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managers (452). ElderPlan and SCAN Health Plan
involve their case managers in discharge plannin g at
the hospitals with which they have contracts. It is
important to note, however, that case-finding mech-
anisms in hospitals are of little value to people with
dementia who are not hospitalized.

Role in Allocating Services and Funding

S/HMOs control the allocation of all the health
care and long-term care services included in the
S/HMOs’ benefit package. All allocation decisions
are made in the context of the S/HMOs’ prospec-
tively determined, capitated budget, in which there
are incentives to control the utilization and costs of
services.

Summary

As agencies that might be designated to constitute
a national system to link people with dementia to
services, S/HMOs offer several advantages:

●

●

●

●

By providing or contracting for and arranging
many of the acute and long-term care services
needed by their members, S/HMOs eliminate
for their members who receive these services
many of the problems in locating and arranging
services that are the topic of this OTA report.
S/HMOs provide comprehensive in-home as-
sessments by case managers (typically regis-
tered nurses or social workers) to members who
case managers think will require long-term care
services.
S/HMOs provide their elderly members receiv-
ing long-term care services with ongoing case
management. This includes care planning, co-
ordinating and arranging services, monitoring
services, and periodically reassessing the indi-
vidual’s needs. In addition, S/HMOs provide
case management in the form of monitoring to
some other members who case managers think
are at risk.
S/HMOs build on the concept of HMOs, and it
is possible that some of the-existing HMOs in
this country could be used as a basis for
developing more S/HMOs.

Despite these advantages, there are significant
drawbacks to designating S/HMOs--as they are
currently operating-to constitute a national linking
system for people with dementia. One obvious
drawback is that there are only four S/HMOs at
present. On the other hand, if reimbursement were

available through Medicare or other funding sources,
HMOs and other agencies would be likely t o
establish S/HMOs. A second drawback is that
S/HMOs serve only their members, and some people
with dementia might not be able to join a S/HMO.
All but one of the four existing S/HMOs has at
various times queued applicants to maintain an
acceptable case mix of impaired and unimpaired
enrollees. This mechanism may keep some moder-
ately and severely impaired individuals with demen-
tia from joining. Furthermore, S/HMOs serve eld-
erly people exclusively, and some people with
dementia are not elderly.

Another problem is that although S/HMOs pro-
vide case management for members who are receiv-
ing long-term care services, some S/HMO members
with dementia--especially members with mild or
moderate dementia-are not likely to receive long-
term care services and therefore may not receive
case management. The process by which S/HMO
case managers decide which S/HMO members will
receive long-term care services is intended to target
the services to the people who are most impaired and
therefore most in need of services. Although target-
ing services to the most impaired individuals maybe
entirely appropriate, an effective system to link
people with dementia to services, including the case
management component, must be available to pa-
tients and their families throughout the course of the
patient’s illness. The existing S/HMOs do “moni-
tor’ some members who are not so impaired as to be
nursing home certifiable, but these individuals con-
stitute only 1 to 3 percent of all S/HMO members.

Lastly, the existing S/HMOs provide little, if any,
public education about dementia or about potentially
beneficial services for people with dementia and
little outreach, except case finding procedures for
hospitalized S/HMO members. The extent to which
S/HMOs provide their members with information
about and referrals to non-S/HMO services in the
community is unclear, but providing such informa-
tion and referrals is clearly not one of the primary
functions of S/HMO case managers. If S/HMOs
were designated to constitute a national linking
system for people with dementia, their public
education, outreach, and information and referral
activities would have to be expanded.

It is important to keep in mind that the S/HMO is
an experiment, and components of the S/HMO
model may hold more promise than the specific
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current implementation of the model in meeting the
long-term care needs of the elderly, in general, and
of people with dementia, in particular. The S/HMO
model is an important demonstration of what HMOs
might do in the area of long-term care if Medicare
reimbursement were increased specifically for long-
term care services.

ON LOK SENIOR HEALTH
SERVICES

On Lok Senior Health Services is an organization
that plans, coordinates, and provides case manage-
ment and comprehensive health care, long-term
care, social, and other services for about 300 very
impaired and frail older adults in the Chinatown-
North Beach area of San Francisco (639). All of On
Lok’s clients have been certified by California’s
Medicaid program, Medi-Cal, as needing intermedi-
ate or skilled nursing home care. Without the
services provided by On Lok, many of them would
be unable to continue residing in the community
(28).

OTA has included On Lok in its analysis of
agencies that might constitute a national system to
link people with dementia to services because On
Lok’s comprehensive, consolidated service program
exemplifies a model of service delivery that elimi-
nates for its clients the problems in locating and
arranging services that are the focus of this OTA
report.

The On Lok model, in which a single organization
provides or contracts for virtually all the health care
and health-related services its clients need, can be
contrasted with the more traditional model of case
management and service delivery in which a case
manager refers individuals who need health care,
long-term care, social, and other services to agencies
and individual service providers in the community
(639). The On Lok model is similar to the social
health maintenance organization (S/HMO) model
discussed in the previous section of this chapter in
that it provides services to voluntarily enrolled
individuals in exchange for a fixed per capita
payment, but On Lok provides a wider range of
long-term care, social, and other services than
S/HMOs provide. Another difference between On
Lok and S/HMOs is that S/HMOs serve a full
spectrum of healthy and impaired people overage 65
(3), whereas On Lok serves only severely impaired
adults over age 55.

Overview of the Agency

On Lok’s program began in 1972 and has
expanded over the years. In 1972, On Lok received
a 3-year research and demonstration grant from the
Administration on Aging to establish an adult day
health center (633,940). In 1975, On Lok got another
3-year grant from the Administration on Aging, this
time to expand its adult day health program and to
provide a variety of other services (e.g., in-home
chore services, home-delivered meals, and housing
assistance)--all of which were to be delivered or
supervised by a multidisciplinary team (634). In
1978, On Lok got a 4-year grant from the Office of
Human Development Services in the U.S. Depart-
ment of Health and Human Services to plan and
implement a comprehensive, consolidated, long-
term care program for dependent adults (635).

From 1979 to 1983, On Lok operated as a
Medicare demonstration program with funding
through Medicare waivers; during that time, On Lok
received per capita payments for the care of its
clients from Medicare, but the payments were based
primarily on the costs that On Lok incurred (942). In
1983, On Lok assumed full financial risk for
providing all health care and health-related services
for its clients in exchange for a fixed per capita
payment. On Lok has both Medicare and Medicaid
waivers to allow the provision of comprehensive
services and for its risk-based financing system.

Currently, On Lok operates three adult day health
centers. These adult day health centers are open 7
days a week and are the primary setting in which On
Lok’s clients receive services. On Lok also has a
home health care department that provides in-home
services, including home health care, personal care,
hospice, and respite care for On Lok clients who
need these services (639). Through its adult day
health and home care programs, On Lok has the
capacity to monitor any client on a 24-hour basis.

About three-quarters of On Lok’s clients live
alone (28,639). Many of them live in congregate
housing provided by organizations affiliated with
On Lok. Such housing includes the 54-unit On Lok
House, which is subsidized by the U.S. Department
of Housing and Urban Development, and a 35-unit
single room occupancy hotel, which is privately
funded. For some clients, On Lok arranges housing
in private residences.
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Although On Lok’s goal is to enable its clients to
continue residing in the community, On Lok ar-
ranges and pays for inpatient hospital care or nursing
home care for its clients who need either type of care
(639,942). On Lok has contracts with local hospitals
and nursing homes to provide the needed care, but
On Lok retains responsibility for its clients who are
hospitalized or in a nursing home. On Lok’s
physicians manage the care of these clients, and
other On Lok staff members visit the clients
regularly to monitor their care (639, 942). On Lok
clients who are in a nursing home usually continue
to attend On Lok’s adult day health centers 1 or 2
days a month (639).

As mentioned earlier, On Lok has operated on a
risk-based financing model since 1983 (636,639).
On Lok receives a fixed, per capita payment for each
client. The payment is received from Medicare,
Medi-Cal, and/or the client (depending on whether
the client is eligible for Medicare and Medi-Cal).
When the cost of services is higher than the payment
On Lok receives, On Lok absorbs the loss. When the
cost of services for an individual client is higher than
the payment On Lok receives, On Lok places the
excess revenue in a risk reserve fund to pay for cost
overruns (28).

For fiscal year 1988, On Lok received an average
monthly payment of $2,156 per client (28). Most of
On Lok’s clients are eligible for Medicare, and for
these clients Medicare pays 36 percent of the per
capita payment to On Lok; the remaining 64 percent
is paid either by Medi-Cal (for clients who are
eligible for Medi-Cal) or by the client. Clients who
are unable to pay for part or all of their portion of the
payment due to special family circumstances maybe
eligible for “scholarships” through a United Way
allocation (639). As of the last quarter of fiscal year
1987, Medicaid payments accounted for about
two-thirds of On Lok’s $7.2 million annual budget;
Medicare payments accounted for just under one-
third, and other sources, including clients and the
United Way, made up the remainder (640,780).

Efforts to expand On Lok’s model of community-
based long-term care to other areas of the country are
underway. In the Omnibus Budget Reconciliation
Act of 1986 (Public Law 99-509), Congress author-
ized the Health Care Financing Administration to
grant On Lok-type waivers to as many as 10
replication sites. In 1987, the Robert Wood Johnson
Foundation committed $4.2 million in startup funds

for six On Lok replication sites and gave On Lok
$1.6 million to provide technical assistance to
prospective replication sites (638). In 1987, the
Hartford Foundation pledged an additional $600,000
to On Lok to provide technical assistance in the
replication project (637).

Nearly 180 organizations expressed interest in
participating in the On Lok replication project. Six
replication sites were selected in 1987: the East
Boston Neighborhood Health Center in Boston,
Massachusetts; Beth Abraham Hospital in Bronx,
New York; Providence Medical Center in Portland,
Oregon; the Richland Memorial Hospital in Colum-
bia, South Carolina; Bienvivir Senior Health Serv-
ices in El Paso, Texas; and the Community Care
Organization in Milwaukee, Wisconsin.

On Lok continues to work with other sites
interested in participating in the replication effort.

Who Is Served

As noted earlier, On Lok currently serves a
population of about 300 severely impaired and frail
older adults (3). To be eligible for On Lok services,
individuals must meet the following criteria:

. be 55 years or older,
● reside in On Lok’s 3.5-square-mile catchment

area in northeast San Francisco, and
. be certified by Medi-Cal as requiring interme-

diate or skilled nursing home care (639).

During the first 2 years of On Lok’s operation as
a Medicare demonstration project, the application of
these criteria eliminated over 80 percent of all
referrals (941), and On Lok had a difficult time
securing an adequate number of clients. Other
reasons for On Lok’s difficulty in securing clients
included the inability of many severely impaired
elderly people to seek help from On Lok on their
own, the unwillingness of some physicians to refer
their patients to On Lok and thus relinquish control
of the patients, and the reluctance of many elderly
people to change their health care arrangements
unless motivated to do so by the development of an
acute illness (941). On Lok has found that securing
an adequate number of clients requires continuing
efforts to educate the community about On Lok’s
services and advantages for potential clients (28).

According to a client profile published in 1988,
the average On Lok client is 81 years old and has five
serious medical conditions (639). About 58 percent
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of On Lok’s clients are female, and 42 percent are
male. More than 80 percent of On Lok’s clients are
of Chinese descent; 4 percent are Italian; 2 percent
are Filipino; and the rest are of other backgrounds
(640). On Lok clients’ average monthly income is
$535; 68 percent receive Supplemental Security
Income (640). As noted earlier, about 75 percent of
On Lok’s clients live alone, either in their own
homes or in congregate housing. The other 25
percent live with others in the community. About 70
percent of clients require assistance with bathing, 68
percent with home care, 64 percent with cooking,
and 51 percent with grooming and hygiene (639).

Many On Lok clients have cognitive impairments.
According to On Lok’s figures, 85 percent have
short-term memory problems, and 80 percent have
long-term memory problems (640). Thirty-eight
percent have a diagnosis of a mental disorder.

Linking Functions

Information and Referral

Ixl
On Lok’s primary objective is the

provision of comprehensive health
care, long-term care, social, and
other services to its own severely
impaired clients. On Lok is not

~ currently oriented toward providing
information and referrals for the general public.

Case Management

All of On Lok’s clients receive
case management. Each person re-
ferred to On Lok is assessed by a
multidisciplinary team that includes
a physician or nurse practitioner, a
social worker, a nurse, physical and

occupational therapists, and others (942). If war-
ranted, the assessment may also involve a psychia-
trist and other medical specialists. Following a
comprehensive assessment, a representative from
the State Medicaid office certifies or declines to
certify the individual as needing intermediate or
skilled nursing home care (639).

If an individual is certified as needing intermedi-
ate or skilled nursing home care and meets On Lok’s
other eligibility criteria, he or she is accepted into On
Lok’s program. On Lok’s clients receive ongoing
case management by On Lok’s multidisciplinary
team. The case management includes the develop-
ment of a plan of care by the multidisciplinary team

that assessed the client, and the subsequent coordi-
nation, arrangement, and monitoring of all the health
care, long-term care, social, and other services that
the client receives (942). It also includes the
reassessment of each client at regular intervals. Most
clients are reassessed every 3 months, although
clients whose conditions are considered stable are
reassessed less frequently (e.g., every 6 months).

Public Education

To OTA’s knowledge, On Lok

I’631 does not provide information for the
.—.——— — general public about dementia or

*
services for people with dementia.
As noted earlier, On Lok has found—.

\ ‘ i \ /  —— .—
U that securing an adequate number of

clients requires continuing-efforts to educate the
community about On Lok’s services (28). To inform
the community about its services, On Lok sponsors
public service announcements over the local media,
places ads on buses, and participates in an annual
health fair in the Chinatown area of San Francisco
(940). On Lok’s staff also participate in local and
national conferences and meetings, where they
present information about On Lok’s experience with
case management, health care financing, and alter-
native long-term care service delivery systems
(28,940).

Outreach

~ Typically, On Lok serves clients

Izll
who have been referred by various
sources, including families, physi-
cians, hospital discharge planners,
other community agencies, and fam-
ily associations (28). A few refer-

rals have resulted-from On Lok’s participation in a
local group called the Coalition of Agencies Serving
the Elderly. Recently, On Lok’s social workers have
been visiting local apartment houses and public
housing complexes to reach isolated, elderly people
who might benefit from On Lok’s services, but are
unlikely to learn about the services through On
Lok’s community education efforts or to be referred
to On Lok by other sources.

Role in Allocating Services and Funding

Unlike most of the other agencies discussed in this
chapter, On Lok controls the allocation of all health
care, long-term care, social, and other services for its
clients. All services for each client are planned and
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Recently, On Lok’s social workers have been visiting local
apartment buildings and public housing complexes to
reach isolated, elderly people who might benefit from On
Lok’s services but are unlikely to contact the agency on
their own or to be referred to On Lok by another source.

coordinated by On Lok’s staff and directly provided
by On Lok’s multidisciplinary team, by authorized
consultants, or by contractors (639).

Summary

As an agency that might be designated to serve as
the basis of a national system to link people with
dementia to services, On Lok offers several positive
features:

By providing virtually all the health care,
long-term care, social, and other services that
are needed by its clients, On Lok eliminates
problems they might otherwise have in locating
and arranging services.

●

●

●

On Lok provides a comprehensive, multidisci-
plinary assessment for the individuals who are
referred to it.
On Lok provides ongoing case management,
which includes care planning, coordinating and
arranging services, monitoring services, and
periodically reassessing the individual’s needs.
On Lok has the capacity to serve individuals on
a 24-hour basis.

Although On Lok essentially eliminates for its
clients the problems in locating and arranging
services that are the focus of this OTA report, the On
Lok model is not an appropriate model to use as the
basis of a national system to link people with
dementia to services. As currently structured, the On
Lok model is intended to provide case management
and comprehensive services to a small population of
severely impaired and frail older adults who have
been certified as requiring intermediate or skilled
nursing care. The On Lok model is not intended to
provide information and referrals or case manage-
ment for people who are less severely impaired (e.g.,
people in the early and middle stages of dementia) or
for their caregivers.

Clearly, On Lok is an effective service system for
its clients, and the large number of organizations
nationwide that expressed an interest in participating
in the On Lok replication program attests to the
enthusiasm many service providers feel about this
innovative model of service delivery. Moreover,
there is little doubt that On Lok’s clients with
dementia are receiving the care they need. To
expand On Lok’s functions to include providing
information and referrals and case management for
people with dementia who are not as severely
impaired as On Lok’s current clients or who do not
need the comprehensive services On Lok provides,
would require a significant change in direction and
priorities for the organization, possibly to the
detriment of the model service system it has created.

ADULT DAY CENTERS
Adult day centers are community organizations

that provide a range of health care, social, and other
services to small groups of functionally impaired
adults in group settings during specified hours of the
week. By providing services in a group setting for
these functionally impaired adults, adult day centers
also give the individuals’ primary caregivers a
temporary respite from the demands of caregiving.
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The National Institute on Adult Daycare, a member-
ship organization composed of professionals in the
field of adult day care, has estimated that as of 1989
there were at least 2,500 adult day centers in the 50
States, the District of Columbia, and Puerto Rico
(940). Most of the centers are located in cities and
other densely populated areas (488).

OTA has included adult day centers in its analysis
of agencies that might constitute a national system
to link people with dementia to services because
many adult day centers serve people with dementia,
and anecdotal evidence suggests that the staff of
some of these centers have come to be regarded as
local experts on what services are beneficial for
people with dementia and their caregivers and where
such services can be found. As a result, some health
care and social service professionals, service provid-
ers, and family caregivers turn to them for informa-
tion and referrals for people with dementia. Further-
more, the Robert Wood Johnson Foundation is
currently sponsoring a demonstration project in
which the goal is to create a comprehensive system
of care for demented people and their caregivers that
relies on adult day centers to coordinate the care
(717).

Overview of the Agencies

Adult day centers were established in the United
States as the result of a grassroots movement to
develop services that would enable fictionally
impaired adults to remain in their own homes rather
than be institutionalized (879). Although a small
number of adult day centers were established before
1970, most have been established since then. In part,
because of their grassroots origins, adult day centers
vary considerably with respect to the organizations
with which they are affiliated, the settings in which
they operate, the content and structure of their
programs, and the clientele they serve (879). Adult
day centers are not subject to Federal regulation,
although some adult day centers provide services
that are reimbursed by Medicaid or Medicare, and
those services are subject to Federal regulation
(831). The lack of Federal regulation contributes to
the variation among centers.

In 1979, the National Council on the Aging
established the National Institute on Adult Daycare
to open communication among adult day centers

throughout the country and to coordinate activities
for the further development of adult day programs
and services (879). In 1984, the institute published
voluntary national standards for adult day centers,
and in 1988, the institute began revising the stan-
dards in an effort to reflect the special needs of
clients with Alzheimer’s disease and other de-
menting disorders (579).

Adult day centers vary greatly in the services they
provide. Some adult day centers provide primarily
health care services, and some centers provide
primarily social and personal care services. Most
provide some combination of social services, nurs-
ing, recreational activities, exercise, reality therapy,
personal care, and nutrition counseling (879). Al-
though most centers do not provide their clients with
a medical evaluation, some centers can arrange for
a medical diagnosis or a second opinion for their
clients (336,940). Some centers also provide or
contract for physical therapy, speech therapy, occu-
pational therapy, psychotherapy, and legal and
financial counseling (879). During the time clients
are at an adult day center, the center’s staff are able
to monitor their functional, psychosocial, and gen-
eral health status on an ongoing basis (336,940).
Many centers also offer services for their clients’
families and other informal caregivers, such as
counseling, caregiving training, caregiver support
groups, and information about services and sources
of finding for services (606).

Some adult day centers offer services for a few
hours a day (e.g., 9 a.m. to 3 p.m. or 10 a.m. to 1
p.m.), 5 days a week (606). Other centers offer
services for a few hours a day, 2 or 3 days a week.
Still other centers offer services for part of the day
only 1 day a week. In some cases, people with
dementia who need constant supervision or who
may be upset by an interruption in their daily routine
attend an adult day program 7 days a week (940),25

but most adult day programs do not operate on a
7-day schedule, so this option is not always available
(606).

Most adult day centers are operated by private,
nonprofit agencies (879), but some are operated by
public agencies, and a few are operated by private,
for-profit agencies. Many adult day centers share
facilities with other programs. Settings for adult day
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centers include hospitals, churches, senior centers,
community centers, elderly housing projects, and
nursing homes. Nurses and social workers are the
most commonly reported paid professional staff of
adult day centers and often serve as a center’s
director (879). Physicians or psychiatrists may
sometimes be available as part-time consultants.
Other professionals and laypersons sometimes serve
as volunteers.

As of 1986, the average daily cost of providing
adult day services was about $31 per client (879).
The two main sources of funding for adult day
services are Medicaid and participants’ fees. Medi-
caid reimbursement for adult day services is avail-
able at the option of individual States; a nationwide
survey by the National Institute on Adult Daycare,
completed in 1988, found that 25 States were
providing coverage for adult day services under
Medicaid (580). People who are not eligible for
Medicaid usually pay for adult day services out-of-
pocket (879). Some centers allow participants to pay
fees based on a sliding fee scale related to their
incomes (606). Additional funds may be provided by
sources such as foundation grants, individual dona-
tions, fundraising projects, and United Way (879).
Some funds are also provided by States under the
Older Americans Act, the Social Services Block
Grant, and Medicaid 2176 waivers.26 As of 1989,
proposed Federal legislation to cover adult day
services under Medicare had not been enacted
(although Medicare does sometimes pay for health
care services, e.g., physical therapy, provided by
some adult day centers) (606). Most private insurers
do not cover adult day services (879).

Who Is Served

In 1987, it was estimated that existing adult day
centers served less than 1 percent (about 4,000) of
the noninstitutionalized people with dementia in the
United States (717). As the demand for adult day
services for people with dementia increases, how-
ever, some adult day centers are modifying their
programs to accommodate clients with dementia. An
analysis of a program offered by an adult day center
in Gardena, California, that has adapted its program
to include people with dementia, concluded that
adult day centers can successfully adapt their

programs to meet the needs of adults with dementia
(126).

Many adult day centers serve a mixed clientele
with both demented and nondemented people. A
1985-86 survey by the National Institute on Adult
Daycare did not ask specifically about dementia but
did ask about client characteristics that may be
related to dementia, such as supervision needs (879).
Data from the 847 adult day centers that responded
to the survey show that 45 percent of their clients
required supervision, and 20 percent required con-
stant supervision.

One example of an adult day center that serves a
mixed clientele with some demented patients is the
Woodside Senior Assistance Program in Woodside,
New York (606). This program serves about 25
persons over the age of 50, approximately 20 percent
of whom are ‘non-wandering, relatively early stage
Alzheimer’s patients.” Another example of a center
that serves a mixed clientele with some demented
patients is the Sea View Hospital and Home Adult
Day Services Program in Staten Island, New York.
This program serves adults over the age of 21, about
10 percent of whom have Alzheimer’s disease and
participate in separate as well as combined activities.

Although most adult day centers that serve people
with dementia also serve nondemented people, a
small but increasing number of adult day centers
serve only people with Alzheimer’s disease and
other dementing illnesses (605,740). Dementia-
specific adult day centers usually serve a smaller
number of participants than centers with a mixed
clientele (717). One dementia-specific center, the
Family Respite Center in Virginia, is described in
box 8-P.

The number of demented individuals who are able
to use adult day services is limited for several
reasons. One reason is that existing adult day centers
tend to be located in cities or other densely populated
areas (488). People with dementia who do not live
near a center may be unable to attend because they
lack transportation or are unable to commute to the
center because of distance. One commentator has
noted that some people with dementia become
anxious and agitated during long commutes (488).

~enters that receive Medicaid funds tend to have a health care onentatioq  whereas centers that rely on Social Semices  Block Grant funds tend to
have a social services orientation (824).
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Box 8-P—The Family Respite Center in Falls Church, Virginia

The Family Respite Center is a nonprofit adult day center in Falls Church, Virginia, that has been serving
demented people and their caregivers since 1984. The center occupies two large rooms with adjoining bathrooms
and kitchen facilities in a local church. It operates from 7:30 a.m. to 5:30 p.m. on weekdays and serves a maximum
of 20 clients each day. The center has offered in-home respite care since March 1988 on an hourly and overnight
basis.

Funding for the Family Respite Center comes from private donations and clients’ fees. Four clients are eligible
for Social Services Block Grant funds, and two participants attend on scholarships, The local AAA funds, the meal
component of the program and cooperates with other community agencies to provide transportation to the center.

Clients are referred to the Family Respite Center by various sources that include physicians, hospitals, the
Department of Social Services, the AAA, community groups such as the Alzheimer’s Association, the American
Association of Retired Persons, local churches, private home care agencies, and the Madison Adult Day Care Center
operated by Arlington County, Virginia.

The Family Respite Center offers a comprehensive program of therapeutic physical and social activities to
maintain or improve the physical and mental abilities of demented clients. Each participant is under the care of his
or her family doctor, who is kept informed of the patient’s status. In addition to informally monitoring each
participant’s behavior and health, the center reassesses each participant’s functional status every 3 months. The
center’s medical director is a neurologist who is available to consult with both staff and family caregivers. The
center also offers education programs for caregivers, volunteers, and service providers and conducts a support group
twice a month for family caregivers.

The Family Respite Center does serve people with dementia who are incontinent, who may be disruptive, or
who have a history of combativeness. The center also serves people with dementia without immediate family to care
for them, providing that they have friends or other individuals who can transport them to the center and provide other
services needed to enable them to reside in the community.

Having acquired a reputation via the grapevine as a knowledgeable source of information and referrals, the
Family Respite Center receives an average of two inquiries a day from families seeking information about
Alzheimer’s disease and appropriate services for a family member. Referrals to other services are based on the
director’s knowledge of local resources and of the experiences of other clients. No formal recommendations are
made, and clients are encouraged to evaluate all services before using them.

SOURCE: L. Noyes, director, Family Respite Center, Inc., Falls Church, VA, personal communications, Apr. 12, 1988.

Another reason the number of demented individu- excluded people with unmanageable incontinence;
als who are able to use adult day centers is limited 30 percent reported that they had excluded people
is that most centers have eligibility criteria that
exclude certain potential clients. Eligibility criteria
vary from center to center (336,606,879,940). Some
centers serve all adults over the age of 21 who meet
other spectified criteria, whereas others serve only
those over the age of 55 or 65. Some centers restrict
eligibility to people from certain geographic areas;
others impose no geographic restrictions. Some
centers restrict eligibility on the basis of functional
impairment, and other adult day centers serve people
with severe functional impairments (304,690).

Eligibility criteria that exclude people who are
incontinent, behaviorally disruptive, or combative
are likely to exclude some people with dementia. In
response to the 1985-86 survey of 847 adult day
centers by the National Institute on Adult Daycare,
35 percent of the centers reported that they had

who were behaviorally disruptive; and 12 percent
reported that they had excluded people who were
combative (879). Five percent of the 847 centers
reported that they had excluded people they consid-
ered “too confused, ” and 5 percent reported that
they had excluded people who needed constant
supervision. Many of the 847 responding centers
indicated that decisions about whether to allow
individuals to participate in their programs were
often made on a case-by-case basis, depending on
factors such as the severity of an individual’s
functional impairment and the compatibility of an
individual’s needs with those of other clients.

Even some dementia-specific adult day centers
have eligibility criteria that exclude certain people
with dementia. The Adult Day Services Program of
the Hebrew Home for the Aged in the Bronx, New
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York, serves people aged 55 or over with a diagnosis
of Alzheimer’s, multi-infarct dementia, or Parkin-
son’s disease; the program does not accept people
with unmanageable incontinence or wandering be-
havior (606). In contrast, another dementia-specific
program, the Alzheimer’s Day Care Program of
Morning side House in the Bronx, New York, admits
people of all ages and does accept persons who are
incontinent (606).

Some adult day centers do not serve people with
dementia who live alone and do not have a family or
other caregiver to supervise them when the center is
closed (488,606). The following anecdote illustrates
how the staff of one adult day center worked with a
local church to enable a client with Alzheimer’s
disease who had no family caregiver to remain in the
community.

Paul, who suffers from Alzheimer’s disease, lives
alone and has no immediate family to look after him.
He is a member of a local church, however, and
church members have taken an interest in his
well-being. Some time ago, with the help of church
members, Paul was enrolled in an adult day program.
Steve, a young man who is a member of Paul’s
church, agreed to transport Paul from his apartment
to the adult day center.

At one point, the local adult protective services
agency became concerned about Paul’s safety during
the hours he wasn’t at the adult day center. Adult
protective services staff were particularly worried
that Paul might wander at night and recommended
that he be placed in a nursing home. The adult day
center staff objected to this recommendation, be-
cause their experience with Paul indicated that once
Paul fell asleep, he slept soundly. Steve indicated
that he was willing to remain overnight with Paul
when Paul was restless, anxious, or unable to fall
asleep easily. The staff at the adult day center were
convinced that with Steve’s assistance, Paul was
capable of remaining in the community.

Eventually, the adult protective services agency
took Paul’s case to court. The adult day center staff
were able to convince the court that Paul was capable
of functioning safely in the community. The adult
day center staff are now trying to find a new
apartment for Steve and his family that would also
accommodate Paul (617).

As this anecdote suggests, adult day center staff are
often highly dedicated people who become very
involved in the well-being of their clients and are
willing to “go the extra mile” to help their clients
get the services they need.

Linking Functions

Information and Referral

[51
Although adult day centers gen-

erally have no formal mechanisms
for providing their clients and cli-
ents’ families with information and
referrals to other community agen-

~  cies, m a n y  a d u l t  d a y  c e n t e r s  d o
provide clients and their families with information.
and referrals on an informal basis. Some centers also
refer their clients to local AAAs, Alzheimer’s
Association chapters, or other agencies for informa-
tion and referrals to community services (485,
617,940).

Adult day centers have no formal mechanisms for
providing people other than their clients and clients’
families with information and referrals to commu-
nity services, but staff members at some adult day
centers that serve people with dementia do provide
information and referrals to people other than their
clients on an informal basis (485,517,940). These
staff members are likely to learn from various
sources about services that are used by people with
dementia and their caregivers. They may hear about
services their clients have used or learn about
services through their efforts to help their clients
find other sources of assistance. Some staff members
at adult day centers come to be perceived as local
experts on services for people with dementia, and
other health care and social service providers may
call them for information and advice. Families of
people with dementia may also be referred to them,
sometimes for adult day care, but often for informa-
tion about other community services.

Case Management

Adult day centers generally do

Iii!!aIL
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families provides staff members an
opportunity to informally assess the

Jq-]1 not provide their clients with formalgr case management, but frequent per-
- sonal contact with clients and their

needs of clients and their families, suggest appropri-
ate services, and help the family locate and arrange
services (485,617,940). Such staff members gener-
ally have limited time and resources for formal
followup, but clients and their families are likely to
report back informally on the success or failures of
referrals they have received.
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As noted earlier, the Robert Wood Johnson
Foundation is sponsoring a $7.5 million project, the
Dementia Care and Respite Services Demonstration,
with the goal of creating a comprehensive system of
care for demented people and their caregivers in
which adult day centers serve as the central coordi-
nating element (717). In 1988, the foundation, in
conjunction with the Alzheimer’s Association and
the Administration on Aging, selected 19 adult day
centers nationwide to participate in the demonstra-
tion project (712). Each adult day center participat-
ing in the project will receive grants of up to
$300,000 over a 4-year period to enhance its services
for dementia clients and their caregivers. The Robert
Wood Johnson Foundation has found that adult day
centers “become ‘community centers’ for providing
and facilitating the range of services needed by
people with dementia and their caregivers.” Each
center participating in the demonstration project is
required, among other things, to ‘‘develop a case-
coordinated plan for each client and caregiver to
assure access to requested services through direct
provision or referral to other community agencies. ”
The results of the demonstration will have implica-
tions for the role of adult day centers in providing
case management, respite, and other services for
people with dementia and their caregivers.

Public Education

a

Adult day centers promote their
own services and adult day services

-v———— in general in various ways, includ-
——
*

ing advertising in local newspapers,
\\\ — telephone directories, and commu-=. nity publications and participating

in community forums, information fairs, and similar
public events. Anecdotal evidence indicates that
some dementia-specific adult day centers use similar
methods to educate the public about Alzheimer’s
disease and related dementias and about adult day
care as a potentially beneficial service option for
people with dementia (485,617).

Outreach

Most adult day centers do not
have sufficient staff or resources to
conduct active outreach to identify
people who might benefit from their
services but are unlikely to be
referred or to contact an adult day

center on their own (617). On the other hand, some
adult day centers send staff to visit elderly housing
facilities in the community to seek out people who
would benefit from an adult day program (336,940).

Role in Allocating Services and Funding

Adult day centers do not control access to, or
funding for, services other than those they provide.

Summary

As agencies that might be designated to constitute
a national system to link people with dementia to
services, adult day centers offer the following
advantages:

●

●

Adult day centers that serve at least some
people with dementia may have a nurse, social
worker, or other staff member who is knowl-
edgeable about community services for people
with dementia and is able to provide informa-
tion about such services to clients of the center
and other people who contact the center.

Adult day center staff often are highly dedi-
cated people who are very concerned about
their clients’ well-being and are often willing to
“go the extra mile” to help their clients get the
services they need.

Although adult day programs are a vital compo-
nent of community-based, long-term care and pro-
vide obvious benefits for some demented adults and
their caregivers, it is unlikely that adult day centers
could serve as the basis of a national system to link
people with dementia and their families to services.
The major reason is that although adult day centers
provide information and referrals and informal case
management for their own clients, such centers
currently serve only a small percentage of people
with dementia in this country, and most adult day
centers do not have the resources to provide informa-
tion and referrals or case management for people
other than their own clients. To have adult day
centers take on the task of linking demented people
and their caregivers to services would require a
significant redefinition of the centers’ institutional
mission and an infusion of additional resources.
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Appendix A

Method of the Study

Following the release of OTA’s report, Losing a
Million Minds: Confronting the Tragedy of Alzheimer’s
Disease and Other Dementias, in April 1987, OTA
received a number of requests for a follow-on study of
methods of locating and arranging services for people
with dementia. The follow-on study was requested by the
Senate Committee on Labor and Human Resources,
Senator Charles E. Grassley, the House Committee on
Energy and Commerce, and the House Select Committee
on Aging. OTA received letters of support for the study
from the Senate Special Committee on Aging, Senator
Frank H. Murkowski, ranking minority member of the
Senate Committee on Veterans’ Affairs, the House
Committee on Veterans’ Affairs, and Congresswoman
Olympia J. Snowe. In response to these congressional
requests, OTA staff developed a proposal for the study,
and the Technology Assessment Board approved the
proposed study in June 1987.

In conducting a study, OTA generally relies on the
advice and assistance of an advisory panel. The advisory
panel suggests source materials, subject areas, and
perspectives to consider; reviews drafts prepared by staff
and contractors; helps interpret information, suggests
conclusions based on the information prepared by staff;
and offers advice in the development of policy options.
The advisory panel for this OTA study was selected in
October 1987. The 21 members of the panel were chosen
to represent the professions and types of agencies and
organizations involved in caring for people with dementia
and locating and arranging services for them. The
panelists included some individuals whose work focuses
specifically on people with dementia and some individu-
als whose work focuses on elderly and/or disabled people
in general and includes people with dementia in those
categories. David F. Chavkin, of the American University
Practicing Law Center, served as the panel chair. The
members of the panel are listed at the beginning of this
report. Between January and November 1988, three panel
meetings were held. The panel meetings were open to the
public, and some observers attended each meeting.

The first advisory panel meeting was held January 7,
1988. Panel members discussed the overall direction and
plan for the study and examined some of the relevant
definitional issues, particularly the definition of case
management. The panel also helped OTA staff identify
the types of agencies and providers that should be
analyzed in the report with regard to their capacity to link
people with dementia to services.

The second panel meeting was held on June 23, 1988.
At that meeting, partial drafts of several chapters of the
report were reviewed, and it was decided that a separate
chapter on making decisions about services for people

with dementia would be needed. In addition, after much
debate, the panel concluded that an effective system to
link people with dementia to services must include four
components, i.e., public education, information and
referral, case management, and outreach.

The third and final panel meeting was held on Nov. 3-4,
1988. The primary focus of that meeting was the draft of
the final report prepared by OTA staff. The panel
discussed its strengths and weaknesses and made recom-
mendations for changes and improvements. The panel
also discussed the policy options for congressional
consideration, particularly whether a system to link
people with dementia to services should serve people with
dementia exclusively or people with other diseases and
conditions as well.

Following the third panel meeting, the report was
revised by OTA staff to reflect the comments and
suggestions of the advisory panel and then sent to about
60 outside reviewers, including individuals from Federal,
State, and local government agencies that have programs
that link people with dementia to services, private
agencies and organizations, health care and social service
professionals, service providers, Alzheimer’s advocates,
and others. The report was again revised to reflect the
comments and suggestions of these outside reviewers. It
was submitted to the Technology Assessment Board in
July, 1989.

Early in the assessment, because of the lack of available
information about several important aspects of the
process by which people with dementia are--or are
not-connected to appropriate services, OTA contracted
for four small, exploratory studies, the findings of which
are discussed in the report. The four studies are described
briefly below. Due to the small size of the samples and
other characteristics of the four studies, their findings
cannot be generalized with certainty, but they do provide
insight into the problems families and others experience
in locating and arranging services for a person with
dementia and the possible solutions for those problems.

A full report on each of the studies is available from the
National Technical Information Service, U.S. Department
of Commerce, 5285 Port Royal Rd., Springfield, VA
22161, phone (703) 487-4650. The publication number
for each of the contract reports is noted below.

1. In 1987-88, a multifaceted exploratory study was
conducted for OTA in Cuyahoga County, Ohio, to learn
about the sources of information and referrals and other
aspects of the process by which families and others locate
services for a person with dementia. The study was
directed by Sharen K. Eckert of the Cleveland Chapter of
the Alzheimer’s Association and Kathleen Smyth of

89-150 - 90 - 14 –387–
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University Hospitals of Cleveland. It had five compo-
nents:

●

●

●

●

●

The contractors identified all the public and private
agencies in Cuyahoga County that they thought
might provide information, referrals, or services of
any kind for people with dementia the contractors
developed and mailed a questionnaire to each of the
324 agencies they identified; 97 questionnaires were
completed and returned, and their results were
analyzed.
In-depth interviews were conducted with representa-
tives of 24 of the 75 agencies that indicated on their
questionnaire that they provide information and
referrals for people with dementia.
OTA’s contractors analyzed information about the
people who called the telephone information and
referral helpline of the Cleveland Alzheimer’s Asso-
ciation Chapter between April and June 1988.
In-depth interviews were conducted with 26 care-
givers who contacted the helpline in that time period
and received a referral to a specific service provider.
Information about people who called the telephone
helpline of the Benjamin Rose Institute in Cleveland
was analyzed to compare the information and
referral needs and experiences of people who called
the helpline for someone with a physical impairment
v. people who called the helpline for someone with
a mental impairment.

The findings of the study conducted for OTA in
Cuyahoga County, Ohio, are discussed primarily in
chapter 2 but also in chapters 1, 3,5, and 8. A full report
on the study, “A Case Study of Methods of Locating and
Arranging Health and Long-Term Care Services for
Persons With Dementia,” is available from the National
Technical Information Service, #PB 90-186933.

Following the completion of the study in Cuyahoga
County, OTA staff met with the contractors and several
other individuals who are familiar with the service
environment for people with dementia in the county to
discuss the study’s findings and their implications for an
effective system to link people with dementia to services.
Involved in that meeting were Sharen K. Eckert and Peg
Kuechle of the Cleveland Chapter of the Alzheimer’s
Association, David Bass and Linda Noelker of the
Benjamin Rose Institute, and Kathleen Smyth and Peter
Whitehouse of University Hospitals of Cleveland.

2. To explore the question of what is different or special
about case management for people with dementia, OTA
contracted for an exploratory study of case managers’
views regarding the unique aspects and difficulties of
working with people with dementia and their families and
family caregivers’ views regarding the process by which
case managers arrange services for their relative with
dementia. The study was conducted for OTA by Steven H.

Zarit, Eileen MaloneBeach, and Diana L. Spore of Penn
State University.

The study was carried out in 4 counties in central
Pennsylvania and involved in-depth interviews with 15
staff members from 5 area agencies on aging (AAAs) and
46 family caregivers of people with dementia. The 15
AAA staff members who were interviewed for the study
included the case management supervisor and two other
staff members selected by the supervisor at each AAA; the
staff members selected by the supervisors included eight
case managers and two case aides. The 46 family
caregivers who were interviewed included some care-
givers who were identified by the AAA case managers
and some who were recruited independently. The primary
sources of the independent sample were support groups,
a day care program, and other subjects. The interviews
with the AAA staff members and the family caregivers
were based on interview schedules developed by OTA’s
contractors.

The findings of the study are discussed primarily in
chapter 3. A full report on the study, “Case Management
as an Approach to Dementia: An Exploratory Study,” is
available from the National Technical Information Serv-
ice, #PB 90-123191.

3. To learn about how ethnic minority people with
dementia are linked to services and to identify any special
problems that may arise in the linking process for them,
OTA contracted for an exploratory study that was carried
out in Los Angeles and San Diego Counties, California.
The study involved interviews with the families and other
informal caregivers of black, Hispanic, Japanese, and
American Indian people with dementia and with staff
members of agencies that provide services for people in
the four groups. The study was directed by Ramon Vane
of San Diego State University, Lourdis Birba of American
Health Geriatric Systems in Los Angeles, Josephine
Yelder of Pepperdine University, Yasako Sakamoto-
Kowalchuk of Little Tokyo Service Center, Ralph Forquera
of the American Indian Health Center, Rose Cosgrove of
the Indian Health Council, Inc., Rincon Reservation, and
Denise Nelsen of San Diego State University.

In all, 88 ethnic minority caregivers were interviewed,
including 35 blacks, 25 Hispanics, 18 Japanese, and 10
American Indians. Forty-eight staff members of agencies
that provide services for the four ethnic minority groups
were interviewed. The interviews were based on interview
schedules developed by OTA’s contractors. The inter-
view schedule for the caregivers was translated into
Spanish and Japanese, and the interviewers for the
Hispanic and Japanese caregivers were bilingual.

The findings of the study are discussed primarily in
chapters 1 and 2. A full report on the study, “Linking of
Ethnic Minority Elderly With Dementia to Long-Term
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Care Services” is available from the National Technical
Information Service, #PB 90-186446.

After OTA’s contractors compiled the results of the
interviews, the contractors and OTA staff met with some
of the interviewers and local service providers for three of
the four groups--blacks, Hispanics, and Japanese--to
discuss the study findings and their policy implications.
It was not possible to arrange a meeting with the
American Indian service providers in the time available
for the study. Participants in the meetings, held in Los
Angeles in December 1988, were: Yasako Sakamoto-
Kowalchuk and Yosh Bill Watenabe of the Little Tolgo
Service Center in Los Angeles; Margaret Endo and
Sharon Kato Palmer of Keiro Services in Los Angeles;
Josephine E. Yelder of Pepperdine University; Camella J.
Barnes of the Watts Health Foundation, Inc. in Lynwood,
California; Jean Daniels of California State University,
Northridge; Monica Hampton of People Coordinated
Services of Southern California in Los Angeles; Margue-
rite V. Hedge of the American Lung Association in Los
Angeles; Maria P. Cordero-Aranda of Calmecac Educa-
tional Services in Los Angeles; Lourdis Birba of Ameri-
can Health Geriatric Systems in Los Angeles, Maria Elena
Gomez and I. Maribel Taussig of the University of
Southern California in Los Angeles.

4. To learn about the information and referral proce-
dures of Alzheimer’s Association chapters and the
capacity of Alzheimer’s Association chapters to function
as the basis of a national linking system for people with
dementia, OTA contracted for a survey of 10 chapters.
Nancy L. Mace conducted the survey. A questionnaire
was developed and mailed to 10 chapters. The chapters
were selected to reflect diversity in size, in services
provided, in composition of staff (i.e., urban, suburban, or
rural), and in other characteristics. The 10 chapters
surveyed by OTA’s contractor were:

. the Palm Beach County Chapter,

. the Detroit Area Chapter,

. the New York City Chapter,

. the Honolulu Chapter,

. the Albuquerque Chapter,
● the Central Virginia-Lynchburg Chapter,
. the Eastern Massachusetts Chapter,
. the Western North Carolina Chapter,
● the North Central Montana Chapter, and
● the Greater Kansas City Chapter.

OTA’s contractor interviewed each chapter’s president or
executive director by telephone to obtain answers to the
questions.

The findings of the survey are discussed primarily in
the section on Alzheimer’s Association chapters in
chapter 8. A full report on the study, “The Role of
ADRDA Chapters in Providing Information and Referral
Services for Persons With Dementia” is available from
the National Technical Information Service, #PB 90-
123209.

In addition to these four small, exploratory studies,
OTA contracted with Lisa P. Gwyther of Duke University
for an analysis of factors that interfere with the use of
services by people with dementia and their caregivers.
The contract report, “Barriers to the Appropriate Use of
Community-based Services by Families of Persons with
Dementia,” draws on the findings of several Duke
University studies of people with dementia and their
families but particularly the Duke University Respite
Care Demonstration Project conducted from 1985-1987
in four counties in North Carolina. The conclusions of the
contract report are discussed primarily in chapter 3. The
full report is available from the National Technical
Information Service, #PB 89-225205.
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Reports by State Alzheimer's Disease Task Forces
and Advisory Committees

Several States have published State task force or advisory committee reports that specifically address Alzheimer’s
disease. Those reports are listed below. The list does not include State task force or committee reports on long-term care
that may include Alzheimer-related issues.

Arizona

Arizona Advisory Committee on Alzheimer’s Disease
and Related Disorders, Final Report of the Arizona
Advisory Committee on Alzheimer’s Disease and
Related Disorders (Phoenix, AZ: Arizona Department
of Economic Security, Aging and Adult Administra-
tion, Oct. 1, 1989).

California

California Alzheimer’s Disease Task Force, The Cali-
fornia Alzheimer’s Disease Task Forcr--Final Report
(Sacramento, CA: 1987).

California Alzheimer’s Disease Task Force, The Cali-
fornia Alzheimer’s Disease Task Force Report on
Insurance Coverage for Respite and Related Care
(Sacramento, CA: 1987).

Connecticut

Connecticut Governor’s Task Force on Alzheimer’s
Disease, Connecticut Governor’s Task Force on Alz-
heimer’s Disease: Interim Report (Hartford, CT
Connecticut Department on Aging, January 1987).

Connecticut Governor’s Task Force on Alzheimer’s
Disease, Connecticut Governor’s Task Force on Alz-
heimer’s Disease: Final Report (Hartford, CT: Con-
necticut Department on Aging, January 1989).

Florida

Florida Department of Health and Rehabilitation
Services and Governor’s Alzheimer’s Disease Advi-
sory committee, “Alzheimer’s Disease Initiative:
Comprehensive Plan,” working draft, Tallahassee,
FL, April 1989.

Georgia

Georgia Alzheimer’s Disease Study Committee, Alz-
heimer’s Disease Study Committee Report (Atlanta
GA: Georgia Department of Human Resources, Office
of Aging, December 1985).

Idaho

Idaho Alzheimer’s Disease and Spousal Impoverish-
ment Task Force, “Resolution of the Task Force on
Alzheimer’s Disease and Spousal Impoverishment,”

prepared for the Idaho Office on Aging, Boise, ID, Jan.
22,1988.

Illinois

Illinois Governor’s Task Force on Alzheimer’s Dis-
ease, The Governor’s Task Force on Alzheimer’s
Disease: Report to the General Assembly, 1986-1989
(Springfield, IL: September 1989).

Indiana

Indiana Governor’s Task Force on Alzheimer’s Dis-
ease and Related Senile Dementia Alzheimer’s Dis-
ease and Related Senile Dementia Task Force: Annual
Report 1988 (Indianapolis, IN: Indiana Department of
Human Services, 1988).

Indiana Governor’s Task Force on Alzheimer’s Dis-
ease and Related Senile Dementia Alzheimer’s Dis-
ease and Related Senile Dementia Task Force: Annual
Report 1989 (Indianapolis, IN: Indiana Department of
Human Services, 1989).

Iowa

Iowa Governor’s Task Force on Alzheimer’s Disease
and Related Disorders, Iowa Governor’s Task Force
on Alzheimers’ Disease and Related Disorders: Final
Report (Des Moines, IA: Iowa Department of Elder
Affairs, November 1989).

Kansas

Kansas Alzheimer’s and Related Diseases Task Force,
Kansas Alzheimer’s and Related Diseases Task Force:
Final Report (Topeka, KS: Kansas Department on
Aging, 1986).

Kentucky

Kentucky Alzheimer’s Disease Task Force, Kentucky
Alzheimer’s Disease Task Force Final Report
(Frankfort, KY: Kentucky Cabinet for Human Re-
sources, July 28, 1987).

Maryland

Maryland Governor’s Task Force on Alzheimer’s
Disease and Related Disorders, The Maryland Report
on Alzheimer’s Disease and Related Disorders (Balti-
more, MD: June 30, 1985).
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Maryland Coordinating Council on Alzheimer’s Dis-
ease and Related Disorders, Interim Report of the
Coordinating Council on Alzheimer’s Disease and
Related Disorders (Baltimore, MD: Maryland Depart-
ment of Health and Mental Hygiene, December 1987).

Maryland Coordinating Council on Alzheimer’s Dis-
ease and Related Disorders, Third Report of the
Coordinating Council on Alzheimer’s Disease and
Related Disorders (Baltimore, MD: Maryland Depart-
ment of Health and Mental Hygiene, December 1988).

Massachusetts

Massachusetts Governor’s Committee on Alzheimer’s
Disease, The Governor’s Committee on Alzheimer’s
Disease: Final Report (Boston, MA: 1985).

Massachusetts Committee on Alzheimer’s Disease,
Interim Report of the Special Committee Established
To Make an Investigation and Study Relative to
Alzheimer’s Disease, prepared for the Senate of the
Massachusetts Legislature, Senate Pub. No. 201791,
Boston, MA, Apr. 8, 1986.

Massachusetts Committee on Alzheimer’s Disease,
Final Report of the Special Committee Established To
Make an Investigation and Study Relative to Alz-
heimer’s Disease, prepared for the Senate of the
Massachusetts Legislature, Senate Pub. No. 1635,
Boston, MA, Dec. 31, 1986.

Michigan
J

Michigan Task Force on Alzheimer’s Disease and
Related Conditions, Alzheimer’s Disease and Related
Conditions: Reducing Uncertainty, vol. I (Lansing,
MI: Michigan Department of Public Health, July 7,
1987).

Michigan Task Force on Alzheimer’s Disease and
Related Conditions, Alzheimer’s Disease and Related
Conditions: Reducing Uncertainty, vol. II (Technica1
Supplement) (Laming, MI: Michigan Department of
Public Health, October 1987).

Michigan Dementia Subcommittee of the Chronic
Advisory Committee, Interim Recommendations for
Michigan State Public Health Dementia Programs:
Report of the Dementia Subcommittee Chronic Advi-
sory Committee (’Lansing, MI: Michigan Health Coun-
cil, December 1989).

Minnesota

Minnesota Task Force on the Needs of Persons With
Brain Impairment, Final Report of the Minnesota Task
Force on the Needs of Persons With Brain Impairment
(St. Paul, MN: Minnesota Department of Human
Services, December 1985).

Minnesota Governor’s Task Force on Alzheimer’s
Disease, The Governor’s Task Force on Alzheimer’s
Disease (St. Paul, MN: Minnesota Department of
Human Services, 1987).

Minnesota Alzheimer’s Disease/Dementia Task Force,
Minnesota Alzheimer’s Disease/Dementia Task Force:
Final Recommendations (St. Paul, MN: Minnesota
Department of Human Services, May/June 1988).

Missouri

Missouri Alzheimer’s Disease and Related Disorders
Task Force, Missouri Alzheimer’s Disease and Related
Disorders Task Force: First Annual Report (Jefferson
City, MO: Missouri Department of Social Services,
Jan. 15, 1987).

Missouri Alzheimer’s Disease and Related Disorders
Task Force, Missouri Alzheimer’s Disease and Related
Disorders Task Force: Second Annual Report (Jeffer-
son City, MO: Missouri Department of Social Serv-
ices, Jan. 15, 1988).

Missouri Alzheimer’s Disease and Related Disorders
Task Force, Missouri Alzheimer’s Disease and Related
Disorders Task Force: Third Annual Report (Jefferson
City, MO: Missouri Department of Social Services,
Jan. 15, 1989).

Nebraska

Nebraska Task Force on Alzheimer’s Disease and
Related Disorders, Report of the Task Force on Alz-
heimer’s Disease and Related Disorders to the Gover-
nor and the Legislature of the State of Nebraska
(Lincoln, NE: Oct. 23, 1987).

Nebraska Task Force on Alzheimer’s Disease and
Related Disorders, “Town Hall Meetings: Executive
summary, “ Lincoln, NE, October/November 1988.

New Hampshire

New Hampshire Legislative Task Force on Spousal
Impoverishment, Impoverishment of Spouses of Per-
sons With Alzheimer’s Disease and Related Disorders:
Report to the Speaker of the House of Representatives,
President of the Senate, and Governor of New
Hampshire (Concord, NH: Dec. 1, 1988).

New Jersey

New Jersey Alzheimer’s Disease Study Commission,
Final Report: New Jersey Alzheimer’s Disease Study
Commission (Trenton, NJ: New Jersey Department of
Health, July 1986).



394 ● Confused Minds, Burdened Families: Finding Help for People With Alzheimer’s & Other Dementias

New York

New York Academy of Medicine and the New York
State Health Planning Commission, Alzheimer’s Dis-
ease: Implications for Public Policy in New York State,
recommendations of the Alzheimer’s Institute, con-
vened in West Point, NY, May 31 and June 1, 1984.

North Dakota

North Dakota Alzheimer’s and Related Dementias
State Task Force, North Dakota Alzheimer’s and Re-
lated Dementias State Task Force: Report to the
Governor (Bismark, ND: March 1990).

Ohio

Ohio Department of Aging and Alzheimer’s Disease
Advisory Committee, Alzheimer’s Disease Initiatives
Progress Report (Columbus, OH: Dec. 31, 1987).

Oklahoma

Oklahoma Task Force on Alzheimer’s Disease and
Related Disorders, Final Report: Oklahoma Task
Force on Alzheimer’s Disease and Related Disorders,
issued pursuant to the State Plan for Achieving
Excellence in Health (Oklahoma City, OK: Oklahoma
Health Planning Commission, Mar. 31, 1989).

Pennsylvania

Pennsylvania Alzheimer’s Disease Task Force, “Alz-
heimer’s Disease Task Force Report,” Pennsylvania
Department of Aging, January 1985 (no longer availa-
ble).

Rhode Island

Rhode Island Legislative Commission on Dementias
Related to Aging, Final Report (Providence, RI: May
1, 1984).

Tennessee

Tennessee Task Force To Study Alzheimer’s Disease,
Report of the Task Force Created by HJR 585 To Study
Alzheimer’s Disease (Nashville, TN: no date).

Texas

Texas Alzheimer’s Disease Task Force, Alzheimer’s
Disease Task Force Report (Austin, TX: Texas
Long-Term Care Coordinating Council for the Elderly,
Oct. 31, 1985).

Texas Council on Alzheimer’s Disease and Related
Disorders, Texas Council on Alzheimer’s Disease and
Related Disorders--Biennial Report (Austin, TX
Texas Department of Health, September 1988).

Virginia

Virginia Commission on Alzheimer’s Disease and
Related Disorders, Report of the Commission on
Alzheimer’s Disease and Related Disorders, pursuant
to HJR 309 to the Governor and the Genenal Assembly
of Virginia (Richmond, VA: House Document No. 34,
January 1986).

Virginia Commission on Alzheimer’s Disease and
Related Disorders, Report of the Commission on
Alzheimer’s Disease and Related Disorders, pursuant
to HJR 134 to the Governor and the General Assembly
of Virginia (Richmond, VA: House Document No. 33,
January 1987).

Wisconsin

Wisconsin Task Force on Alzheimer’s Disease and
Other Irreversible Dementias, Final Report of the
Wisconsin Task Force on Alzheimer’s Disease and
Other Irreversible Dementias (Madison, WI: Bureau
on Aging, Division of Community Services, Depart-
ment of Health and Social Services, April 1987).



Appendix D

Glossary of Acronyms and Terms

ADEAR

ADLs
ADRCs
ADRDA

AIDs
CASA

CCCI
CCP
CDs
CHC
CMHC
CSE

ECA
EISEP

FHHC
FSP
GEU
GRECC

HMO
HRSA

IADL
IHSS

JCAHO

LAMP

MSSP

NLN
OTA

Acronyms

—area agency on aging
—American Association of Homes for the

Aging
—American Association of Retired Persons
—Alzheimer’s Disease Education and Refer-

ral (Center)
—activities of daily living
—Alzheimer’s Disease Research Centers
—Alzheimer’s Disease and Related Dis-

orders Association
—acquired immunodeficiency syndrome
—Community Alternative Systems Agency

program (New York State)
—Connecticut Community Care, Inc.
—Community Care Program (Illinois)
—Consumer-Directed Services Initiative
—community health center
—community mental health center
—Community Services for the Elderly (New

York State)
—Epidemiologic Catchment Area (Survey)
—Expanded h-Home Services for the Eld-

erly (New York State)
—Foundation for Hospice and Home Care
—Family Survival Project (California)
—Geriatric Evaluation Unit
—Geriatric Research, Education, and Clin-

ical Center
—health maintenance organization
—Health Resources and Services Admin-

istration
—instrumental activities of daily living
—In-Home Supportive Services (program)

(California)
—Joint Commission on the Accreditation of

Healthcare Organizations
—Long-Term Care Assessment and Man-

agement Program (Pennsylvania)
—Multipurpose Senior Services Program

(California)
-National League for Nursing
—Office of Technology Assessment, U.S.

Congress
PASSSPORT-l%Admission Screening System Providing

Options and Resources Today (Ohio)
PRO —peer review organization
SCAN —Senior Care Action Network (California)
SEED —Service Enriched Communities for the

Elderly and Disabled (program) (Cali-
fornia)

S/HMO —social health maintenance organization
SSI —Supplemental Security Income

—Tax Equity and Fiscal Responsibility Act
of 1982

VA —Veterans Administration
VHS&RA —Veterans Health Services and Research

Administration
VNA —Visiting Nurse Association

Terms

Activities of daily living (ADLs): Activities related to
personal care including bathing, dressing, getting in
and out of bed or a chair, dressing, using the toilet, and
eating. Compare instrumental activities of daily living.

Acute illness: An illness characterized by a single episode
of fairly short duration, usually less than 30 days, and
from which the patient can be expected to his or her
normal or previous state of activity. Examples include
infections such as pneumonia and influenza. Compare
chronic illness.

Administration on Aging: The Federal agency within
the U.S. Department of Health and Human Services
that was established under the Older Americans Act of
1965 to administer the provisions of the act at the
Federal level.

Adult day care centers: See adult day centers.
Adult day centers: Community-based entities that pro-

vide health care, social, and other services for small
groups of functionally impaired adults in group setting
during specified hours of the week. Some adult day
centers are freestanding, and others are situated in
hospitals, nursing homes, senior centers, or other
agencies.

Aging network agencies: Agencies that are part of a
loosely related network of agencies that have devel-
oped to serve elderly people since the enactment of the
Older Americans Act in 1965. These agencies include
the 57 State units on aging, the 670 area agencies on
aging (AAAs), and thousands of other agencies that
provide services for elderly people through contracts
or other agreements with AAAs.

AIDS (acquired immunodeficiency syndrome): A dis-
ease caused by the retrovirus HTLV-III (human T-cell
lymphotropic virus, type III) and characterized by a
deficiency of the immune system.

AIDS dementia: A form of dementia that is due to brain
infection by the virus that causes AIDS. The majority
of people who have AIDS develop dementia. The
special problems people with AIDS dementia confront
in locating and arranging services are an important
topic that is beyond the scope of this OTA report.

Alzheimer’s Association: A national, privately funded,
voluntary association, founded in 1980, to: 1) support
research on Alzheimer’s disease and related disorders;
2) stimulate awareness of Alzheimer’s disease among
the public and professionals; 3) encourage the forma-
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tion of local chapters to create a nationwide family
support network 4) advocate legislation at the Federal,
State, and local levels; and 5) provide services for
patients and their caregivers. The AIzheimer’s Associ-
ation is also known as the Alzheimer’s Disease and
Related Disorders Association (ADRDA).

Alzheimer’s Association chapters: Local chapters of the
Alzheimer’s Association. As of May 1990, there were
210 A.lzheimer’s Association chapters in 49 States
(every State except Alaska).

Alzheimer’s diagnostic and assessment centers: See
States’ regional Alzheimer’s diagnostic and assess-
ment centers.

Alzheimer’s disease: A chronic, progressive disease of
unknown cause that attacks brain cells or tissues and
was first described by 1906 by German neurologist
Alois Alzheimer. Alzheimer’s disease is the most
common cause of dementia in older people, accounting
for 60 to 80 percent or more of all cases. A diagnosis
of definite Alzheimer’s disease requires histopathol-
ogic confirmation after the patient’s death. A diagnosis
of probable Alzheimer’s disease can be made with
confidence if there is a typical insidious onset of
dementia with progression and if there are no other
systemic or brain diseases-e. g., Parkinson’s disease,
multi-infarct dementia, drug intoxication, brain dis-
ease and other chronic infections of the nervous
system, subdural hematoma, Huntington’s disease,
Creutzfeldt-Jacob disease, or brain tumor-that could
account for the progressive memory and other cogni-
tive deficits.

Alzheimer’s Disease and Related Disorders Associa-
tion (ADRDA): See Alzheimer’s Association.

Alzheimer’s Disease Research Centers (ADRCs): Fif-
teen centers, funded by the National Institute on
Aging, that conduct biomedical and clinical research
on Alzheimer’s disease and provide educational pro-
grams for the public and information and referrals for
people who are involved in their clinical research
programs.

Appropriateness of a service: In the context of this
report, those aspects of the service that make it
consistent with the needs of a person with dementia.

Area agencies on aging (AAAs): Local public or private
nonprofit agencies designated by States to implement
certain provisions of the Older Americans Act. As of
1989, there were 670 AAAs. In general, AAAs are
mandated to plan for and ensure the availability of
services for elderly people rather than to provide the
services directly. Some AAAs provide public educa-
tion, information and referral, outreach, and case
management for elderly people, including some people
with dementia.

Assessment: An evaluation of an individual that usually
includes the individual’s physical, mental, emotional,
financial, and social status. One objective of an

assessment is to identify the kinds of services the
individual needs.

Assessment instrument: A test or scale used to measure
and evaluate an individual’s status in various domains
(e.g., physical, mental, emotional, financial, and so-
cial).

Autonomy: The quality or state of being self-governing
or directing.

Behavioral problems: Behaviors of some individuals
with dementia that are troublesome to the individual’s
family, other informal caregivers, and/or paid service
providers (e.g., wandering, agitation, withdrawal, se-
vere emotional outbursts, and disruptiveness at night).

Benefits counseling: Informing clients about sources of
services and funding for services and how and where
to apply for them.

Board and care facilities: Residential care facilities that
provide room and board and variable amounts of
protective supervision, personal care, and other serv-
ices but not nursing care. Board and care facilities
include adult foster care homes that provide care for
one or two individuals as well as group homes, homes
for the aged, and large domiciliary care facilities that
may house several hundred people.

Cavitation (or per capita) payment: A method of
payment for services in which a service provider (e.g.,
a physician, hospital, or other agency or individual) is
paid a fixed amount for each person served regardless
of the actual cost of services provided for the person.

Care coordination: A term used by some people to refer
generally to the functions OTA includes in its defini-
tion of case management.

Care management: A term used by some people to refer
generally to the functions OTA includes in its defini-
tion of case management.

Caregiver: As used in this report, a relative, friend
neighbor, or other individual who provides care for a
physically or mentally impaired person on an unpaid
basis. A primary caregiver is the individual who
provides most of the person’s care; a secondary
caregiver is an individual who helps out occasionally.
The caregivers of people with dementia are usually
their adult children and spouses, most of whom are
women.

Caregiver support group: A group of people-
including family members, friends, and others-who
meet on a regular basis to share information, exchange
coping strategies, and give and receive mutual support
in caring for another person. Many support groups for
caregivers of people with dementia are sponsored by
Alzheimer’s Association chapters. Other support
groups for caregivers of people with dementia are
sponsored by hospitals, other public and private
agencies, and individual health care and social service
professionals and service providers.

Case management: 1) A term used in a wide range of
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contexts in which its general meaning is the arrange-
ment and coordination of services provided for an
individual. The precise meaning of the term is often
unclear. 2) As defined in this report, case management
is a process that includes the following five functions:

. assessing a client’s needs,
● developing a plan of care for the client,
● arranging and coordinating services for the client,
. monitoring and evaluating the services the client

receives, and
. reassessing the client’s situation as the need

arises.
Case management—along with public education, in-
formation and referral, and outreach-is identified in
this OTA report as one of the components of an
effective system to link people with dementia to
services.

Case manager: An individual who performs the five
functions just listed. Nurses, social workers, and
individuals with a college, but not a professional
degree in a human service field frequently act as case
managers for people with dementia, but individuals
with other backgrounds and training also perform case
management functions for some people with dementia.

Chore services: Services such as heavy house cleaning,
minor household repairs, and yard work.

Chronic illness: An illness that lasts over an extended
period of time and from which a person is not expected
to recover. Examples are Alzheimer’s disease, os-
teoarthritis, and diabetes. Compare acute illness.

Coexisting medical conditions: As used in this report,
medical illnesses and conditions in a person with
dementia that are unrelated or only peripherally related
to the person’s dementing disease.

Cognitive deficit/impairment: The loss of or a distur-
bance in one or more cognitive abilities, such as
memory, intelligence, learning ability, problem-
solving, judgment, comprehension, attention, and
orientation to time and place and to oneself. Impair-
ment of these abilities is a central feature of dementia.

Community health centers (CHCs): Organizations that
provide primary health care and other health-related
services to individuals in a local community. As of
1989, there were about 1,200 CHCs providing services
at more than 2,000 sites throughout the country.
Roughly half of these CHCs were receiving Federal
grants under Section 330 of the Public Health Service
Act, which authorizes grants to public and private
nonprofit organizations that provide primary health
care to populations or areas that are ‘‘medically
underserved.

Community mental health centers (CMHCs): Local
organizations that provide mental health services for
people of all ages who have mental and emotional
problems. There is no generally accepted figure for the
number of CMHCs in the United States, in part

because of lack of agreement about which agencies
should be counted as CMHCs, but available data
indicate that there are probably at least 2,300 CMHCs
nationwide. Some CMHCs receive funding through
the Federal Alcohol, Drug Abuse, and Mental Health
Services Block Grant.

Companion services: Supervision, socialization, and
other services such as reading, letter writing, and light
errands, provided by an individual who comes to the
home, often in the absence of the primary caregiver.

Competent/competency: As used in this report, terms
that refer to the legal status of an adult who has not
been declared incompetent by a court. Under U.S.
common law, competent individuals have the right to
control their property, manage their personal affairs,
and give or withhold consent for medical treatment.

Congregate meals: Meals provided to a group of older
adults in a community setting, such as a senior center
or school.

Consolidated service system: See service system.
Counseling: Assistance and guidance provided by social

workers, psychologists, nurses, and others to help
define and resolve problems of various kinds, includ-
ing, in the context of this OTA report, emotional and
relationship problems related to the care of a person
with dementia.

Decisionally capable/incapable: As used in this report,
terms that refer to a person’s ability/lack of ability to
make decisions in a general sense rather than a legal
one. If a person with dementia is decisionally incapa-
ble, decisions about services must be made for him or
her. Compare competent and incompetent.

Decisionmaking capacity: As used in this report, a term
that refers to the ability of a person to make decisions
for himself or herself. Three types of criteria are
generally used to judge an individual’s decision-
making capacity: status criteria (e.g., consciousness or
age), outcome criteria (e.g., a judgment about the
“reasonableness” of a person’s decision), and func-
tional criteria (e.g., evidencing an understanding of
relevant information and issues).

Decision-specific decisionmaking capacity: An indi-
vidual’s capacity to make a specific decision. A
concept that has emerged in the legal and ethical debate
about determining individuals’ decisionmaking capac-
ity is that an individual’s capacity to make a decision
may differ for each decision, depending on the
characteristics of the decision and the circumstances in
which it must be made.

Dementia: A clinical syndrome characterized by a
decline in mental function of long duration (months to
years) in an alert individual. Symptoms of dementia
include memory loss and the loss or diminution of
other cognitive abilities, such as learning ability,
judgment, comprehension, attention, and orientation
to time and place and to oneself. Self-care and
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language abilities are usually also affected. Dementia
can be caused by over 70 diseases and conditions, but
the leading cause in older people is Alzheimer’s
disease.

Dementia-capable: As used in this report to characterize
a system for linking people with dementia to services,
a term that means being skilled in working with people
with dementia and their caregivers, knowledgeable
about the kinds of services that may help them, and
aware of which agencies and individuals provide such
services in a community.

Dementia-friendly: As used in this report to characterize
a system for linking people with dementia to services,
a term that means being responsive to people with
dementia and their caregivers.

Dementia-specific: As used in this report to characterize
a system for linking people with dementia to services,
a term that means serving people with dementia
exclusively.

Dementing illness, disease, or condition: One of the
more than 70 illnesses, diseases, and conditions that
can cause dementia. Dementing illnesses, diseases,
and conditions are divisible into two groups: those in
which the illness, disease, or condition inevitably
produces dementia if it progresses through its full
course, such as Alzheimer’s disease, and those that
may or may not produce dementia, such as certain
infectious, metabolic, and nutritional disorders.

Domiciliary care facility: A nonmedical residential care
facility that provides room and board and variable
amounts of protective supervision, personal care, and
other services. The term is used for the 29 large
residential care facilities currently operated by the VA.

Durable power of attorney: A modification of the
standard power of attorney that permits an individual
(the principal) to transfer specified powers to another
person. The power may be broad in scope or limited.
The fundamental difference between standard and
durable power of attorney is that the former loses its
validity when the principal becomes incompetent and
is therefore not useful for people with a dementing
illness. A durable power of attorney provides a means
of designating a surrogate decisionmaker that survives
the incompetence of the principal.

Elderly: Generally referring to individuals over age 65.
Escort service: A service in which someone accompanies

an individual to a medical appointment, another
appointment, or an errand to provide assistance and
supervision.

Ethics committee: A multidisciplinary group established
in a hospital or nursing home to address ethical
dilemmas that arise within the facility and advise the
staff, patients (or residents), and their caregivers about
difficult treatment decisions.

Ethnic minority group: A subgroup of the population
that is characterized by a common language, culture,

and historical background. According to this defini-
tion, everyone belongs to an ethnic minority group. In
general, this report uses the term to refer to subgroups
of four large minority groups (i.e., blacks, Hispanics,
Asian Americans, and Native Americans.

Family caregiver: See caregiver.
Family consent laws: State statutes that authorize family

members to make specified types of decisions (e.g.,
about life-sustaining medical treatments) for relatives
who are decisionally incapable. Such statutes exist in
a only a few States.

Family support group: See caregiver support group.
Family Survival Project (FSP): An organization in San

Francisco that provides public education, information
and referral, care coordination, and a variety of other
services for brain-impaired adults and their caregivers.
Under contract with the State of California. FSP serves
as: 1) as the Bay Area Regional Resource Center for a
six-county area; and 2) as California’s Statewide
Resource Consultant, which helps coordinate Californ-
ia’s network of 11 regional resource centers for the
caregivers of brain-impaired adults. The majority of
FSP’s clients have dementia.

Fee-for-service payment: A method of paying for
services in which each service performed by an
individual provider bears a related charge. This charge
is paid by the individual patient receiving the service
or by an insurer on behalf of the patient.

Financial/benefits counseling: See benefits counseling.
Functional impairment: A deficit in an individual’s

ability to function independently. Functional impair-
ments in elderly people are often described in terms of
deficits in activities of daily living (ADLs) a n d
instrumental activities of daily living (IADLs).

Gatekeeper: As used in this report, a term that refers to
an individual, such as a mail carrier or utility meter
reader, who interacts with many people in the course
of his or her regular activities and has been specially
trained to identify isolated elderly people who maybe
in need of assistance. (Note: To avoid confusion, this
report does not use the term gatekeeper in another
sense in which it is often used-namely to refer to an
individual who allocates and controls the use of
resources for an agency that provides health care,
long-term care, social, or other services.)

Gatekeeper program: A type of outreach program used
to identify isolated elderly people who maybe in need
of assistance. A gatekeeper program recruits and trains
individuals who interact with many people in the
course of their regular activities+. g., mail carriers,
utility meter readers—to identify isolated elderly
people who may be in need of assistance and notify a
central agency. The central agency then contacts the
people, evaluates their needs, and refers them to
services. Gatekeeper programs frequently identify
isolated people with dementia who need assistance but
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would not contact a health care, long-term care, or
social service agency for themselves.

Geriatric Research, Education, and Clinical Centers
(GRECCs): Centers established at VA medical centers
to provide basic and clinical research and education
and training for clinicians and researchers in the field
of geriatrics. As of 1990, there were 12 GRECCs, at
least 4 of which were caring for some veterans with
dementia.

Guardian: A person lawfully invested with the power
and charged with the duty of protecting and taking care
of the property and/or person of an individual who has
been judged legally incompetent. In some States, the
term used instead of, or in addition to, guardian is
conservator.

Guardianship: A legal mechanism that involves the
appointment by a court of an individual or institution
(the guardian) to protect and take care of the person
and/or property of a person who is found incapable of
managing his or her own affairs (the ward). In some
States, the term used instead of, or in addition to,
guardianship is conservatorship.

Health care and social service professionals: Physi-
cians, nurses, social workers, psychologists, physical
therapists, speech therapists, occupational therapists,
and other professionals who provide health care,
health-related, and social services.

Health maintenance organization (HMO): An or-
ganization that provides directly or arranges for the
provision of specified health care services to a
voluntarily enrolled population for a fixed per capita
payment rather than a fee for each services. Typically,
a physician, a nurse, or another individual is in charge
of each enrollee’s care and is responsible for authoriz-
ing and arranging any special services for the person.

Home care agency: See home health agency. Both terms
are used synonymously in this report.

Home care services: Health care, long-term care, social,
and other services provided in the home by a home
health agency or other organization or individual.
Home care services range from nonmedical services
(e.g., paid companion and housekeeping services) to
health care and health-related services (e.g., skilled
nursing and physical therapy).

Home-delivered meals: Meals prepared at a central
location and delivered to homebound people on a daily
or less frequent basis.

Home health agency: A local organization that provides
in-home services. As used in this report, the term
includes agencies that provide skilled nursing care,
physical therapy, and other health care and health-
related services, as well as homemaker and other
agencies that provide social and other nonmedical
in-home services. In 1989, there were about 12,800
home health agencies in the United States, including
about 5,700 agencies that were certified to provide

Medicare-covered home health care and about 7,100
other agencies that provided in-home services but were
not Medicare-certified. To be certified by Medicare, a
home health agency must provide skilled nursing care
and meet certain other requirements.

Home health aide: A person who is paid to provide
health-related services in the home. The services
provided by a home health aide may include assistance
with medications and exercise, assistance with per-
sonal care (e.g., bathing, dressing, and feeding), and
light household tasks. The term is sometimes used
synonymously with the term homemaker, but some
agencies and others make a distinction between the two
terms.

Home health care agency: See home health agency.
Homemaker: A person who is paid to provide in-home

services, such as assistance with personal care (e.g.,
bathing, dressing, and feeding), household tasks, meal
preparation, and shopping. The term is sometimes used
synonymously with the term home health aide, but
some agencies and others make a distinction between
the two terms.

Hospice services: Medical, nursing, counseling, and
other supportive services rendered to terminally ill
people and their families. Hospice care is intended to
be palliative and to improve quality of life rather than
to cure disease or extend life.

Hospital-based geriatric assessment programs: Spe-
cial hospital inpatient or outpatient programs that use
a multidisciplinary team to evaluate elderly patients
with complicated medical or psychiatric problems and
to develop a coordinated plan of care. Some hospital-
based geriatric assessment programs also offer other
services such as medical and psychiatric treatment, and
rehabilitative services. Hospital-based geriatric assess-
ment programs include inpatient geriatric specialty
units, inpatient geriatric consultation services, outpa-
tient geriatric services, and inpatient and outpatient
geropsychiatry services. As of 1987, about 1,400
hospitals nationwide had a geriatric assessment pro-
gram.

Hospital discharge planner: A person who arranges
post-discharge care for hospitalized patients.

Huntington’s disease: A genetic disease characterized
by chronic progressive disorders of movement and
mental deterioration culminating in dementia. Symp-
toms do not usually appear until late middle age, and
death usually results within 15 years.

Incompetent: As used in this report, a term that refers to
the legal status of a person who, on the basis of
evidence presented to a court, has been declared
incapable of managing his or her affairs. Compare
decisionally capable/incapable.

Informal caregivers: See caregivers.
Informal services: As used in this report, unpaid services

provided for an impaired person by his or her relatives,
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friends, neighbors, or others.
Information and referral: As defined in this report,

information and referral means providing information
about and referrals to specific services and sources of
funding for services in a community. Information and
referral-along with public education, outreach, and
case management—is identified in this OTA report as
one of the essential components of an effective system
to link people with dementia to services.

In-home services: Health care, long-term care, social,
and other services provided in the home by a home
health agency or other organization or individual. In
this report, the term is used synonymously with the
term home care services.

Instrumental activities of daily living (IADLs): Activi-
ties related to independent living, such as preparing
meals, doing laundry, managing money, shopping for
groceries, cleaning the house, cooking, using a tele-
phone, and taking medications. Compare activities of
daily living.

LAMP (Long-Term Care Assessment and Manage-
ment Program): A program in Pennsylvania that
contracts with local agencies (usually area agencies on
aging) to provide case management for elderly people
who are eligible for Medicaid-funded nursing home
care but choose to remain at home. It is similar to
Ohio’s PASSPORT program but is paid for solely with
State funds.

Legal services: Assistance with legal matters, such as
property disposition, transfer of assets, wills, living
wills, powers of attorney, and guardianship.

Life-sustaining medical treatments: Drugs, medical
devices, or procedures that can keep a person alive who
would otherwise die within a foreseeable, though
usually uncertain, time. Examples include cardiopul-
monary resuscitation, mechanical ventilation, renal
dialysis, and nutritional support (i.e., tube or intrave-
nous feeding).

Linking program: As used in this report, a program that
provides one or more of the functions identified by
OTA as essential components of an effective system to
link people with dementia to services (i.e., public
education, information and referral, outreach, and case
management).

Living will: A legal mechanism, recognized in some
States, that permits a competent individual to declare
his or her wishes, especially the intent to refuse
life-sustaining procedures once he or she is incompe-
tent and death is imminent. Along with durable powers
of attorney, living wills are legal mechanisms that give
individuals the ability to direct treatment decisions
after incompetence.

Long-distance caregiver: An adult child or other relative
or friend of an impaired person who lives in a different
locality or area of the country but still tries to function
as a caregiver for the person-often by trying to locate,

arrange, and monitor services for the person. The
difficulties long-distance caregivers face in locating
and arranging appropriate services for a relative or
friend with dementia are one of the primary reasons
that a system to link people with dementia to services
must be uniform in some way nationally.

Long-term care services: A variety of services that may
be provided in a person’s home, the community, or a
residential or institutional setting, with the objective of
maintaining and supporting a chronically ill or se-
verely disabled individual. The services generally are
needed for a prolonged period, even if intermittently.

Medicaid: A joint Federal/State program intended to
provide health care and health-related services for
low-income individuals. Medicaid regulations are
established by each State within Federal guidelines,
and the eligibility requirements and services covered
vary significantly among the States. In general, Medi-
caid pays for medical, nursing home, and home health
care for individuals who meet the eligibility require-
ments for those services. In some States, Medicaid also
pays for adult day care and in-home services such as
personal care and homemaker services. Financial
eligibility for Medicaid is determined by a means test,
in which a ceiling is placed on the maximum income
and assets an individual may have in order to qualify
for assistance. The income and assets levels are low in
all States and very low in some States.

Medicaid 2176 Home and Community-Based waiver:
A waiver obtained under the Medicaid 2176 Home and
Community-Based Waiver program which allows
States to provide a coordinated package of home and
community-based services for individuals who other-
wise would be at risk of nursing home placement or
who are already in an institution. A State with a
Medicaid 2176 waiver may use Medicaid funds to pay
for services that are not ordinarily covered by Medi-
caid; may pay for services for some Medicaid benefici-
aries and not others, so that benefits can be targeted;
and may use a higher income standard to determine
eligibility for the waiver program than the standard
used for other Medicaid services. Although States’
Medicaid 2176 waiver programs are a valuable re-
source in linking some people with dementia to
services, many people with dementia are not eligible
for the programs because they do not have medical
conditions, functional impairments, or financial re-
sources that meet the eligibility requirements for
Medicaid-funded nursing home care.

“Medically needy” people: Under Medicaid, people
whose incomes are above the ceiling established by a
State for Medicaid eligibility but who qualify for
Medicaid, nevertheless, because their medical ex-
penses reduce their incomes below the Medicaid
eligibility level. Not all States allow Medicaid eligibil-
ity for “medically needy” people.
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Medicare: A nationwide health insurance program au-
thorized in 1965 to pay for hospitalization: medical
care, and some related services for people over age 65,
people who have received Social Security disability
insurance payments for 2 years or longer, and people
with end-stage renal disease. Medicare consists of two
programs: hospital insurance (part A) and supplemen-
tary medical insurance (Part B).

Medicare Alzheimer’s Disease Demonstration: A dem-
onstration program, mandated by Congress in 1986, to
determine the effectiveness, cost, and impact of
providing comprehensive services for Medicare enrol-
lees who have Alzheimer’s disease or a related
disorder. As of 1990, the demonstration is being
implemented at eight sites nationally.

Minority group: See ethnic minority group.
Multidimensional assessment: A client evaluation that

focuses on many different aspects of the client’s status,
e.g., physical, mental, emotional, functional, financial,
and social.

Multidisciplinary assessment: A client evaluation con-
ducted by individuals from various disciplines, usually
including a physician, a nurse, and a social worker and,
depending on the care setting, a physical therapist, a
speech therapist, an occupational therapist, a psycholo-
gist, and various physician specialists.

Multidisciplinary team: A team composed of individ-
uals from various disciplines that provides comprehen-
sive client assessments, care planning, and/or treat-
ment. Multidisciplinary teams usually include a physi-
cian, a nurse, and a social worker and, depending on
the care setting, may also include a physical therapist,
a speech therapist, an occupational therapist, a psy-
chologist, and various physician specialists.

Multi-infarct dementia: An irreversible form of demen-
tia resulting from many small strokes. This is the
second most common cause of dementia in the elderly.

Nursing homes: Residential care facilities that provide
24-hour supervision, nursing care, personal care, and
other services. An estimated 40 to 70 percent of
nursing home residents have dementia and many
people with dementia spend some time in a nursing
home in the course of their illness. Medicaid pays for
a significant proportion of nursing home care, but
nationally half the cost of nursing home care is borne
by residents and their families.

Nursing home preadmission screening programs:
Programs to evaluate nursing home applicants and
divert those who can be cared for at home. As of 1986,
29 States and the District of Columbia has nursing
home preadmission screening programs. In 1987, a
Federal law as enacted that requires States to establish
a nursing home preadmission screening program to
identify mentally ill and mentally retarded people for
whom nursing home placement is inappropriate.

Occupational therapy: Therapy provided to people who

are physically or mentally impaired that is intended to
improve functional abilities; provided by an occupa-
tional therapist.

Older Americans Act: A law enacted in 1965 that
established the Federal Administration on Aging and
a program of Federal grants to States for the develop-
ment of a coordinated system of services for elderly
people in their homes and communities. The act also
required States to designate a single State agency—
commonly referred to as a State unit on aging-to
formulate a plan for developing the system of services
envisioned in the act. The 1973 amendments to the act
required each State to divide its jurisdiction into
planning and service areas and to designate an area
agency on aging to plan, coordinate, and arrange
services for elderly people in each area.

On Lok Senior Health Services: An organization that
plans, coordinates, and provides comprehensive health
care, long-term care, social, and other services for
about 300 very frail and severely impaired older adults
in the Chinatown-North Beach area of San Francisco.
On Lok’s comprehensive, consolidated service pro-
gram exemplifies a model of service delivery that
eliminates for its clients the problems in locating and
arranging services that are, the focus of this OTA
report.

Outcome criteria to measures quality of care: Criteria
for measuring quality that focus on the outcome of care
(e.g., the patient’s health and functional abilities and
patient and family satisfaction). The use of outcome
criteria to measure quality assumes a direct link
between the process of care and the outcomes of care.
In the case of people with dementia, however, that link
is seldom straightforward or clear since many factors
other then quality of care influence patient outcomes.
Compare process criteria and structural criteria to
measure quality of care.

Outreach: As defined in this report, outreach means
using an active method to identify individuals with
dementia and caregivers who need assistance but are
unlikely to respond to public education programs or to
contact an information and referral source on their
own. Outreach is likely to be needed for isolated
people with dementia who live alone and have no
relative or friend to help them and for people with
dementia whose caregiver is isolated and overbur-
dened. Outreach-along with public education, infor-
mation and referral, and case management-is identi-
fied in this OTA report as one of the essential
components of an effective system to link people with
dementia to services.

Parkinson’s disease: A disease affecting movement and
leading to dementia in approximately one-third of
those affected. The disease is associated with destruc-
tion of cells in the brain-stem. The symptoms of
Parkinson’s disease include tremors, rigidity, extreme
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slowness of movement, and a mask-like facial expres-
sion.

PASSPORT (Pre-Admission Screening System Pro-
viding Options and Resources Today): A Medicaid
2176 waiver program in Ohio that provides case
management and a range of in-home and community
services for people who are eligible for Medicaid-
covered nursing home care but choose to remain at
home, including some people with dementia.

People with dementia: As used in this report, the term
refers to people with Alzheimer’s disease, and other
dementing diseases that primarily affect elderly peo-
ple.

Personal care services: Assistance with self-care activi-
ties, including eating, dressing, bathing, getting in and
out of bed, and using the toilet.

Personal emergency response system: A telephone-
based system to alert others that an individual who is
alone is experiencing an emergency and needs assis-
tance.

Physical therapy: Rehabilitative therapy provided by a
physical therapist. The therapy may include a variety
of methods, such as heat, hydrotherapy, massage,
exercise, and the use of mechanical devices.

Preadmission screening: See nursing home preadmis-
sion screening programs.

Prevalence: The total number of individuals in a given
population who have a specific disorder at one period
in time.

Primary caregiver: See caregiver.
Private geriatric case manager: Individual profes-

sionals (usually social workers or nurses) and others
who provide client assessment, care planning, service
arrangement and coordination, monitoring, and a
variety of services for elderly people on a fee-for-
service basis. Although no data are available, anecdo-
tal evidence suggests that many clients of private
geriatric case managers have dementia.

Process criteria to measure quality of care: Criteria for
measuring quality that focus on the activities involved
in providing care (e.g., care planning and medication
procedures and procedures for handling difficult
patient behaviors). The use of process criteria to
measure quality is valid only if the processes have been
linked to desired or undesired outcomes of care.
Compare outcome criteria and structural criteria to
measure quality.

Prospective payment: Payment for medical care on the
basis of rates set in advance of the time period in which
they apply. Medicare’s DRG payment system for
inpatient hospital services is a particular form of
prospective payment.

Protective services: Social and law enforcement services
to prevent, eliminate, or remedy the effects of physical
and emotional abuse or neglect.

Public education: As defined in this report, public

education means providing programs and materials to
help people understand dementia and the kinds of
services that may be helpful for individuals with
dementia. Public education-along with information
and referral, outreach, and case management-is
identified in this OTA report as one of the essential
components of an effective system to link people with
dementia to services.

Quality assessment: The measurement and evaluation of
quality of care.

Quality assurance: Procedures and activities to safe-
guard or improve quality by assessing quality and
taking action to correct any problems found.

Quality of care: The extent to which the service increases
the probability of desired outcomes and reduces the
probability of undesired outcomes, given the con-
straints of existing knowledge.

Regional Alzheimer’s diagnostic and assessment cen-
ters: See States’ regional Alzheimer’s diagnostic and
assessment centers.

Regional resource centers: California’s 11 regional
centers that provide public education, information and
referral, and care coordination, and a variety of other
services for brain-impaired adults and their caregivers.
The majority of the clients of California’s regional
resource centers are caregivers of people with demen-
tia. One of the centers is the Family Survival Project,
which is the model for the other 10 centers.

Residential care facility: A care setting in which the
patient or client resides, such as a nursing home, board
and care facility, or State mental hospitals.

Respite care services: Any short-term services that are
intended to provide temporary relief for the primary
caregiver of an impaired person. Such services may
include in-home companion/sitter services, in-home
personal care, adult day care, or short-term (e.g.,
overnight) stays in a nursing home.

Senior center: A community facility for elderly people.
Senior centers provide various activities for elderly
people, recreational, educational, cultural, or social
events. Some centers provide adult day care, congre-
gate meals, health screening, and limited health care
services.

Service consciousness: As used in this report, a general
awareness that services exist. Service consciousness is
one of two components of patients’ and caregivers’
knowledge about services. Compare service know-
ledge.

Service knowledge: Knowledge about a specific service,
including who provides it in a community. Service
knowledge is one of two components of patients’ and
caregivers’ knowledge about services. Compare serv-
ice consciousness.

Services for people with dementia: In the context of this
report, services for people with dementia means all
health care, long-term care, social, and other services
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that may be needed by a person with dementia. Such
services include diagnosis, acute medical care, adult
day care, chore services, escort service, financial/
benefits counseling, home-delivered meals, hospice,
legal services, mental health services, multidimen-
sional assessment; occupational therapy; personal
care, homemaker services, physical therapy, recreation/
exercise, respite care, skilled nursing, speech therapy,
vision care, and other services. In this report, the term
‘‘services’ is not used for the four linking functions—
public education, information and referral, outreach,
and case management.

Service system: As used in this report, an organizational
entity that pools funds from several sources and
integrates the functions of various agencies that
provide services in a given geographic area. These
entities are intended to create a consolidated system
through which people are connected to services.

Service-connected disabilities: With respect to the
eligibility criteria for VA services, disabilities that
were incurred or aggravated during military service.
Veterans with a service-connected disability have
priority for VA services.

Severely mentally ill: A term that usually refers to adults
with a diagnosis of schizophrenia, a major affective
disorder, psychosis, or a personality disorder and a
recent history of psychiatric care that required more
than voluntary outpatient treatment. The term is not
usually used to refer to people with Alzheimer’s
disease or other diseases that cause dementia.

Social health maintenance organization (S/HMO): An
innovative organizational entity that offers voluntarily
enrolled elderly Medicare beneficiaries a package of
acute and long-term care services and operates on a
capitated, prospectively fixed budget. As of 1990,
there were four S/HMOs in this country, all of which
were part of a congressionally mandated demonstra-
tion project-the National S/HMO Demonstration.

Social Services Block Grant: A Federal block grant to
States for social services for elderly and disabled
people and others. There are no Federal requirements
for specific services that must be provided, but many
States use a portion of their Social Services Block
Grant funds for board and care, adult day care, home
health aide, homemaker, and chore services. States
determine the eligibility requirements for these serv-
ices and may use a means test.

Special care units: Units in nursing homes and board and
care facilities that provide “special care” for people
with dementia.

Speech therapy: Treatment to improve or restore speech;
provided by a speech therapist.

State unit on aging: A State agency designated under the
provisions of the Older Americans Act to formulate a
plan for developing the system of community services
envisioned by the act and to oversee the use of Older

Americans Act funds in the State. Currently, there is a
State unit on aging in each of the 50 States, the District
of Columbia, and 7 territories.

States’ regional Alzheimer's diagnostic and assess-
ment centers: A general name used in this report to
refer to regional centers established by States to
provide diagnosis, a comprehensive assessment, and a
plan of care for people suspected of having Alz-
heimer’s disease or a related disorder. Some States’
regional Alzheimer’s diagnostic and assessment cen-
ters also provide services, such as medical treatment,
psychiatric treatment, adult day care, caregiver educa-
tion and training, and caregiver support groups, and
most centers assist in locating and arranging services
for their clients. Many of the centers also conduct
biomedical and clinical research. States with such
centers include California Connecticut, Florida, Illi-
nois, Kentucky, Maryland, New Jersey, New York
Ohio, and Pennsylvania.

Structural criteria to measure quality: Criteria for
measuring quality that focus on the resources available
for care (e.g., the number and qualifications of staff,
and an agency’s physical plant, and financial re-
sources). The use of structural criteria to measure
quality is valid only if the specific structural character-
istics measured are associated with better processes or
outcomes of care. Compare outcome criteria and
process criteria to measure quality.

Supervision: Monitoring of an individual’s status and
activities to ensure his or her safety.

Supplemental Security Income (SSI): A Federal income
support program that provides a monthly payment for
disabled, aged, and blind people with incomes below
a specified level.

Support group: See caregiver support group.
Surrogate decision: A decision made on behalf of

another person, in particular a person who is decision-
ally incapable. Court rulings and legal analysis of
decisions about the use of life-sustaining technologies
have identified two standards to guide surrogate
decisionmaking: l)the “best interest standard” (which
requires the surrogate to make decisions from the
perspective of hypothetical reasonable person, using
objective, societally shared criteria); and 2) the ‘substi-
tuted judgment standard” (which requires the surro-
gate to make decisions from the perspective of the
patient, using the patient’s personal values and prefer-
ences).

Surrogate decisionmaker: A person who makes deci-
sions about the health care, lifestyle, and estate of
another individual who is incapable of making the
decisions for himself or herself. A surrogate decision-
maker can be a court-appointed conservator or guard-
ian, or a family member who makes decisions for an
impaired relative without being formally or legally
charged to do SO.
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Temporary treatment guardian: Volunteers used at the
University of New Mexico’s Institute of Public Law to
ascertain the wishes and preferences of hospitalized
elderly people who were too cognitively impaired to
make decisions about their own care and had no
relative or friend to make decisions for them.

Third-party payment: Payment by a private insurer or
government program to a service provider for care
given to a patient.

Validity: As used in this report, the extent to which the

criteria used to measure the quality of services actually
measure quality

Values history document: A document that expresses a
person’s wishes, values, and preferences with respect
to his or her care. Such documents have been
developed and tested at the University of New
Mexico’s Institute of Public Law.

Visiting nurse: A registered nurse who provides nursing
care for an individual at home.
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Accreditation, see Licenses and permits
Acquired immunodeficiency syndrome, 12
Activities of daily living, see Self-care abilities
Acute care, 203,220

see also Emergency services
Administration on Aging, 47, 146,267,270,285,336
Administrative factors, 49,58, 62

bureaucracy, 128
case management, 121-122, 178,235, 236,255-256
community-level, 45, 250, 251-253, 257
consolidation of services, 45-46,227,245-254,256-257
consortia, 47, 179, 251,252, 261,284
State action, 45,46,235,236,244,245-251, 253-257
turf guarding, 4,24-25,36,4142,46,48, 62,88-89,247,
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Adult children, 9-10, 18, 19
Adult day care, 3,22,48,252,265,339-344

evaluation, 172-174
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public education, 344
State linkage, 228,240,244,250
use, 108, 109, 110, 135
veterans, 204, 209, 220

Advocacy, 122, 178,218,228,235,248, 291-292,299,300
Agency issues

adult day centers, 48, 108, 109, 110,135, 172-174,204,
205,228,240,244,252, 265,343-344

Alzheimer’s Association Chapters, 34,41,48,93, 170-174,
187,229,272,289-299
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community mental health centers, 15, 22,48, 243, 274,

276-283
community support services, 48, 190-191, 194, 196,240,

241,299-304,336-339
competency policies, 140, 147, 148, 155
environment, 22-26
evaluation procedures, 190-197
funding/services allocation, 25-26,65, 118, 122, 134,235,

255-256,274,276,282, 288,297,303,310,317, 327,
335,338-339,344

home health agencies, 9-10,22,46,48,238,244, 252,
318-329

hospital geriatric programs, 48, 182,311-318
linkage v. services, 64-65
national system, categories, 48-49, 229-237,261-344
networking, 179, 263
regional centers, 48, 303, 304-311
social health maintenance organizations, 48, 329-336
State-level, 25,4346,63-64,227-257
turf guarding, 4,24-25,36,41-42,46, 48,62,88-89,247,

249,252,253,256,285
types, 22-23,3549,88-89,261-344
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Organizational factors; Regulations
AIDS, 12
Alaska, 230
Alcohol abuse, 12,20

Alcohol, Drug Abuse, and Mental Health Administration, 276,
277

Alzheimer’s Association, 243,289-299
case management, 204,209,220
case studies, 204,209,220
information and referral, 34,41,93, 171,289-290,293-296,

298
minority groups, 293,298
national system, 34,41,48,93, 170-174, 187,297-299
outreach, 34, 297
public education, 41,229,272,289,290,297, 298
telephone services, 41,93,290,293-296

Alzheimer’s Disease Education and Referral Center, 42
Alzheimer’s Disease Research Centers, 42
American Association of Homes for the Aging, 186,263,269
American Association of Retired Persons, 183
American Indians, 50,94$151
American Nurses’ Association, 59, 176
Area agencies on aging, 22,229,230,235,236,241, 243,248,

251,263-275,282,285-286, 342
case management, 108, 123-129, 146, 219,236, 240, 270-

271,272-273,282
case studies, 9, 123-129, 146,219,220, 269,272-273,342
eligibility, 265,266,272-273
geographic factors, 266-267
home services, 240,249,265,267
information and referral, 9,37,39,44,84,218,219,

267-270,272,275
national system, 263,274-275
outreach, 44, 108, 235, 265,272-274,275
public education, 267,269,271-272,275

Assessment, see Diagnosis and assessment; Evaluation;
Quality control

Associations, see Alzheimer’s Association; Professional and
provider associations; Voluntary agencies and
associations

Attitudes
caregivers, 20-21, 27, 35,51,74-75, 110, 111, 113-120,

126, 127-129, 130, 135, 196,201-202,253,276, 279,
283

case managers, 123-125, 126
costs and, 27, 35, 111, 113,253
dementia friendly services, 33,93,228,257,298,344
families, 9-10,20-21,35,74-75, 101, 107, 111, 113-119,

124, 125-126, 128, 132, 135, 160-161, 189,221,233-
234,276

home services, 117-118, 123, 129, 130
minorities, 51, 95
organizational, 33, 93, 178; see also Turf guarding
patients, 51, 111-113, 119-120, 135, 166, 188-189, 192,

193, 195,279
public, 41

Australia 177

Behavioral problems, see Psychiatric and behavioral problems
Beliefs, see Attitudes
Bionic Health Care Inc, v. State of Oregon Department of

Human Resources et al., 177
Black Americans, 75, 150-151,287
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Block grants, 236,240,243,249,276-277, 321-322,342
Building Affordable Long-Term Care Alternatives: Integrating

State Policy, 245

California, 48,51,60,73,94-100, 108, 116, 150, 151,
190-191, 192,229,232,237,240-244, 279,305,306,
308,310,313,329,336-339

Family Survival Project, 194, 196,240,241,299-304
On Lok Senior Health Services, 48, 190-191,336-339

Caregivers
attitudes, 20-21, 27, 35, 51, 74-75, 110, 111, 113-120, 126,

127-129, 130, 135, 196,201-202,253,276, 279,283
education, 228, 238, 240,252, 253, 254, 276,280, 300-301,

303, 306, 324; see also Professional education; Public
education

family and other informal, 3,4, 18-22,26-28,33, 113-119,
120, 131, 171,205,207,215,228, 230,276,279,283,
300-301

information and referral, 6,26-27,73,74-80, 168-170, 183,
185-186, 197,205

knowledge about services, 26-27,34-35,76-90, 101-102,
103, 112

minorities, characteristics, 19-20, 51, 75, 96-97, 151-152
stress on, 20-21, 161, 324
support groups, 171,205, 207,215,228, 230,232,238,

252,287,300
see also Physicians

Case management, 28,29,31-32,59,62,65, 107-108,240
administrative tasks, 121-122, 178,235, 236, 255-256
adult day care centers, 135,252,343-344
Alzheimer’s Association, 296-297,298
area agencies on aging, 108, 123-129, 146, 219,236,240,

270-271,272-273,282
attitudes, 123-125, 126
case studies, 122, 123-127, 134-135, 196-197
community agencies, 235,238, 240, 247, 252-253,280,

281-282,283,285,286, 302,336,338,339
cost, 273
defined, 107,108, 120,121-123, 132-133, 134,135,227,

232,253,262
demonstration projects, 65, 133,252,255-256
education for managers, 121, 128, 145-146, 148
education v., 74
family role, 8-10, 107, 108, 123-129, 131, 132-134, 154,

155, 194-196,273,286,327
home services, 41, 191,238,252,325-326, 327,333,335
hospitals, 9,57, 176-178,216,217,218, 252,313,316
isolated patients, 17, 120, 124-125, 129-130, 131
legislation, 58
liability, 130, 177
multidisciplinary teams, 252,272,280,338, 339
need, 120-122
nurses and social workers, 59, 101, 112, 117-119, 176, 240,

256,272,335
patient registries, 228
physicians, 59-60,61,74-75, 100-102, 168-170
private, 38-39, 178,236
problems, 120-135
quality control, role, 128-129, 176-178, 192, 196-197,235,

252
regional, 234, 252, 309, 310
respite care, 117-119, 123, 128, 134, 135, 282

social health maintenance organizations, 331,
333-334,335

standards, 59, 176-177, 252
State-level activities, 44,45,59,234-237,238, 240,243,

244,247,250-251,253, 302,309,310
veterans, 57, 216-217, 218, 220
workload, 121, 256
see also Competency issues; Discharge planning

Case studies
adult day care centers, 135,342
Alzheimer’s Association, 290,294,296
area agencies on aging, 9, 123-129, 146, 219,220,269,

272-273,342
case management, 122, 123-127, 134-135, 196-197
community health centers, 287
community mental health centers, 15,280
county referral system, 80-82, 92-93,94-96
home health agency, 324,328
hospital geriatric units, 314,315
nonuse of services, 108-110
referral to services, individual patient, 8-10
regional centers, 305-308
respite cam, 134, 135, 205, 214$324, 342
special care units, 163, 186,206
veterans, 205, 207, 205, 214, 219, 220

Catholic Charities, 241
Certification, see Licenses and permits
Children, 285

adult children, 9-10, 18, 19
Chore services, see Homemaker and chore services
Clinical services, 112

case management, 120-121
memory, 199

Cognitive deficits, 4,9-10, 12-13, 16, 17,27,91, 112
family caregivers, 19,51, 115-116, 185-186
memory, 5, 17, 110, 119, 199, 305
minority attitudes, 51, 95
quality control and, 166, 185-186, 189
variation in, 109, 112, 146-147, 330-331
see also Competency issues

Community Mental Health Services Act, 276,277,283
Community systems, 2,3,36,45, 124,251-253,255,336-339

administrative factors, 45, 250,251-253, 257
case management, 235, 238,240,247,252-253, 280,281-

282,283,285,286,302, 336,338,339
cost factors, 255, 337
health centers, 243,283-289
information and referral, 37,238,240,241,279-281, 283,

286,300,301,338
linkage, overall, 4,22,4648, 190-191,227,237,238-239,

240,243,245-246,279-283, 286-289,299-304,338-
339

long-term care, 251-253,254-256
medical services, 22,48, 243, 283-289
mental health centers, 15, 22, 48, 243, 274, 276-283
minority groups, 98-100, 336-339
national linkage system, 227-229, 253, 254, 278, 282-283,

288-289,303-304,339
outreach, 274, 282, 283, 288, 338
physician referral, 61
public education, 240,269,282,283,287-288, 302-304,

338
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quality control, 190-191
State/community linkage, 237,238-239,240,243, 245-256,

299-304
use and nonuse, 108-110, 111
veterans, 204,215, 216, 217, 218, 219, 221
see also County systems; Home care services; Local

systems; Nursing homes
Company programs, 37,65

nontraditional gatekeepers, 120, 235, 273-274,280, 296
see Employee benefits

Competency issues, 49,52-54,65-66, 139-156
criteria, 52-53, 139, 140, 141-144, 148, 152-155
decision-specific, 144
designated decisionmaker, 144-146, 152-155
enhancement methods, 146-147
linkage implications, 16, 147-148, 155-156
multidisciplinary teams, 145, 151
national system, 52-53,65-66, 140, 148, 155, 156
quality control and, 166-167
standards, 52-53, 139, 140, 141-148, 152-155
surrogate decisionmaking, 53, 139, 147, 148-155, 156,

166-167
variation in cognitive deficits, 109, 112, 146-147, 330-331
veterans, 217

Computer technology, 59,85,89-90,112,217, 221,232-233,
234,252,295,301,303, 306

Confidentiality, 252
Connecticut, 38, 100, 108, 133-134,232,326,328
Consent, see Competency issues
Consortia, 47, 179,251,252,261,284
Cooperatives

elderly, 37-38
rural, 44

Cost factors
attitudes toward, 27,35, 111, 113,253
case management, 273
community care, 255, 337
centainment, 322, 332-333
fee-for-service, 133,305
home care, 9
hospital geriatric care, 313-314,317
information, 83
linkage, 58-59
long-term care, 255-256
nursing homes, 238
quality control and, 165

Counseling, 108,269
black families, 75
case management and, 130-131
supprrt groups, 171, 205, 207, 215, 228, 230, 232, 238,

252,287,300
County systems, 9,22,26-27,35,46,240, 243,250,251,252

case management, 123-130,236, 240, 296
information and referral, 35,73,76-78,80-82,92-93, 94-96,

175,240,252
mental health, 279
minority groups, 51, 94-loo
outreach, 282

Court cases, see Litigation
Criteria, see Standards
Cultural issues, 50-52,97, 186

Day care, see Adult day care
Decisionmaking, 52-54,139-156

personal factors, 111-112, 115-116,117, 119
see also Case management; Competency issues

Delaware, 230,232
Dementia, general

causes, 5, 11-12
characteristics, 4-7, 11-18, 33,62
epidemiology, 11, 12, 14, 110,202
expertise on, 171, 175
nursing home residents, prevalence, 110
veterans, prevalence, 202

Demography, 14
caregivers, 18
language issues, 41,50,52,96-97, 186,305
see also Epidemiology; Geographic factors; Isolated

persons; Minority groups; Veterans
Demonstration projects

adult day care, 204
case management, 65, 133,252,255-256
community services, 248, 255, 336
information and referral, 240
long-term care, 65, 196-197,254-256,295, 329-336
Medicare, 42-43, 194,336
respite care, 108, 109, 110, 117-119, 134, 135
social health maintenance organizations, 48,329-336
voucher purchase, 196

Department of Defense, 22
Department of Health and Human Services, 181, 198,263,

270
see also specific administrative units

Department of Housing and Urban Development, 336
Department of Veterans Affairs, 201-221 (passim), 251

catchment ares, 57, 68, 209, 218
Depression, 12,13
Diagnosis and assessment, 5, 12, 16, 17-18,33-34,235,243,

246,253,276,280,285, 286,304,324,331
agency failings, 85-86
competency, 145, 146, 147, 148, 151
hospital teams, 311-318
nursing home preadmission, 245-246,247-248,272, 274
procedural standards, 45
regional centers, 48, 228, 240, 304-311
tracking, 85-86
veterans, 204-205, 216, 220

Diet, 12,265
Directories, 215,233,241,295
Discharge planning, 9,57, 176-178,216,252,313

veterans, 216, 217, 218
Diseases and disorders, other than dementia

alcohol abuse, 12,20
case management, 122, 125
causing dementia, 11-12
coexisting with dementia, 14, 16, 17, 18
competency criteria, 144, 149, 156
drug abuse, 12
information and referral, 299
linkage policy, 63
national linkage system, 228
Parkinson’s, 232
physical disabilities, 26
quality control, 166, 188
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respite cam, 243
stroke, 109

District of Columbia, 37-38, 171, 183,236,295,323,324
Doctors, see Physicians
Domiciliary Care, 202-203,212,220
Drugs

antidepressants, 13
caregiver use, 20
causing dementia, 12
prescriptions, 61

Duke University, 27, 108, 109, 114, 117-119,232,323

Economic issues
insurance, 6,228,304-305,321-322
market research, 41, 133
see also Cost factors; Funding; Financial issues; Poverty

Education
background, 98, 186
caregiver, 228,238, 240,252, 253, 254, 276,280,300-301,

303,306,324
nontraditional gatekeepers, 120, 235,273-274,280,296
see also Professional education; Public education

Elderlink, 39,40
Eligibility, 8,83,93, 103,337

adult day care, 342-343
Alcohol, Drug Abuse, and Mental Health Services grants,

276
area agencies on aging, 265, 266,272-273
Medicaid, 24,87,93, 103, 110,210,236,237,238, 240,

241, M-4-245, 248,249,272,274,322, 336
Medicine, 24,87,93, 193,276,318-323,329, 330,337
social health maintenance organizations, 332
space availability and, 213-214,220
State rules, 228,236,237,238,240, 241,244-245,248,

249,250,251
use v., 109
veterans, 56, 87,202, 210-214, 215, 216, 217, 220,221

Emergency services, 185, 191,276
case management, 130

Employee benefits, 37,44
Employment and unemployment

informal caregivers, 19, 114
workload, case managers, 121,256

Epidemiology, 11, 12, 14, 110,202
Equipment, 287
Ethnic groups, see Minority groups
Evaluation, 161-167, 194,220,252

adult day care, 172-174
tests, 143,243,246
see also Diagnosis and assessment; Quality control

Experts, 171,175

Families, 3,4,265,269,272,300-301
attitudes of, 9-10,20-21,35,74-75, 101, 107, 111, 113-119,

124, 125-126,128, 132, 135, 160-161, 189,221,233-
234,283

blacks, 75,297
caregiver attitudes toward, 113-115, 124, 125
as caregivers, 3,4, 18-22, 26-28, 33, 113-119, 120, 131,

171,205,207,215,228, 230,276,279,283,300-301
case management, role, 8-10, 107, 108, 123-129, 131,

132-134, 154, 155, 194-196,273,286,327
characteristics, general, 4,9-10, 11, 18-22, 33, 132-134

cognitive impairment, 19,51, 115-116, 185-186
competency decisions and, 53
goals specification, role, 165-167, 184-185, 194-196
hospital geriatric units, 316
information and referral, 3,73,74-80, 126, 165-169
linkage to services, general, 5-6, 15-18,33,60, 169-170,

194, 196,240,241,301-303
quality control, role, 74, 128-129, 160-161, 165-168184-

185, 189, 190, 194-196
support groups, 171, 205, 207, 215,228, 230,232, 238,

252,287,300
surrogate decisionmaking, 149-150, 154-155, 166-167
see also Adult children; Children; Spouses

Federal Government, 41-43
block grants, 236,240,243,249,276-277, 321-322,342
funding, 8,25,41,47,62,93,236, 240,243,249,261,

263-267,269,270,271, 274,276-277,283-285, 292,
320-322330,336

information and referral, 41-42,240
military personnel, active, 22
public education, 41,240
research, 8,41,42, 240,244, 292,336
v. State-level action, 63-64
see also Laws, specific; Medicaid; Medicare; National

systems; Policy issues; Regulations; Veterans; specific
agencies and departments

Financial issues, 41,56,74, 164,246,299
caregiver guidance, 269
insurance, 6,228,304-305, 321-322
Prospective Payment System, 322
risk-based, 336, 337
sliding-scale charges, 253
voucher purchase, 196
see also Cost factors; Funding; Public assistance

Florida, 232,296,305
Foreign countries, 177,314
Friends and acquaintances, 4, 18-22,26-28,33, 113-119

nontraditional gatekeepers, 120,235,273-274,280, 296
Funding

agency allocation, 25-26,65, 122, 134,228,235,255-256,
274,276,282,288,297, 303,310,317,327,335,
338-339,344

case management, 134-135
Federal, 8,25,41,47,62,93,236, 240,243,249,261,

263-267,269,270,271, 274,276-277,283-285, 292,
320-322330,336

home services, 45, 134
information about, 73,75,80,83,86-87,89-90, 93
limiting factors, 6,7,23,24-26,80-90, 103, 135
linkage v. services, 7,65
multiple sources, 3, 23, 33, 287, 296
quality control and, 191-192, 194
research, 8, 23
State-level, 44,45,46,47,227-257 (passim), 272,300,304,

305,330
veterans, 204, 220
see also Public assistance

Gender differences, 201
General Accounting Office, 323
Geographic factors, 9

area agencies on aging, 266-267
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information centers, 233
long-distance caregivers, 9-10, 19,57
rural areas, 23,44, 120,218,252, 273,287,293,297, 306
service locations, 86, 227
Veterans Affairs catchment areas, 57,68,209,218
see also Isolated persons

Georgia 84,230
Government role, see County systems; Federal Government;

Local systems; Public assistance; Regulations; State
systems

Guardianship, see Competency issues: surrogate
decisionmaking

Hartford Foundation, 337
Health Care Financing Administration, 41,42,337
Health maintenance organizations, 48,329-336
Health Resources and Services Administration, 285
Hispanic Americans, 50,51,94,96,151

language issues, 41,50,50,52,96-97,305
Homemaker and chore services, 108, 109, 130, 191, 197,219,

243,250,251,265,324
Home care services, 39,41, 183,240,251,252

area agencies on aging, 240,249,265,267
assessment, 280
attitudes of formal caregivers, 117, 129, 130
attitudes of informal caregivers, 117-118, 123
case management, 41, 191,238,252,325-326, 327,333,

335
funding for, 45, 134
information and referral, 324-325,327,328
home health agencies, 9-10,22,46,48,238,244, 252,

318-329
isolated persons, 129-130
Older Americans Act, 8, 178,240,321
professional education, 183
public education, 327
standards, 191-192, 251
State systems, 228,238,240,241,243, 246,249,250,251
training, 183
Use of, 108, 109, 110, 134-135
veterans, 204,208,209,219,220

Hospitals, 22,240,243,276
case managers and discharge planners, 9,57, 176-178,216,

217,218,252,313,316
geriatric programs, specialist, 48, 182,311-318
information on, 182,316,317
veterans cam, 55-58,202-221 (passim), 240
see also Discharge planning

Husbands, see Spouses

IBM, 37,65
Illinois, 44,4546, 191,218,220,230-231, 235,250-251,253,

285-86,305-306,307,308, 326
Indians, see American Indians
Information and referral, 16,28,29,30,34-35,42, 73-103,

252,299
adult day care centers, 3,342,343,344
Alzheimer’s Association, 34,41,93, 171,289-290,293-

296,298
area agencies on aging, 9,37,39,44,84, 218,219,

267-270,272,275
brochures, 40,54,98, 170,231,241,242,287

caregivers, 6,26-27,73,74-80, 168-170, 183, 185-186, 197,
205

community agencies, 37,238,240, 241,279-281,283,286,
300,301,338

competency issues, 54-55
cost factors, 83
county activities, 35,73,76-78, 80-82,92-93,94-96, 175,

240,252
defined, 73-74,227,262
discharge planners, 9,57, 176-178,216,217,218, 252,313
employee benefit programs, 37
family caregivers, 3,73,74-80, 126,165-169
Federal action, 41-42,240
funding and services, general, 73,75,80,83,86-87,89-90,

93
home services, 324-325,327,328
hospital geriatric programs, 182,316,317
language issues, 41,50,52,96-97, 186,305
legal issues and services, 41,74
legislation, 58
limitations, 4-7, 103, 167-190, 198
minorities, 75, 93-100
national system, 41-42, 197-198
need, 73-103
personal case study, 8-10
physicians, 59-60,61,75, 100-102,168-170
private sources, 37-41
quality control, 7,82-89, 160, 165, 167-190, 197
regional centers, 301,303,306, 308-309,310
regulatory procedures, 181
resource lists, 37,83,85,89-90,218, 221,233,281,300,

301,303
social health maintenance organizations, 333
social workers, 169-170
special problems, 90-100
statewide, 91, 171,230-235,238, 240, 243, 244, 299-301,

303,306,308-309,310
termonology, 87-88
use of v. knowledge of services, 26-27,34-35,76-90,

101-102, 103, 107, 112, 135
veterans services, 214-215, 216, 217, 221
see Case management; Computer technology; Outreach;

Publications; Public education; Telephone services
In-home services, see Home services
Institutionalization, 246,280

case management and, 135
veterans, 203-204, 208, 209, 218

Instrumental activities of daily living, see Self-care abilities
Insurance, 6,228,304-305,321-322
Interdisciplinary approach, see Multidisciplinary approach
Intergovernme ntal Health Policy Project, 246
Iowa, 46,47, 120,252
Isolated persons, 5, 14-15, 16-17,49, 107, 111, 112, 124,293,

311,336,338
case management needs, 17, 120, 124-125, 129-130, 131
companions, paid, 75, 108,251
home services, 129-130
long-distance caregivers, 9-10,19,268-269,275, 279,295
surrogate decisionmakers, 150
see also Outreach
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Kansas, 74,230,232
Kentucky, 285

Language issues, 41,50,52,96-97,186,305
Laws, specific

case management, 58
Community Mental Health Services Act, 276,277,283
competency, 155
Medicare, 42
Mental Health Services Act, 277
National Institute on Aging, 41
Older Americans Act, 8, 178,240,248,249,250, 263-275

(passim), 321
Omnibus Budget Reconciliation Act, 337
proposed, 58
Public Health Services Act, 283-285
veterans, 210-211

Legal issues and services, 33,62,75,108, 141, 147,151-152,
265,269,296

confidentiality, 252
information, 41,74
liability, 66-67, 130, 177, 190, 198
litigation, 144, 145, 151, 177,250
quality control, 66-67, 130, 166, 188, 190, 198
see also Competency issues; Eligibility; Regulations

Licenses and permits, 23, 177, 179, 180-182, 187, 191,
318-320,329

voluntary accreditation programs, 182-183
Linking systems, general, 3-6,58-59,63,256-257

caregiver characteristics, 21-22,78-80, 125-129
community level, 4,22,46-48, 190-191,227,237,238-239,

240,243,245-246,279-283, 286-289,299-304,338-
339

competency, 16, 147-148, 155-156
decisionmaking, general, 52-54, 139-156
defined, 64,227,228
determining factors, 15-26,49-60
families, general, 5-6, 15-18,33,60, 169-170, 194, 196,

240,241,301-303
framework, 28-36
hospital geriatric programs, 48,311-318
information and referral, 89-90
legislation, 58
liability, 130, 190, 198
long-term care, 58,237,238-239,240,243, 245-256,299-

304
minorities, 49-52,75, 96-100
patient characteristics, 4-7, 11-18,33,62
policy issues, 28-36,63-68, 190-197
private agencies, 36-41
quality control, 2,32-34,66-67,261
regional activities, 240-241,243,299,301, 303
service environment, characteristics, 25-26, 33
social health maintenance organizations, 48,333-335
State-level, 43-46,227-257
veterans, 22,46-47,49, 55-58,67-68,209-221
see also Case management; Information and referral;

National systems; Outreach; Public education
Litigation, 144, 145, 151, 177,250
Local systems, 22,25,36,62,84, 179

case management, 236-237,240
see also Area agencies on aging; Community systems;

County systems
Long-term care

community systems, 251-253,254-256
demonstration projects, 65,196-197,254-256,295, 329-336
linkage, general, 58,237,238-239,240,243, 245-256,

299-304
ombudsmen, 178-179
social health maintenance organizations, 48, 329-336
State/community linkage, 237,238-239,240,243, 245-256,

299-304
State systems, 178-179,237,240,238-239, 245-253,254-

256
veterans, 203-204, 216-217,218-219
see also Nursing homes; Residential care; Respite care

Imng-Term Care CHOICES, 183
Losing a Million Minds: Confronting the Tragedy of

Alzheimer’s and Other Dementias, 3,73, 187,201

Maine, 109
Market research, 41, 133
Massachusetts, 75,91,205,207,212,214, 232
Medicaid, 9,44,46-47,75,245,250, 251,304-305

eligibility, 24,87,93, 103, 110,210, 236,237,238, 240,
241,244-245,248,249, 272,274,322,336

quality control, 177, 179, 181
Medical services, 112,240,305,322

community systems, 22,48,243, 283-289
equipment, 287
research, 8, 228,240,244,292
see also Hospitals; Nursing services; Physicians

Medicare, 42-43,236,304-305,337
demonstration projects, 42-43, 194,336
eligibility, 24,87,93, 193, 276,318-323,329,330, 337
home health agencies, 318-323,329
mental health services, 279
quality control, 177, 179, 181, 194
social health maintenance organizations, 329-332, 334-335,

336
Memory, 5, 17, 110, 119, 199,305
Mental health services, 108,305,313,315

community centers, 15,22,48,243, 274,276-283
Medicare, 279
State administration, 247

Mental Health Services Act, 277
Mexican Americans, 94
Michigan, 75,76, 109,230,233,234,270-271, 272,274,293,

295
Military personnel, 22

see also Veterans
Minnesota, 68, 109, 146,218,329
Minority groups

American Indians, 50,94, 151
attitudes, 51, 95
Alzheimer’s Association, 293,298
blacks, 75, 150-151,287
caregiver characteristics, 19-20,51,75, 96-97, 151-152
community agencies and, 98-100, 336-339
county systems, 51, 94-loo
Hispanic Americans, 41,50,51,52,94,96-97, 151,305
information and referral needs, 75,93-100
language issues, 41,50,52,96-97, 186,305
linkage problems, 49-52,75,96-100
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On Lok Senior Health Services, 48, 190-191,336-339
surrogate decisionmaking, 150-151

Missourii, 233,234
Models, see Demonstration projects
Multidisciplinary approach, 101,280,304-318

case management, 252, 272,280, 338, 339
competency decisions, 145, 151
veterans care, 204,205, 216, 217, 220

National Association for Home Care, 318
National Association of Community Health Centers, 286
National Association of State Units on Aging, 39,230,269
National Council of Community Mental Health Centers, 278
National Council on the Aging, 183,340
National Institute of Mental Health, 252
National Institute on Adult Daycare, 340
National Institute on Aging, 41,42,240,244
National Institutes of Health, 316
National Long-Term Care Surveys, 108, 134,321,323
National Long-Term Care Channeling Demonstration Project,

65, 196-197,255-256
National Nursing Home Survey, 110
National systems, 15,36,48-49,58-59,62, 63-68,228,

244-245,253-254,255, 257
adult day care, 344
agency categories, 48-49,229-237,261-344
Alzheimer’s Association, 34,41,48,93, 170-174, 187,

297-299
area agencies on aging, 263,274-275
community agencies, 227-229,253,254,278, 282-283,

288-289,303-304,339
competency issues, 52-53, 65-66, 140, 148, 155, 156
education and referral, 41-42
home health agencies, 327-329
hospital geriatric programs, 311-312,317-318
identifying logo/telephone number, 33
information and referral, 41-42, 197-198
private agencies/organizations, 36-37,48-49
quality control, 159, 160,178, 183,190,197-198
social health maintenance organizations, 335-336
State linkages, 227-229,244,253,254, 261,303-304,

310-311
veterans, 57-58,67-68,215,220, 221
see also Federal Government

New Hampshire, 46,230,231,232,252
New Jersey, 74, 191,232,307,310
New Mexico, 152, 166
New York, 141, 151, 152, 179,229,232,237,238-240, 266,

268,271,274,293,314, 326,329,342
North Carolina 18

Duke University program, 27, 108, 109, 114, 117-119,232,
323

Nursing homes, 22-23
American Association of Homes for the Aging, 186,263,

269
competency of residents, 141
informal caregivers, 20,27
preadmission screening, 245-246,247-248,272, 274
quality control, 177, 178-179, 181, 184
regulations, 228
special care units, 163, 186,228
State actions, 228,237,238,245-246, 247,249

use, 109-110
veterans, 202-203, 211-212, 220

Nursing services
case management, 59, 101, 112, 117-119, 176, 240,256,

272,335
home health agencies, 319-329
professional associations, 176,319-320,322,326, 329
quality control, 191
referral sources, 169-170
unnecessary, 45
use, 108, 109, 117-119
veterans, 205, 206, 207, 217

Nutrition, 12,265

Ohio, 26-27,35,46,47,73,76-78, 80-90,91,92-93,108, 111,
171, 175, 191, 192,230,236-237,252-253, 267,293,
294-295

Oklahoma 46-47,91, 191, 193,218-219,251-252
Older Americans Act, 8, 178, 240, 248, 249,250,263-275

(passim), 321
Older Veterans: Linking VA and Community Resources, 202
ombudsmen, 178-179
Omnibus Budget Reconciliation Act, 337
Organizational factors, 62, 178, 183,256

consortia, 47, 179, 251,252, 261,284
cooperatives, 23, 37-38,44,89-90
networking, 179, 263; see also Area agencies on aging
State-level, 46,247,253,254
see also Administrative factors; Multidisciplinary approach

Oregon, 45-46, 122,177,246,248-249, 251,253,329
Outreach, 28,29,30-31,33, 119-120, 135,279

adult day care centers, 3,344
Alzheimer’s Association, 34,297
area agencies on aging, 44, 108,235, 265, 272-274,275
community agencies, 274,282, 283, 288, 338
county, 282
defined, 107, 119-120,227,235,262
education v., 74
home health agencies, 327,328
hospital geriatric programs, 317
legislation, 58
nontraditional gatekeepers, 120, 235, 273-274,280,296
regional centers, 303,310,311
senior citizen centers, 120,240
social health maintenance organizations,  334-335
State-level, 44,234,235,244,309
veterans, 218
see also Isolated persons

Outreach With the Elderly: Community Education,
Assessment, and Therapy, 279

Parkinson’s disease, 11,232
Patients

attitudes, 53, 111-113, 119-120, 135, 166, 188-189, 192,
193, 195,279

case study, 8-10
characteristics, general, 4-7, 11-18, 33, 62

Pennsylvania, 108, 110,123-130, 134, 191,206,229-230,
232,237,307-308,309

Personal care services, 128, 197,243
Personal factors

nonuse of services, 107, 110-122
sexuality, 41
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see also Cognitive deficits; Psychiatric and behavioral
factors; Self-care abilities

persons
goals specification and quality assessment, role, 165-167,

188-189,192,193,194-196
quality control, role, 166, 188
registries, 228
see also Competency issues; Isolated persons; Self-care

abilities
Physicians, 108, 109, 110, 149,205,206,232,252, 308,321

case management, 59-60,61,74-75, 100-102, 168-170
information and referral, 59-60,61,75, 100-102, 168-170

Pick’s disease, 11
Policy issues, 3,4,63-68,245,246

advocacy, 122, 178,218,228,235,248, 291-292,299,300
case management, 197
competency, 140, 147, 148, 155
linkage framework, 28-36,63-68, 190-197
quality control, 190-197
veterans, 215
see also Regulations; Standards

Population factors, see Demography; Minority groups
Poverty, 45, 189,211,212,240,243, 244,249,250,254,

284-285,287,293,298, 338
see also Medicaid

Prescriptions, 61
Private agencies and organizations, 36-41,243-244,251,252

adult day care, 340
case management, 38-39, 178,236
information and referral, 37-41
insurance, 6,228,304-305,321-322
national systems, 36-37,48-49
quality control, 182-183, 189-190
statewide programs, 44, 234
types, 35,364.1
use, 108
see also Alzheimer’s Association; Voluntary agencies and

associations
Professional and provider associations, 155, 170,271

American Association of Homes for the Aging, 186,263,
269

American Nurses’ Association, 176
National Association for Home Cam, 318
National Association of Community Health Centers, 286
National Association of State Units on Aging, 39,230,269
Visiting Nurses Associations, 319-320,322,326,329
see also Alzheimer’s Association

Professional education, 4748,228,238,240,244, 253,280,
287,299,303,306

case managers, 121, 128, 145-146, 148
competency issues, lawyers, 152
home care services, 183
quality control and, 187-188, 191
respite cam, 243
veterans clinicians, 204, 206-208, 219

Prospective Payment System 322
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