous to others, and
engages in behaviors potentially danger-
ous to self) and mental-status criteria.   

Although IADL eligibility criteria may be
useful for differentiating potential users of
an LTC benefit, they do not appear useful
when applied to people with dementia.
IADL-based criteria for determining eligi-
bility for home and community-based care
do not differentiate among groups of per-
sons with dementia whose needs may be
greater than others.  For practical purpos-
es, IADL impairments are present in all
persons in the sample and so have limited
utility as eligibility criteria if the purpose is
to discriminate among the impairment lev-
els of people with dementia.

Using both mental-status criteria such as
MMSE cutoffs and ADL criteria result in
smaller eligibility pools.  Within the pools
created by using each MMSE cutoffs ( < 23,
< 17, and < 12), there is little variation in the
proportion of eligible beneficiaries added
when applying either ADL criteria.  There
is, however, substantial variation in the size
of the eligible pools when the different
MMSE cutoffs are used.  For example, the
highest MMSE cutoff (< 23) used alone
incorporates 86 percent of the sample.  If
the two-of-five ADL criterion is used alone,
the eligible pool is 69 percent of the sample.
Used together, the eligible pool shrinks to

61 percent of the sample, because the
MMSE cutoff a priori reduces the pre-ADL
criteria pool by about 13 percent.

It is interesting to note that the relatively
simple caregiver report of need for super-
vision (i.e., minimal, daytime, round-the-
clock) identified somewhat similar cate-
gories of people with dementia when com-
pared with ADL criteria.  For example,
2,096 people were included in the group
requiring minimal supervision (an average
of 97.1 hours per week) versus 2,656 peo-
ple requiring minimal assistance (an aver-
age of 114 hours per week) with up to one
of five ADLs.  The 1,581 people with
dementia requiring daytime assistance (an
average of 129 hours per week) were a
smaller group with fewer care needs than
the 2,386 people who required assistance
(an average of 153 hours per week) using
the two-of-five or three-of-five ADL criteria.
Finally, 4,739 people requiring round-the-
clock assistance (an average of 176 hours
per week) is roughly equivalent to the aver-
age 172 hours per week caregivers spend
helping the 3,403 people with dementia
requiring assistance with four of five or five
of five ADLs.

The identification of people eligible for a
potential LTC benefit using mental-status,
ADL, or behavioral criteria presumably
requires some type of professional assess-
ment that contributes to program adminis-
trative costs.  Although using a mental-status
score in conjunction with the relatively
simple caregiver report of need for super-
vision would be a much simpler and less
costly way of determining eligibility, it
would tend to underestimate those who
need assistance using the most common
ADL criteria (i.e., two of five or three of
five).  Although it is possible that a need-
for-supervision eligibility criterion may be
applicable to other than demented popula-
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tion groups who may need LTC, other cri-
teria would likely be needed.  For example,
the need for hands-on assistance because
of physical impairments in a cognitively
intact person would not necessarily be clas-
sified as a “need for supervision.”

Eligibility criteria reflect societal judg-
ments about who should receive a benefit
and can be used to expand or restrict
access to them.  We used average total
caregiver hours spent helping people with
dementia as an indicator of the potential
effect of various eligibility criteria on care-
givers.  Time spent helping a person with
dementia may vary considerably given
individual caregiver anxieties, preferences,
and motivation.  But average caregiving
time is a rough indicator of LTC resources
expended to maintain the person with
dementia in the community, which is the
primary goal of a community-based LTC
benefit.  As with functionally impaired peo-
ple in general, and especially those with
irreversible dementing disorders, informal
caregivers provide the vast majority of
LTC.  It has been estimated that approxi-
mately three-quarters of the total cost of
caring for community-resident persons
with AD is borne by the informal care sys-
tem (Rice et al., 1993).  

Although the characteristics of the per-
son with dementia are the eligibility trig-
gers, caregivers are also presumed to ben-
efit from policies affecting people with
dementia.  When viewed from a caregiver-
hours perspective, there is no difference in
the average amount of time spent helping
people with dementia who qualify using
the two-of-five or three-of-five ADL criteria.
But lowering the criterion to two-of-five
ADL impairments expands the eligible
pool by 15 percent.  If a policy goal is to
limit potential benefit costs, for example,
then using the three-of-five criterion may
be appropriate.

The analysis presented herein only sug-
gests a potential for utilization of LTC and
other benefits based on an expansion or
contraction of the eligible pool of this sam-
ple of people with dementia using combi-
nations of criteria.  Studies of the service-
utilization patterns of people with dementia
suggest that this group mirrors the rest of
the elderly population in that they use min-
imal amounts of formal services (Yordi et
al., 1997; Weinberger et al., 1993b; Biegel
et al., 1993; Malone Beach, Zarit, and
Spore, 1992; Bass, Looman, and Ehrlich,
1992; Gonyea and Silverstein, 1991; Coyne
1991; Montgomery and Borgatta, 1989;
Lawton, Brody, and Saperstein, 1989).  The
use of a benefit such as LTC services is not
addressed by these analyses, and so it is
not possible to assess what effect different
eligibility criteria may have on the actual
use of a benefit.
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