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Foreword

Taking care of a person with Alzheimer’s disease or another disease that causes dementia
is a distressing process that may last for many years. For a variety of reasons discussed in this
OTA report, families and others often have great difficulty locating and arranging the health
care, long-term care, and other services they need to help them care for their relative or friend
with dementia. People with dementia who live alone and have no family member, friend, or
neighbor to help them are not able to locate or arrange services for themselves and often are
not aware of their need for services. As a resuit, some people with dementia do not receive any
services. Some receive inappropriate services, and some are connected—sooner or later—to
an agency or individual that provides the kind of help they need.

Not all servi.es that may be needed for a person with dementia are available. The lack
of sufficient scrvices for people with dementia is an important public policy issue that was
discussed at length in OTA’s 1987 report, Losing a Million Minds: Confronting the Tragedy
of Alzheimer’s Disease and Other Dementias, and remains to be resolved. To plan realistically
for the care of their relative or friend with dementia, however, families and others need to know
not only what services are available but also what services are not available.

OTA estimates that there are now about 1.8 million people with severe dementia in the
United States. The recently reported results of a study in East Boston suggest that there may
be as many as 4 million people with Alzheimer’s disease at all levels of severity. Due tc the
aging of the population, these numbers will increase dramatically in coming years.

This OTA report analyzes the problem ' locating and arranging services for people with
dementia, presents a framework for an effective system to connect them to appropriate
services, and discusses congressional policy options for astablishing such a system. One of the
main policy issues is whether the system should serve people with dementia exclusively or
serve people with other diseases and conditions as well. Some Alzhzimer’s advocates and
others believe that only a system intended to serve people with demsntia exclusively would
be sufficiendly responsive to their unique problems and neec's, whereas others believe that a
system intended to serve people with dementia and people witi other diseases and conditions
as well would b= more effective than a dementia- specific sysiem in connecting people with
dementia to appropriate services.

In the course of this study, OTA has been impressed by the large numbe: of agencies and
individuals that are trying to provide appropriate services for people with dementia and to
connect them to the kinds of services they need. To establish an effective system to connect
people with dementia to services would require the coordination and consolidation of these
agencies’ and individuals’ efforts and would undoubtedly engender some conflict and
disagreement about which agency or individual should implement the syster. in a given State
or community or at the national level. Or. the other hand, the lack of such a system mears that
the contiauwn of care these agencies and individuale are trying to create may not be accessible
by the patients and families who need it most.

On behalf of OTA, I wish to thank the advisory panel, OTA’s contractors, and the many
othe:r individuals who helped OTA in the preparation of this report. As with all OTA reports,
the content of the report is the sole responsibility of OTA and may not reflect the /iews of those
individuals.
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Director
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Chapter 1
Summary and Overview

INTRODUCTION

In 1987, OTA issued a comprehensive report
on Alzheimer’s disease and other diseases that
cause dementia, Losing a Million Minds: Con-
fronting the Tragedy of Alzheimer’s and Other
Dementias (831). That report described the
devastating impact of dementia on the person
and thc equally tragic consequences for the
person’s family. It discussed the care needs of
people with dementia and the complementary
roles of families, community agencies, and
other paid service providers in meeting those
needs. The report described Federal policy
options to increase services, educate and train
service providers, improve quality of care, and
provide adequate funding for services through
public and private sources.

A survey of family caregivers of people with
dementia, conducted for OTA in 1986, raised
one issue not addressed in the 1987 report. The
survey found that, in addition to many other
problems, family caregivers have great diffi-
culty locating services. Many caregivers said
they did not know what services were available
in their community. When asked what kind of
help they needed to care for their relative with
dementia, the caregivers identified the need for
assistance in locating people or organizations
that provide care as second most important,
following only the need for a paid companion to
give the caregiver a rest (926).

Many of the State task forces and committees
that have studied the problem of Alzheimer’s
disease and other diseases that cause dementia
nave noted the difficulties people encounter in
locating needed services (see reports froin
Arizona (37), California (99), Connecticut (142),
Florida (215), Georgia (246), lllinois (351),
Iowa (360), Kansas (396), Kentucky (408),
Maryland (497), Massachusetts (500), Michi-
gan (530), Minnesota (536). Missouri (543),
Nebraska (592), New Jersey (599), New York
(4)2), Ohio (621), Oklahoma (626), Texas

Q

(790), Virginia (870), and Wisconsin (920)).
The Wisconsin Task Force on Alzheimer’s
Disease and Other Irreversible Dementias re-
ported:

Alzheimer’s family members oftentell distress-
ing stories about not knowing where to go for
help, going from one service provider to another
in a vain search for assistance, and being
misinformed about the availability of services
or eligibility for programs (918).

Family caregivers told the task forces and
committees in other States:

I tried to ascertain just where and what I
might do to get some help. My help came from
a support group. Nobody else knew anything
(599).

After a 3-year search, I am just learning of the
different resources that are available. Why
didn’* I know sooner (412)?

We just scratched and dug on our own (531).

Many of the services and resources are,
indeed, available. They are r.: “vell publicized
so people don’t know wheru o go for help. As
an educated person who is part of the health care
system, I found it difficult to obtain help for my
father. Someone older, more upset, or confused
and not well versed in our system might have

found it impossible (412).

An adult day care provider told the Maryland
Task Force: ¢‘Families don’t even know what to
ask for and may go through a maze of blind
alleys before help is obtained’’ (696). The Texas
Alzheimer Task Force concluded that: *‘One of
the greatest burdens of the family caregiver is
the lack of knowledge of community resources
and the ability to obtain these resources’’ (790).

This OTA report analyzes the problem fami-
lies and others face in locating and arranging
appropriate services for people with dementia
and discusses Federal policy options for the
development of a system to resol ve the problem.
This chapter provides an overview of the
problem and discusses the factors that determine

3
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4 o Confused Minds, Burdened Families: Finding Help for People With Alzheimer's & Other Dementias

what kind of system is needed to link people
with dementia to services, including the relevant
characteristics of people with dementia, of their
families and other informal caregivers (if they
have any), and of the service environment. The
chapter presents a framework, including the
essential components and criteria, for an effec-
tive system to link people with dementia to
services. It describes many of the public and
private agencies, organizations, and individuals
that currently help some people with dementia
and their caregivers find services. Lastly, the
chapter identifies and discusses Federal policy
options with respect to the development of an
effective system to link people with dementia to
services. The policy options address questions
such as whether the system should serve people
with dementia cxclusively or other people as
well, whetter the agencies or organizations that
constitute the system should also be responsible
for allocating services and funding for services,
and whether those agencies or organizations
should be designated by the Federal Govern-
ment or by the States.

In the abstract, the development of an effec-
tive system to link people with dementia to
services seems far removed from the terrible
personal losses associated with dementia for
patients and their families. The need for such a
system comes alive, however, for people who
try to find appropriate services for a relative,
friend, or client with dementia and confront the
existing lack of accurate information about
services and about funding for services and the
often bewildering array of public and private
agencies, individuals, funding sources, eligibil-
ity criteria, rules, and regulations that constitute
the service environment in many communities.

Although the need for an effective linking
system is clear, establishing such a system will
be difficult, in part because of ‘‘turf issues."
Many public and private agencies, organiza-
tions, individual health care and social service
professionals, service providers, and others
currently link some people with dementia to
services and consider this function as part of
their role. Designating certain agencies, organi-

Q

zations, or professional or provider groups to
constitute a system to link people with dementia
to services will engender resentment and resis-
tance from the agencies, organizations, and
professional and provider groups that are not
chosen. One alternative is to designate a consor-
tium of agencies and organizations to constitute
the linking system in each community, but the
process of creating and maintaining an effective
consortium is not without its own difficulties.
Given these obstacles, some people might argue
that it is best not to try to establish an effective
linking system. On the other hand, without such
asystem, some, and probably many, people with
dementia will not be connected to appropriate
services, and families and other informal care-
givers, who 2lready must bear the physical and
emotional demands of caregiving, will continue
to experience the frustration of not being able to
obtain accurate information and assistance in
locating and arranging services.

Overview of the Problem

Diseases that cause dementia destroy a per-
son’s ability to understand events and people in
his or her environment and to plan for and take
care of himself or herself. Alzheimer's disease
and many other diseases that cause dementia are
progressive, so that over time the affected
individual becomes less able to function inde-
pendently and more dependent on others for
care. Eventually, many people with dementia
become so debilitated that they require total
care, 24 hours a day, for the rest of their lives.

As a dementia patient’s condition worsens,
his or her family and friends are faced with
severe emotional losses—Iloss of the person they
knew and meaningful aspects of the relationship
they had with that person. They are faced
simultaneously with the person’s need for
supervision, physical care, and mary other
kinds of assistance to compensate for his or her
lost abilities. Because people with dementia
often live for many years after the onset of
symptoms, the family’s experience of emotional
loss and the patient’s need for care are fre-
quently prolonged.

i3
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Alzhelmer's disease and many other dementing diseases destroy a person’s ability to plan for and take care of hersetf or himself.
As a dementia patient's condition worsens, the person must depend Increasingly on her or his family or friends for supervision,
physical care, and many other kinds of assistance to compensate for her or his lost abilities.

People with dementia who have no family or
friends face alone their loss of memory and other
cognitive functions and their decreasing ability
to care for themselves independently. Although
they manage on their own fora while, eventually
they also need 24-hour care and supervision.

Some diseases that cause dementia are revers-
ible with available treatments, but most are not.
A careful medical evaluation can identify re-
versible dementias and indicate appropriate
treatment, but there is no known cure for

Q

Alzheimer's disease or many of the other
diseases that cause dementia. OTA’s 1987
report stressed the importarce of biomedical
research to find ways to prevent or cure those
diseases. That report concluded that such solu-
tions are not likely in the near future. Until
effective methods of prevention or cure are
discovered, ways must be found to take care of
people who suffer from the diseases.

Formal services, including medical, nursing,
and social services; adult day care; in-home,

r .
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6 ¢ Confused Minds, Burdened Families: Finding Help for People With Alzheimer’'s & Other Dementias

nursing home, and respite care; and legal and
financial counseling, can lessen the physical and
financial burden for families and others who are
taking care of people with irreversible demen-
tia.! Good formal services—those that are
appropriate to the needs of the person and his or
her caregivers—also may mitigate the poten-
tially devastating emotional impact of dementia
on the family, support the patient’s remaining
abilities, and perhaps lessen the patient’s anxi-
ety and suffering,

As awareness of Alzheimer’s disease and
other diseases that cause dementia has increased
in the past few years, appropriate services have
been developed in many communities. Such
services are not available everywhere, however,
and more services are needed in most communi-
ties. Where appropriate services are available,
they are often expensive, especially when they
are needed for prolonged periods. Public fund-
ing and private insurance coverage for them
frequently are inadequate.

Even if appropriate services are available and
affordable or reimbursable through public pro-
grams or private insurance, families and others
still may not be able to find them. This problem
is, in part, due to the complexity and fragmenta-
tion of services at the community level. In many
communities, health care, long-term care, so-
cial, and other services for people with dementia
(and for people with other chronic conditions)
are provided by numerous public and private
agencies and individuals. The services are not
coordinated, and the providers have different
rules about whom they serve and what they
offer. Public funding is available for some
services through Federal, State, or local pro-
grams, but each program has complex regula-
tions about who is eligible, what services are
covered, who provides them, for how long, and
in which settings. Since there is seldom any
information about the quality of services pro-
vided by different agencies and individuals,
families and others often have no basis for
selecting one over another. Many families and

others suffer, as a result. According to the
Alzheimer’s Association:

A recurring theme in the history of each
family’s problems is the difficulty experienced
in finding both medical and social resources for
the diagnosis, management, and, particularly,
the care of the patient whose mind and body are
failing (16).

Physicians, other health care and social serv-
ice professionals, service providers, and others
refer some patients and their families to services
and sometimes arrange services for them. Many
public and private agencies and organizations
provide information and referrals and case
management to help people find services. The
assistznce provided by those individuals, agen-
cies, and organizations meets the needs of some
people with dementia and their families, but
other patierits and families do not get any
assistance in locating and arranging services.
Some families contact one agericy after another
in a haphazard, lengthy search for needed
services. That process adds to the frustration of
families who are already coping with the
emotional losses associated with dementia and
with the patient’s need for physical care and
supervision. In the end, some patients do not
receive any services, and some receive services
that are not appropriate for their needs.

For families and other informal caregivers,
the problem of locating and arranging services
is only one of the difficult aspects of caring for
a person with dementia. Likewise, irom a public
policy perspective, the problem of locating and
arranging services is only one of the problems
that restrict access to appropriate services for
people with dementia. Four other problems that
restrict access to appropriate services are:

¢ the lack of sufficient services,
¢ the lack of adequate funding for services,

e the lack of education and training for
service providers, and

e the poor quality of some services.

1See table 1-2 later in this chapter for a list of the services that may be necded for people with dementia.
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The focus in this report on the problem of
locating and arranging services is not intended
to detract from the importance of the other four
problems, all of which were discussed at length
in OTA’s 1987 report (831). Ideally, through the
combined efforts of public and private agencies
and organizations, high quality services pro-
vided by well-trained individuals and adequate
funding for services would be available to all
people with dementia. That outcome is unlikely,
however, at least in the near ruture.

Moreover, even if the other four problems
were solved, the lack of effective methods of
locating and arranging services would continue
to restrict some people’s access to appropriate
services. Evidence discussed later in this report
indicates that high quality services may not
always be used, even when funding is available.
Some patients and families do not know about
the services. Other patients and families may
need help in defining their needs, understanding
how the available services can help, and arrang-
ing services. Even if high quality services were
available everywhere, the problem of access
would not necessarily be solved for those

people.

In addition, an effective system to link people
with dementia to services might help to resnlve
some of the other problems that restrict access.
For example, precise information about service
gaps often is a crucial factor in political and
administrative decisions to establish or fund
new services. If agencies that link people with
dementia to services kept accurate records of the
services that are needed but not available in their
communities, that information might be used by
policymakers to establish or fund new services.

A system to link people with dementia to
services might also play a role in improving
quality of care. OTA’s research indicates that
most agencies that help people find services do
not have formal procedures to evaluate the
quality of services to which they refer people,
but some agencies do have such procedures (see
ch. 5). It is reasonable to expect that if agencies
gave their clients information about the quality

of available services or referred them only to
service providers who met certain standards,
over time providers would try to meet the
standards, and quality of care would improve
generally. This report considers whether a
linking system should concern itself with the
quality of services to which it refers people, and
if so, how.

The relationship between a linking system
and funding for services is problematic. Many
agencies that link people to services also help
them find sources of funding for services. Public
and private funding for services are not ade-
quate, however. In 1988, 1989, and 1990,
several bills were introduced in Congress to
expand Federal funding for a variety of long-
term care services. Provisions in most of the
bills indicate that the agencies designated to
administer the new benefits also would link
people to services. Although the expanded
funding for services proposed in the bills would
benefit many people with dementia, it is not
clear that the linking process proposed in the
bills would meet their needs. In addition, some
members of the advisory panel for this OTA
study and other commentators are opposed to
having the same agencies link people to services
and administer or control funding for services.
They fear that agencies that control funding for
services may restrict, rather than facilitate,
clients’ access to needed services in order to
limit the cost of the services to the agency. Both
those concerns are discnussed later in this chap-
ter.

The issues of locating and arranging services,
service availability, funding, provider education
and training, and quality of care are interrelated.
Some people might argue that one of the other
issues is more important than locating and
arranging services, and that limited public funds
should be spent to create services, increase
funding for services, support provider education
and training, or improve quality rather than to
develop an effeciive linking system. Clearly,
however, better methods of linking people with
dementia to services are necessary to ensure that
they have access to appropriate care.

<~
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Congressional Interest

In recent years, with growing public aware-
ness of and concern about Alzheimer’s disease
and other diseases that cause dementia, Con-
gress responded first by funding biomedical
research. Federal funding for biomedical re-
search on Alzheimer’s disease increased from
less than $4 million in fiscal year 1976 to more
than $140 million in fiscal year 1990, Federal
funding for health services research also has
increased, although much more slowly.

Legislation to improve access to services is
just beginning. In 1987, the reauthorization of
the Older Americans Act (Public Law 100-175)
included new in-home services for frail, elderly
people and specifically designated people with
Alzheimer’s disease and related disorders as
eligible for the services. E-ch of the bills
introduced in Congress in 1988, 1989, and 1990
to expand Federal funding for long-term care
services defined eligibility for the services
explicitly to include people with dementia. Most
congressional attention has focused thus far on
the issues of service availability and funding for
services, however. Less attention has been paid
to the question of how to link people with
dementia to the services they need.

The topic of this report spans many Federal
programs and crosses the jurisdictional lines of
several congressional committees. The 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 Commit-
tee on Aging. OTA received letters of support
for the study from the Senate Special Committee
on Aging; Senator Frank H. Murkowski, rank-
ing minority member of the Senate Committee
on Veterans’ Affairs; the House Committee on
Veterans’ Aifairs; and Congresswoman Olym-
pia J. Snowe.

The primary concerns of the requesting com-
mittees and individual members of Congress
were to improve access to appropriate services
for people with dementia and to support family
caregivers. The committees were particularly

Q

concerned about access problems in tiie Federal
programs over which they have jurisdiction—
i.e., Medicare, Medicaid, Older Americans Act
programs, and programs of the U.S. Department
of Veterans Affairs, The requestors were also
concerned about the complexity and fragmenta-
tion of services and the competing claims of
different agencies and professional groups that
each of them should be the designated case
manager. The requesting committees asked OTA
to identify methods of locating and arranging
services that are successful in some localities
and might serve as models for other localities.
The requestors agreed that a publicly funded
system to link people with dementia to services
should support the efforts of private groups, not
supplant them, and several requestors stressed
the need to evaluate the role of voluntary
organizations in the service delivery system.

Locating Services for Mrs. D:
A Case Example

Thet- :story of one family’s efforts to locate
and arrange services for a relative with dementia
(Mrs. D) is related in box 1-A. The process of
finding services is different in every case: each
person is different; some people with dementia
do not have a family or other informal caregiver;
families vary; and the number and type of
service providers and the availability of public
and private funding for services differ in every
locality. Nevertheless, the experience of Mrs. D
and her family contains some common themes
and illustrates the impact on people of the
fragmentation of services at the community
level and the lack of an effective system. The
story covers only a l-month period. Many
families of people with dementia experience
similar problems for years.

Mrs. D has several advantages that many
people with dementia do not have. She is not
poor; she has a supportive family; and there are
a substantial number of service providers and
some public and private funding for services
available to her. Despite those advantages,
locating and arranging services for Mrs. D
proved to be a difficult, frustrating process.

v
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Box 1-A—Locatirg Services for Mrs. D

On February 29, 1988, Mrs. D, a 70-year-old widow, was hospitalized as a result of convulsions. She had been
living alone in an apartment below the apartment of one of her three sons. The family knew that she was becoming
confused, but when it turned out that the convulsions occurred because she mistakenly took too much of a prescribed
diuretic medicine, they realized that she needed more supervision and assistance than she had been getting.

One son who lives 300 miles away took leave from work, and he and his two brothers and their wives who
live in the area began to work together on a plan for Mrs. D. Their father had died the year before, after 8 years in
a nursing home, and they were determined to arrange care for her at home.

On March 4th, while Mrs. D was still in the hospital, the hospital discharge planner gave the family a list of
eight home care agencies in the area and suggested that they contact the local Medicaid office to determine whether
Medicaid would pay for Mrs. D's home care.

One son called all the home care agencies. He was asked repe 1 edly whether he wanted a **homemaker’* or
a ‘*home health aide.’ When he inquired about the difference, he was told that a homemaker was cheaper than a
home health aide. One agency said that homemakers do not touch the patient, whereas home health aides do. Other
agencies said this distinction was not true of their homemakers and home health aides, but they did not offer a better
explanation of the difference between homemakers and home health aides.

The home care agencies quoted prices ranging from $7 to $12 an hour. Since Mrs. D needed supervision for
as many as 16 hours a day, the cost could be $112 to $192 a day. Several agencies said they did not think Medicaid
would pay for home care for her. Moreover, most of the agencies said that because of staff shortages, they could
only “*try to find someone."”’ The family finally chose the nonprofit home care agency, partly because it had the
lowest prices. Arrangements were made for a home visit.

One son contacted the Medicaid agency and was told that Medicaid might pay for a homemaker for up to 10
hours a day, 7 days a week. First, however, various procedures were needed to determine whether Mrs, D's physical
condition and functioning were sufficiently impaired to meet Medicaid requirements for home care and whether she
was financially eligible for Medicaid. Her income was slightly above the State Medicaid limit, but as her sons
understood it, if she used part of her income to pay for some home care services, Medicaid might cover the rest.

On March 8th, the hospital called to say that Mrs. D was to be discharged that day. The family had expected
she would be in the hospital at least 4 more days. One son called the doctor, who first said that Medicare would not
pay for any more days in the hospital and that they had to take Mrs. D home imsnediately. The son argued that she
had to stay at least 3 more days. Finally they agreed that she would be discharged in 2 days.

In the meantime, one son called the county Office on Aging, an agency that serves as the local area agency
on aging (AAA) and as such is federally mandated to ensure the availability of inforraation and referral for elderly
people. He was asked whether Mrs. D needed '*weatherization assistance'’ or food stamps. When the answer was
no to both questions, he was told that the Office on Aging could not help.

The family continued to call every agency they heard about. They were repeatedly referred to the Office on
Aging, and they called back once. That time, they got a completely different response, but again a responsc that was
irrelevant to Mrs. D’s situation.

Thus far, the family had not been given a diagnosis for Mrs. D's confusion. Her primary physician had said:
"You know, it happens to all old people. She may improve.'’ One son was convinced that she had an irreversible,
dementing disease, but the other two sons accepted the doctor's hopeful suggestion that she might improve. As the
difficulty of arranging home care and the potential cost of the services became clearer to the family, the three sons
argued with each other about whether the services were really needed and, if so, for how long.

At a certain point, someone (the family can’t remember who it was) suggested that they call the local senior
center. The woman who answered the phone at the senior center said that the person they needed to talk to was out
sick, and they would have to call back. She added, however, that her mother had Alzheimer’s disease and that she
knew of three adult day centers in the area that provided good care for people with dementia. She gave the family
the name and telcphone number of the one she thought was best.

{contanued on next page)
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Box 1-A—Locating Services for Mrs. D—(continued)

Mrs. D's family had not considered adult day care for her and did not know much about it, but one son cailed.
He talked to the director of recreation and volunteer programs who gave the impression immediately that he
understood the problem, knew about dementia, and might be able to help. The son arrangedto visit the day ceater
and called the hospital to have Mrs. D's records sent there so the center could decide whether to accept her.

On March 10th, Mrs. D came home even though the arrangements for her care had not been settled. Her sons
continued calling service providers. They found it was difficult to supervise and care for her and at the same time
make calls to arrange services. In the next 2 days, eight different people came out to evz'uate Mrs. D. Some came
from the home care agency, and some came from the Medicaid agency. The sons did not understand exactly who
any of these people were or how they related to each other.

Mrs. D was very confused. She did not always recognize her son from out of town, whc was staying with her.
Frequently she got angry at him and at her daughter-in-law who lived in the apartment above her (whom she referred
to as ‘‘that government lady upstairs’’) because they would not let her cook and do other things she wanted. She
liked all the *‘visitors’’ who came to evaluate her. Once she was home, it was clear to everyone that she should not
be left alone. Some family members began to wonder whether home care was even possible.

On March 12th, the son from out of town went home. The plan was that starting the next Monday, a home health
aide paid by Medicaid would stay with Mrs. D seven days a week from 9:00 a.m. to 3:C) p.m. The family had hired
another aide who would work from 3:00 to 9:00 p.m. and would be paid from Mrs. D's income. The son and
daughter-in-law in the apartment upstairs would watch out for her at night. An application for adult day care was
pending.

On March 14th, the first aide did not show up. It turned out she had quit the agency the previous Friday. The
aide the family had hired privately came on time and worked out well. The next day an aide from the agency also
came on time. The rest of that week went O K. Mrs, D *‘fired”’ both aides frequently. The agency aide went to the
daughter-in-law upstairs, who reassured her that Mrs. D needed help and told her that she should stay. The aide
whom the family had hired turned out to be an easy going person with a lot of common sense; she didn’t need to
ask whether she should stay.

At the end of the week, the adult day center said that Mrs. D could come there, 5 days a week, starting in 10
days. The aide from the agency misunderstood, thought the plan was starting sooner, and did not show up for work
the next Monday, leaving Mrs. D alone. In the meantime, one of Mrs. D’s sons hired a college student to come in
from 6:30 a.m. to 8:30 a.m., three mornings a week, because he was afraid that she was not safe alone then.

T ;e adult day center has a grant for some of its costs, and clients are not required to pay a fee, but they are
encouraged to ‘*contribute.’’ Mrs. D’s family was told that her *‘contribution’* would be $15 a day.

The center could not provide transportation for Mrs. D. They have plans to purchase a bus in the future to pick
up clients, but they do not expect to pick people up from as far away as Mrs. D’s apartment. Medicaid can pay for
transportation to the doctor and thc hospital but not to the adult day center because, according to lLiedicaid
regulations it is a **social day center;’’ Medicaid could pay for transportation to a center that it defined as a **‘medical
day center.”” Mrs. D’s faraily pointed out to the Medicaid case worker that Medicaid was paying the home care
agency $11 an hour for an aide from 9:00 a.m. to 3:00 p.m. (although the aide got only $4.50) and that the adult
day care would cost Medicaid nothing. The worker said that Medicaid’s regulations on **social day centers’’ and
*‘medical day centers’* were firm, and that nc exception could be made in this case.

Luckily, the aide that the family was paying privately said she would come every morning, get Mrs. D ready,
take her to day care, and bring her home again in the afternoon. The family was paying her $7 an hour. Medicaid
agreed to pay for another aide for 10 hours a day on weekends.

As of March 25th, the family was confident that the adult day center would provide good care. Since it is
affiliated with a nursing home, they believed that she had ‘‘one foot in the door there’ if she eventually needed
nursing home care. They hoped the private aide they found would stick with the job. They were worried about Mrs.
D at night, and for a few days they worried about what to do if she refused to go to the adult day center. Then they

decided that she just didn’t have that choice.
SOURCE: Office of Technology Assessment, 1990.

BEST GOPY AVAILABLE
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FACTORS THAT DETERMINE

THE KIND OF SYSTEM THAT

IS NEEDED TO LINK PEOPLE
WITH DEMENTIA TO SERVICES

In addressing the question of how to link
people with dementia to appropriate services,
OTA made no assumptions about what kind of
system would be needed. By system, in this
context, OTA means a group of interacting
agencies and/or organizations that form a net-
work that serves the common purpose of linking
people with dementia to services. The system
does not necessarily have to be federally admin-
istered, nor does it have to be implemented by a
single category of agencies nationwide.

OTA'’s staff and the advisory panel for ‘he
study considered many possible systems, rang-
ing from a relatively simple telephone informa-
tion and referral system that would refer families
and others to needed services to a comprehen-
sive service system that would not only locate
and arrange but also provide and pay for many
of the services a person with dementia might
need. The staff and advisory panel also consid-
ered whether the system—of whatever kind—
should serve people with dementia exclusively
or people with dementia and people with other
diseases and conditions as well.

OTA concluded that three factors determine
the kind of system that is needed to link people
with dementia to services:

e the characteristics and service needs of
people with dementia;

e the characteristics of their families or other
informal caregivers (if they have any); and

e the characteristics of the service environ-
ment, including the number and type of
agencies and individuals that provide serv-
ices in a community and the sources of
public and private funding for services.

The following discussion presents some gen-
eral information about dementia and about each
of the three factors that is relevant to determin-
ing what kind of system is needed to link people

with dementia to services. Although the discus-
sion identifies some common characteristics of
patients, families, and service environments, it
gives equal emphasis to their heterogeneity,
since an effective system to link pe.ople with
dementia to services must be respor.sive to their
diverse needs and situations.

Characteristizs and Care Needs
of Peopl: With Dementia

On the basis of a 1985 review of epidemio-
logic studies, OTA estimates that there are now
about 1.8 million Americans who have severe
dementia: that is, they are so incapacitated that
others must care for them continually (152).
OTA estimates that an additional 1 millior. to 5
million Americans have mild or moderate de-
mentia.

The prevalence of dementia increases with
age. The 1985 review of epidemiologic studies
found that the prevalence of severe dementia
increases from less than 1 percent of people
under age 65, to about 1 percent of those age 65
to 74, 7 percent of those age 75 to 84, and 25
percent of those over age 85 (152). Because of
the aging of the U.S. population, the number of
people with dementia will increase dramatically
in coming decades.

Diseases That Cause Dementia

Dementia is a clinical syndrome character-
ized by the decline of mental functions in an
alert individual. It can be caused by more than
70 diseases and conditions, including the fol-
lowing:

e progressive degenerative diseases, in-lud-
ing those in which dementia is inevitable,
such as Alzheimer's disease and Pick’s
disease, and those in which dementia may
or may not occur, such as amyotrophic
lateral sclerosis (ALS) and Farkinson’s and
Huntington’s diseases;

e cardiovasculardiseases that decrease blood
supply to the brain: this can cause loss of
brain tissue in the form of many small
strokes (multi-infarct dementia) or one or
more large strokes; bleeding into the brain,

oY
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usually related to hypertension, can also
cause loss of brain tissue;
e severe depression;
e intoxication c:used by prescription and
nonprescription drugs and alcohol;
e infections that affect the brain, including
Creutzfeldt-Jakob Disease and acquired
immunodeficiency syndrome (AIDS);
metabolic disorders;
nutritional disorders;
normal pressure hydrocephalus; and
space-occupying lesions, such as brain
tumors and subdural hematoma (847).

Alzheimer’s disease is by far the most com-
mon cause of dementia. A study of noninstitu-
tionalized individuals over age 65 in East
Boston, Massachusetts, found that 91 percent of
the individuals who had moderate or severe
dementia had Alzheimer’s disease, including 84
percent who had only Alzheimer’s disease and
7 percent who had Alzheimer’s disease plus
another dementing illness (192).2 Less than 5
percent had dementia caused by cardiovascular
disease. The extent to which these findings from
the East Boston study can be extrapolated to the
population as a whole is unclear. Prior to the
release of the findings from East Boston, other
researchers bad estimated that Alzheimer’s
dise~s¢ accounted for only 50 to 60 percent of all
cases of dementia, and that cardiovascu ar
diseases accounted for 10 to 20 percent of all
cases of dementia (399,794). Many researchers
and clinicians have noted that Alzheimer’s and
other diseases that cause dementia coexist in
some people (399,554,704,794).

Dementia in people with AIDS has received
considerable attention from researchers, clini-
cians, and the media. Although prevalence
estimates vary, researchers agree that most
AIDS patients develop dementia at some time in
the course of their illness (590,654). People with

AIDS dementia face many of the same proble.ns
in locating appropriate services as people with
other dementing diseases and some additional
problems as well. This report does not address
the difficult problems in locating services that
coniront AIDS patients specifically.

This report’s main focus is on problems in
locating and arranging services for people with
Alzheimer’s disease and other dementing dis-
eases that primarily affect elderly people. Accu-
rate identification of the disease that is causing
dementia in an individual often is difficult,
however. In Alzheimer’s and some other de-
menting diveases, a diagnosis can only be
confirmed with certainty by an autopsy after the
patient’s death (847). D'agnostic accuracy for
Alzheimer’s disease (confirmed by autopsy)
approacires 90 percent in some specialized
centers but 's lower in other settings (226,400,831).
Because oi'the lack of ceitainty about diagnosis
in many cases, this report uses the generic
phr "2 *‘people with dementia’’ except in de-
. .g research or programs that target people
with a specific disease—usually Alzheimer’s.

Cognitive and Self-Care Deficits

By definition, dementia involves some degree
of memory loss. Other cognitive abilities fre-
quently diminished or lost in dementia include
intelligence, Jearning ability, problem solving,
judgment, comprehension, attention, and orien-
tation to time and place and to oneself. Lan-
guage abilities, including the ability to express
oneself meaningfully and to understand what
others communicate, usually also are affected.

Researchers and clinicians have described a
general progression of cognitive losses that
typifies Alzheimer’s disease and other primary
degenerative deinentias (339,511,710,711). It is
important to note, however, that individuals
with primary degerierative dementias vary in the

2The study in East Boston involved administering s brief memory test to 3,623 noninstitutionalized individuals over age 65 and then providing a
comprehensive evaluation for 467 of those individuals, including 170 individuals who had performed well on the brief memory test, 101 individuals
who ha g performed at an intermediate level on the test, and 196 individuals who had perforined poorly on the test (192). Based on an analysis of the
results of the comprehensive evaluations, the researchers concluded that at least 10.3 percent of all peopleover age 65 have Alzheimer's disease, including
3 percent of those nge 65 to 74, 18.7 percent of those age 75 to 84, and 47.2 percent of those over age 85. Extrapolating to the population as a whole,
these figures suggest that there are now about 4 million people with Alzheimer's discasc in the United States. The prevalence of severe, moderite, and
mild dementia due to Alzheimer's disease cannot be ascertained from the East Boston data.

Q
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rate and order in which cognitive losses occur
(62,77). Individuals with multi-infarct and other
dementing diseases also vary in the type,
progression, and ultimate severity of their cog-
nitive losses. Because of these variations and
because, at any one time, individuals with
dementia are at different points in their disease,
people to be served by a linking system will
differ greatly in the type and overall severity of
their cognitive deficits.

People with dementia also differ in their
self-care abilities. Variations in self-care abili-
ties reflect, in part, the type and severity of
individuals’ cognitive deficits, their remaining
cognitive abilities, and coexisting physical or
emotional conditions. Cognitive deficits due to
dementia often limit a person’s ability to per-
form activities such as shopping, cleaning,
cooking, using a telephone, and handling money,
which are often referred to as ‘‘instrumental
activities of daily living’’ (IADLs). As the
person’s cognitive deficits increase, the person
also may become unable to independently
perform personal care activities, such as bath-
ing, dressing, or using the toilet, which are often
called ‘‘activities of daily living’’ (ADLs). The
person may forget how to perform any of the
activities or even that they are necessary. Many
dementing diseases cause neurological changes
that create movement and gait disorders, swal-
lowing disorders, speech impairments, and sim-
ilar conditions that also limit a person’s self-care
abilities. Variations in self-care abilities also
relate to environmental factors; for example,
some people with dementia can perform certain
activities in a familiar environment but not an
unfamiliar one. Thus, the individuals to be
served by a linking system will vary in the type
and overall severity of their self-care deficils.

Self-c~re deficits generally increase as the
severity of a person’s cognitive deficits increase
(217,293,787), but the correlation between the
two is not exact. Some people with significant
cognitive deficits are in. pendent in self-care
activities, and others with mild cognitive defi-
cits have significant self-care deficits (760,895,
913).

Psychiatric and Behavioral Problems

Depression and other psychiatric and behav-
joral problems are common in people with
dementia. Depression can cause dementia or
co-exist with another dementing disorder. Dif-
ferential diagnosis is difficult in such cases, but
research indicates that one-fifth to one-third of
people with Alzheimer’s or another dementing
disease have coexisting depression (695,704,
705).

Depression in people with dementia generally
responds well to treatment (usually antidepres-
sant medications) (444,512,682,705). If a per-
son’s cognitive deficit is due only to depression,
his or her normal cognitive status may be
restored with treatment. If the depression co-
exists with another dementing disorder, treat-
ment usually does not improve the person’s
cogitive status. Often, however, itimproves the
pesson’s mood and functioning—important con-
siderations from the point of view of families
and other caregivers (680,697).

Other psychiatric disorders that occur in some
people with dementia are:

e suspiciousness and paranoia, identified in
one-fourth to one-half of people with
Alzheimer’s disease (295,429,525,681,728,
787);

e visual and auditory hallucinations, found in
at least one-fourth of people with Alz-
heimer’s and other dementing diseases
(242,525,681,728,787),

e withdrawal and reduced emotional respon-
siveness, found in three-quarters of the
people with Alzheimer’s disease in one
study (729); and

e agitation and restlessness, found in 24 to 89
percent of people with dementia, depend-
ing on the study (242,479,729,787).

Behavioral problems that occur in some
people with dementia are wandering, hitting,
severe emotional outbursts, and disruptiveness
at night (295,479,681). Not all people with
dementia have behavioral problems, but when

such problems occur, they often cause anxiety,
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embarrassment, fear, anger, and exhaustion for
families and other caregivers. Even if the
disease that causes a person’s dementia cannot
be cured, psychiatric disorders and behavioral
problems associated with it usually can be
alleviated with changes in the person’s daily
activities, modifications to his or her environ-
ment, training for caregivers in how to respond,
medications, and in some cases, counseling and
relaxation therapies for the patient.

Coexisting Medical Conditions

Many people with dementia have other medi-
cal conditions unrelated or only peripherally
related to their dementing disease (71,211,479,
921). A random sample of people with dementia
served by a community mental health center in
Washington State, found, for example, that they
had an average of more than three co-existing
medical conditions. A third or more of the
people had cardiac or vascular conditions,
arthritis, and/or visual or hearing impairments
(see table 1-1). Any coexisting medical condi-
tion can exacerbate a dementia patient’s cogni-
tive and self-care deficits and complicate his or
her care. Conversely, treatment of the condition
can maintain or restore the person’s physical
health and maximize his or her functioning
(74,487,680,908,915).

People With Dementia Who Live Alone

Most studies of people with dementia show
that virtually all such people live either in the
community with someone else or in a nursing
home or other residential care facility (see, for
example, Friss, 1989 (235); George, 1983 (242);
Lusky et al., 1988 (479)). At the start of this
assessment, OTA assumed that very few people
with dementia were living alone and that those
few probably were not severely cognitively
impaired. OTA also assumed that a linking
system would interact primarily with family
members and other informal caregivers and
should be designed to respond to their needs.

Table 1-1—Coexisting Medical Conditions in 100
People With Dementia Served by the Community
Mental Heailth Center in Spokane, Washington, 1988

Percent of people
iiinesa/Condition affected
Caradlas ....oooveveriiiiiiicccscnsinsccnnnns 40%
VaBOUIBL ... vivvvnrioreorroosssarsssssnsnss 31
Hypertenslon ..........cooevieeenonennnaeees 34
SHOKO .....ociviiiri ittt 26
Athrils ........coooiiiiiiiiiiiiinrinnnas 37
Vislonimpalrment..........ooveeieiiencnnns, 50
CRtArBllB . .......0ocovnvvnnnnnnncnnsnnnnnns 30
GlaUCOMA . ..o vvevnriiroonnnrrossasnnssssoes 10
Hearingimpalrment.........ccovreeevunrenas 34
Speechimpairment . ..........coocvveiiaiennes 19
Stomach LICBr ........ooiiiiiierivreenennns 14
Chronic obstructive puimonary disease ......... 12
CaNOBY ... .oovviiiiiiiii ittt 11
Diabotes ........covivieiinniiiinernisesnnen 11
HOrNIR .. .oociiiiiirireieririorinniranoeions 10
Parkinson's diSeas® .......oooiineoes sonnans 9
SOIZUrGS ......ivviviiiiiiiiiciiittiiioarans 9
Ost SIs/KyphosIS ... .ovvini it 8
Urinary tract infection . .......ccvvvvieviiaenas )
THYTOIA oo vviiienerrieonsroeeennrnnnnnnns 5
Prostate ........coocvniiiniirioniinrrnonns 5
Diverticulltls ............ccviveviverenvennsn 5
AlOthers .......oooiiviiivinvernriosssnnns 12
NONO oot iiiitinestrtnneorvsossnsrssssras 7
UNKNOWRN .. oov et iiinernnneernonnsnnensoosas 2

SOURCE: R. Raschko, director, Eiderly Services, Spokane Community
Mental Health Centor, Spokane, WA, letter 1o the Office of
Lod\r;ology Assesament, U.S. Congress, Washington, DC,

ar. 8, 1988.

All those assumptions were wrong. The
studies that show very small proportions of
people with dementia living alone are based on
interviews with family members and other
informal caregivers. OTA ’sreview of population-
based studies and studies that focus on patients
rather than caregivers shows that at least 20
percent of people with dementia live alone and
that some of them are severely impaired. The
Epidemiologic Catchment Area (ECA) Survey,
alarge-scale, population-based study conducted
in five sites in the early 1980s, found that 24
percent of people with severe cognitive impair-
ment were living alone.? The proportion varied
considerably among sites, from 15 percent in
New Haven, Connecticut to 44 percent in
Durham, North Carolina (842). Twenty-one
percent of people with dementia who were seer
at the six California Alzheimer’s Disease Diag-

3severe cognitive impairment was defined in the survey as a score of 17 or less on the Mini-Mental State Examination (218). By that definition, the
prevalence of severe cognitive impairment at the five sites averaged 1.3 percent in people over age 18 (range: 1.2 to 3.3 percent) (842).
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nostic and Treatment Centersin 1985, 1586, and
1987 lived &lone (225,227). Among people
served by the National Channeling Demonstra-
tion Project, 24 percent of those with severe
dementia and 33 percent of those with moderate
dementia liv=d alone (149).

Except for anecdotes, very little information
is available about people with dementia wholive
alone. Data on 100 people with dementia who

were receiving services from & community

mental health center in Washington State in
1989, show that those who lived alone were
somewhat less functionally impaired than those
who lived with a caregiver: 80 percent of those
who lived alone had limitations in ADLs,
compared to 96 percent of those who lived with
a caregiver. However, those who lived alone
were older; their income was lower; and they
had been receiving services from the community
mental health center for a longer period (687).
No data are available to compare the mental
siatus of people in the two groups.

The large proportion of people with dementia
who live alone is surprising. Some people with
dementia who live alone have someone to help
them—an important consideration with respect
to both their service needs and the kind of
system that is needed to link them to services.
Among the 100 people with dementia who were
receiving services from the community mental
health center in Washington State, half of those
who lived alone had an involved relative or
friend (687). Extrapolating from those data and
OTA 's estimate that at least 20 percent of pcople
with dementia live alone, one could hypothesize
that at least 10 nercent of all people with
dementia live alone and have no one to help
them. Some support for that hypothesis comes
from data on people with dementia seen at the
six California Alzheimer’s Disease Diagnostic
and Treatment Centers in 1987, 10 percent of
whom had no relative or friend to help them
(227). OTA is not aware of any other sources of
data on this issue.

Service Needs of People With Dementia

Because of their cognitive and self-care
deficits and psychiatric and behavioral problems
(if any) people with dementia generally need
supervision and assistance with many different
kinds of activities. Families, friends, and others
usually provide this care informally, but they
cannot always provide all the assistance the
person needs, and some people with dementia
do not have anyone to care for them informally.
People with dementia also need professional and
specialized services that informal caregivers
generally cannot provide.

Table 1-2 lists the many different kinds of
services that may be needed for people with
dementia and their families or other informal
caregivers. Not all the services are needed for
any one patient. Patients’ and caregivers’ needs
change over time, however, and individual
patients may need many of the services some-
time in the course of their illness.

All the services listed iz table 1-2 also are
used for nondemented people with physical
impairments. The cognitive deficits of people
with dementia alter the nature of the services
they need, however. Providing medical care,
legal services, personal care, or other services
for a demented person is quite different from
providing the same services for a nondemented
person, in part because the demented person
often is unable to understand or cooperate with
the provider. For that reason, even vision and
dental care may be different for demented
people. Various providers also differ in their
knowledge about dementia and are more or less
skilled in working with people with dementia.

Implications for an Effective System To Link
People With Dementia to Services

Because of their diverse service needs, an
effective system to lick people with dementia to
services must be able to refer them to many
different kinds of health care, long-term care,
social, and other services—ideally, to all the
services listed in table 1-2—provided those
services are available in the person’s commu-
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Table 1-2—Services That May Be Needed for People
With Dementia and Thelr Famiiles

Most of these services may bs needed by and can
be provided for patients who are living athome, ina
nursing home, or in another residential care facility,
such as a board and care faciiity, aduit foster home,

or sheltered housing.
Diagnosis Protective services
Acute medical care Supervision
Ongoing medical supervision  Home health alde
Treatment of coexisting Homemaker
medical conditions Personal care
Medication and elimination of  Pald companlon/sitter
drugs that cause Shopping
excess disabliity Home-dslivered meals
Multidimensional assessment  Chore services
Skilled nursing Telephone reassurance
Physical therapy Personal emergency response
Occupational therapy system
Speech therapy Recreation/exercise
Adutt day care Transportation
Respite care* Escort service
Family/careglver education Special equipment (ramps,
and training hospital bed, geri-chalr, etc.)
Family/caregiver counseling Vision care
Family support groups Audiology
Patient counseling Dental care
Lsgai services Nutrition counseling
Financlal/benefits counseling Hospice
Mental health services Autopsy

SRespite care inciudes any servios intended to provide temporary rslief for
the primary caregiver. When used for that purpose, homemaker, paid
companion/sitter, aduit dey care, temporary nursing home care, and other
sor Inclucied on the list constitute respite care.

SOURCE: Office of Technology Assessmaent, 1990,

nity. A linking system also should be able to
refer people with dementia to service providers
who are knowledgeable about dementia and
skilled in working with people with dementia,
again, provided there are such providers in the
community. As noted earlier, many people with
dementia have co-existing medical conditions
unrelated or only peripherally related to their
dementia. Since it is the whole person—not just
his or her dementia—that is linked to services,
the system should be able to refer patients to
services or sources of information about serv-
ices for co-existing medical conditions as well.

Certain services are needed early in the course
of a patient’s illness. An accurate diagnosis
should be obtained as early as possible, both to
identify reversible dementias and to let patients,
families, and others know what is causing the
person’s cognitive and self-care deficits and
psychiatric and behavioral problems, if any.

Q

Legal services also are needed early in the
course of progressive dementing diseases, while
patients still are able to make decisions about
their property and future care and to execute
legal documents (e.g., wills, trusts, durable
powers of attorney, and living wills) that express
their wishes on these matters. A linking system
should be able to inform people with dementia,
their families, and others about the importance
of accurate diagnosis and early legal counseling.
To do so, the system has to be in contact with
them early in the course of the patient’s disease.

Families and others often are not aware that
the psychiatric and behavioral problems associ-
ated with dementia may be treatable, even if the
underlying disease that causes the dementia
cannot be cured. Likewise, they may not be
aware of the impact of treatable coexisting
medical conditions on the person’s cognitive
and self-care abilities. A linking system should
take an active role in informing people that those
. oblems and conditions may be treatable and
should encourage them to seek appropriate
treatment.

Dementia patients’ characteristics affect not
only the kinds of services to which a linking
system must be able to refer them and the timing
of the referrals but also many aspects of the
linking process itself. Patients’ cognitive defi-
cits complicate the linking process, making it
more difficult to connect demented than nonde-
mented people to services. For example, people
with dementia are far less likely than nonde-
mented elderly and disabled people to refer
themselves for services. People with dementia
cften are unaware of their own limitations and
do not realize they need services. They are
uniikely to be able to arrange or participate in
arranging services for themselves, to remzmber
service arrangements that have been made for
them, or to rememover and report problems with
the services they receive (934).

People with dementia who live alone present
a difficult challenge to anyone trying to locate
and arrange services for them. Case managers
interviewed for this OTA study said that such

230
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Photo credit: Eastern Area Agency on Aging

Alinking system must be available to people with dementia
and their families early In the course of the patient’s
disease to Inform them about the Importance of
obtaining an accurate diagnosis and early
legal counseling.

people require more services and greater in-
volvement of the case manager than people with
dementia who live with a caregiver (see ch. 3).
As noted above, some people with dementia
who live alone have a relative or friend who
helps them. People with dementia who live
alone, and have no relative or friend to help them
often are physically and emotionally isolated,
fearful, and suspicious. They may be the most
difficult patients to link to appropriate services.
They also may be the most in need of services.
To be effective, a linking system must have
methods of reaching and working with them, as
well as with patients who have an an informal
caregiver 1o help them.

Many decisions are involved in the process of
linking people with dementia to services, in-
cluding decisions about what services are needed,
who will provide them, who will pay for them,
and, perhaps most importantly, whether the
patient will be cared for at home or in a nursing
home or other residential care facility. Because
of their cognitive deficits, people with dementia
may not be able to make those decisions for
themselves, thus raising difficult questions about
who should make the decisions and on what
basis. Some people with dementia retain suffi-
cient cognitive abilities to make decisions about
services for themselves, but their decisionmak-
ing capacity is likely to bte uncertain and

t

fluctuating (see ch. 4). Regardless of who
ultimately makes the decisions, patients’ cogni-
tive deficits complicate decisionmaking in the
linking process.

Lastly, the prevalence of co-existing medical
conditions among people with dementia has
implications for how they, their families, and
others perceive their problem and service needs
and now they are likely to enter the service
system. For the purposes of this discussion, one
could imagine a continuum of people with
dementia that extends from a person who has
dementia and no co-existing medical problems
at one end to a person who has one or more
serious medical problems and (often unnoticed)
dementia at the other end.

The latter type—a person with serious medi-
cal problems and unnoticed dementia—is exem-
plified in the findings of two studies. One study
concerned people who were hospitalized fol-
lowing a heart attack or heart surgery (53).
Although all the subjects were considered free
of any dementing illness, the researchers found
that 40 percent had significant memory impair-
ment and disorientation, and another 30 percent
had milder cognitive deficits. Another study that
concerned people hospitalized following hip
fractures also found that 40 percent had signifi-
cant cognitive deficits (67). These patients were
in an acute medical care setting and had obvious
medical care needs. If they continued to be
cognitively impaired at the time of hospital
discharge, appropriate planning for their post-
hospital care would require taking their cogni-
tive status into account. This would mean
raising questions about whether the patients
could comply with treatment recommendations
(e.g., medication schedules and rehabilitation
procedures) and whether the patients who had
previously lived alone could safely continue to
do so.

Patients such as those in the two studies just
mentioned would benefit from a linking system
that is skilled in working with people with
dementia. On the other hand, since their cogni-
tive deficits were not identified by hospital staff,
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it is unlikely these patients would have been
referred to a linking system designated to serve
people with dementia exclusively if such a
system existed.

- Hospitalized patients with unrecognized de-
mentia represeit one extreme on the continuum.
OTA does not know how many such patients
there are. In the middle of the continuum are
people who have an identified dementing dis-
ease and co-existing medical conditions. From
the perspective of this assessment, they would
be categorized as people with dementia. In
contrast, some families, physicians, and others
would categorize them in terms of their other
medical conditions and regard the dementia (if
noted at all) as a complicating factor in the
treatment of those conditions.

How families, physicians, and others perceive
people with dementia determines to a great
extent how they enter the service system. It also
determines the type of agency or individual a
patient or family will approach, be referred to,
or accept assistance ‘rom in finding services. If
a linking system is designated to serve people
with dementia exclusively, it is unlikely to be
used for those who have a dementing disease but
are not perceived by their families, physicians,
or others as ‘‘people with dementia.”’

Characteristics of Families and Other
Informal Caregivers

Families, friends, neighbors, and others pro-
vide care informally for most people with
dementia, and many families and other informal
caregivers also link people with dementia to
services (85,199,475,749). They may contact an
information and referral or case management
agency or contact service providers directly to
arrange services. Other caregivers are unable to
arrange services themselves. In either case, the
characteristics of families and other informal
caregivers affect the linking process, and under-
standing those characteristics is essential for
determining what kind of system is needed to
link people with dementia to scrvices.

Photo credit: Cleveland Chapler of the Alzheimer's Anoddon
Families and others who do notthink of the person they are
caring fo' as a “person with dementia” are unitkely to

turn for tJIp to a liiking system that is designated to
serve people with dementia exclusively.

Who Ar- the Informal Caregivers?

Informal caregivers of people with dementia
are diverse. They vary with respect to their age,
sex, and relationship to the patient; whether they
live with the patient; their socioeconomic status;
their educational, ethnic, and cultural back-
ground; their work and other caregiving respon-
sibilities; and many less easily documented
factors, such as the quality of their relationship
with the patient and their attitudes about care-
giving and the use of services.

No national data are available on the charac-
teristics of informal care givers of people with
dementia. One study in North Carolina of 501
caregivers of people with dementia found that
54 percent were spouses, 33 percent were adult
children of the patient, 10 percent were siblings
or other relatives, and 1 percent were friends
(242). The caregivers ranged in age from 21 to
90, with an average age of 58. Seventy percent
were women.

Q7
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Some families care for more than one im-
paired person. A study of middle-aged women
who were caring for their elderly mothers found
that one-fourth also were assisting another
elderly relative (83). The study described a
couple in their early 30s, about to have their first
child, who were caring for the wife’s terminally
ill mother and the confused grandmother for
whom the mother had been caring.

Some people with dementia have several
caregivers. Often, a primary caregiver provides
most of the physical care and supervision, while
other relatives and friends help out occasionally.
These ‘‘secondary caregivers’’ frequently help
to locate and arrange services (199,749). For
that reason, patients who have a secondary
caregiver may be more likely than other patients
to receive services (483).

Although many informal caregivers are healthy
and most are cognitively normal, some are
physically frail, and some are almost as con-
fused as the person they are assisting. One
spouse or sibling who has been taking care of the
other spouse or sibling for some time may
become physically or cognitively impaired, or
both. In that event, a linking system is con-
fronted with the difficult task of arranging
services for two impaired people living together,
in effect, without a caregiver.

Employed Caregivers—At least one-third of
caregivers of people with dementia are em-
ployed, full or part-time (242,448,655). Inter-
views with employed caregivers of demented
" and nondemented people and their employers
indicate that caregiving and job responsibilities
frequently conflict. Even if caregivers can
arrange daytime care for the patient, they need
to call service providers, take the patient to
appointments, and go to government offices to
apply for benefits during work hours. Worry
about the patient also interferes with their
productivity (198,233,443,603,797).

Employed caregivers of elderly people indi-
cate that one of their greatest needs is for
information about available services and sources
of funding for services (443). A study that
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compared employed caregivers of cognitively
impaired v. physically impaired elderly people
found that the caregivers of the cognitively
impaired people were more likely than the
caregivers of the physically impaired people to
express a need for informatiun about services
(740a). To be effective, a linking system must be
accessible to employed caregivers and be re-
sponsive to their needs.

Long-Distance Caregivers—Many Ameri-
can families are geographically separated. The
adult children or other relatives of a person with
dementia may live far away but still try to
function as long-distance caregivers. Little is
known about long-distance caregivers of people
with dementia. Commentaries on long-distance
caregivers of elderly people in general indicate
that they face extreme difficulties in trying to
arrange and monitor services for a relative in
another community (17,116,188). Such nrob-
lems probably are more severe when the elderly
person has dementia and cannot provide accu-
rate information about his or her condition or
monitor the services he or she receives. To be
accessible to long-distance caregivers, a linking
system must be identifiable in some uniform
way nationally so that caregivers know who to
contact for assistance.

Ethnic Minority Caregivers—Ethnic minor-
ity caregivers differ from each other in many
ways, but there are some characteristics and
attitudes that occur more frequently in ethnic
minority groups than other societal groups and
have implications for the kind of linking system
that would meet their needs. The most obvious
example is language differences. A linking
system must be able to communicate with
caregivers in a language they understand well
because the details and decisions involved in
locating and arranging services are both com-
plex and emotionally loaded (866). More subtle
differences are perceptions of dementia (e.g.,
whether it is seen as an illness, a part of normal
aring, or ‘‘craziness’’) and attitudes about the
use of services, both of which are influenced by
each group’s cultural heritage, beliefs, tradi-
tions, and customs. The special aspects of
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linking ethnic minority people with dementia
and their caregivers tc services are discussed
later in this chapter.

Inforiaal Caregivers of Nursing Home Resi-
dents With Demeniia—Many informal care-
givers continue to regard themselves as the
primary caregiver after their relative or friend
with dementia is admiiicd to a nursing home
(198,244). Some visit daily and assist with
personal care. Many continue to arrange medical
and other services and to handle the person’s
financial affairs. Some try to arrange in-home
services that would allow them to bring the
person home. Thus, relatives and friends of
nursing home residents with dementia are likely
to continue to need and use a linking system.

Caregivers’ Experience of Burden

Taking care of a person with cognitive and
self-care deficits and psychiatric and behavioral
problems can be exceedingly difficult. Having
to watch the person’s inevitable deterioration
compounds the caregiver’s distress. For these
reasons, the family of a person with dementia is
often the second victim of the disease.

Caregiver burden has been described in terms
of:

e objective patient characteristics and behav-
iors that create demands on the caregiver,

e the caregiver’s subjective experience of
those demands; and

e the objective impact of caregiving on the
physical and mental health, social partici-
pation, and financial status of the caregiver
(932).

Patient characteristics and behaviors that are
particularly burdensome for some caregivers
include incontinence, severe functional impair-
ments, hallucinations, suspiciousness, agitation,
wandering, catastrophic emotional reactions,
disruptiveness at night, behaviors dangerous to
the patient or others, and the patient’s need for
constant supervision (123,295,681,938).

Not all caregivers experience those charac-
teristics and behaviors as burdensome, however,
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and there is a surprising lack of correlation
between patient characteristics and behaviors
and the caregivers’ subjective experience of
them (244,643,668,938). Some caregivers’ sub-
jective exverience of burden is less than might
be expected given the objectively difficult
situations they face (291,937). Moreover, many
caregivers have positive feelings about care-
giving and pride in their ability to manage
difficult caregiving situations (125,242,
448,643).

To note those positive feelings and the lack of
correlation between patient characteristics and
behaviors and caregivers’ subjective feelings of
burden is not to minimize the problems faced by
caregivers. In fact, informal caregivers of people
with dementia experience more subjective feel-
ings of burden and more negative consequences
of caregiving (e.g., increased use of alcohol and
psychotropic drugs, reduced immune function,
and reduced participation in social activities
than caregivers of other elderly people or other
comparison groups) (71,242,291,296,411,415,
610,612,740a). The discussic.l here is intended
only to highlight the complexity and diversity of
caregivers’ subjective experience of the de-
mands of caregiving.

Anecdotal evidence suggests that the individu-
als who link people with dementia to services
are not always aware of that complexity and
diversity. For example, a physician, nurse,
social worker, or other individual may observe
a patient with severe cognitive and self-care
deficits and frequent behavioral problems, as-
sume the familv is experiencing intolerable
burden, and deterniine that nursing home place-
ment is the only service option. The family, on
the other hand, may feel that they are managing
relatively well and may just want some respite
care. When confronted with a recommendation
for nursing home placement, the family may
conclude that the individual making the -com-
mendation does not understand, and the family

_ may withdraw completely. As a result, the

opportunity to link the patient and family to
appropriate services is lost (see ch. 3).
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Taking care of a person with dementia can be exceedingly
difficult. Nevertheless, many caregivers have positive
feelings about caregiving and pride In thelr ability to
manage difficult caregiving situations.

The opposite situation may also occur. A
vhysician, nurse, social worker, or other individ-
ual may observe a patient with r:ild cognitive,
self-care, and behavioral problems and assume
wrongly that the family is not experiencing
burden. If the patient and family are not linked
to appropriate services, however, the patient
may be at risk of inadequate care.

Many factors mediate between patient charac-
teristics and behaviors that create demands on a
caregiver and the caregiver’s subjective experi-
ence of burden. Some of those factors are
unchangeable (e.g., the age and sex of the
caregiver), but other factors sometimes can be
changed. Gne such factor is the caregiver’s
appraisal of the patient’s characteristics and
behaviors (297,487,533,938). Caregivers who
view a patient’s memory and behavioral prob-
lemis as a direct consequence of a disease
generally arc less bothered by them than care-
givers who view the same problems as in the
patient’s cuntrol, saying, for example: *‘If she
paid attention, she wouldn’t be so forgetful,’’ or
‘“He just does that to annoy me’’ (88). Educa-
tion for caregivers about dementing diseases and
ltheir likely effects may lead to reappraisal of
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some problems and reduction in caregivers’
experience of burden.

Coping mechanisms, such as seeking informa-
tion, problem solving, and emphasizing positive
feelings can also reduce subjective feelings of
burden for some caregivers (88,295,610,938).
Caregiver training and counseling can help
some people increase their coping skills. Family
support groups often give caregivers new ideas
about how to solve or minimize problems and
support to try those ideas (487,938).

Finally, social support provided by relatives,
friends, church groups, and voluntary associa-
tions may reduce a primary caregiver’s experi-
ence of burden (242,297,610,749,937). Family
group meetings that involve other relatives and
provide information about a patient’s disease
and its expected impact can sometimes reduce
the primary caregiver’s sense of isolation and
increase the emotional support and practical
assistance he or she receives (487,936).

Implications for an Effective System To Link
People With Dementia to Services

To be effective, a linking system must be
accessible to all kinds of informal caregiversand
responsive to their ¢ - se needs, including both
the needs of caregivels who are as capable of
locating and arranging services as any case
manager and only need an accurate list of
available services and the needs of caregivers
who are completely incapable of locating and
arranging services and are almost as impaired as
the ‘‘patient.’’ The system also must be respon-
sive to differences among caregivers in their
subjective experience of caregiving.

Lastly, a linking system must be aware of the
potentially modifiable factors that affect care-
givers' subjective experience of burden (i.e.,
their appraisal of patient characteristics and
behavioral problems, their coping mechanisms,
and available social supports). Interventions to
modify ihose factors may reduce the caregivers’
subjective experience of burden—a worthwhile
end in itself—and change caregivers’ views
about the kinds of help they need to care for the
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patient—an important consideration for a sys-
tem that is intended to link people with dementia
to appropriate services. Some agencies ..at link
people with dementia to services provide care-
giver education, training, counseling, and sup-
port services that may modify those factors.
Other agencies refer caregivers for such serv-
ices. In either case, a linking system must
recognize the importance of the services, or
caregivers will not receive them.

Characteristics of the Service Environment

The kind of system that is needed to link
people with dementia to services depends not
only on the characteristics of patients and their
informal caregivers but also on what services
and sources of funding for services exist in a
community. If sufficient services and funding
and accurate information about both were avail-
able, the number of people who would need help
to obtain services would be relatively small,
although some, and perhaps many, people still
would need help in defining the patient’s needs,
overcoming their own reluctance to accept help,
and arranging services. At the other extreme, if
there were no formal services or funding for
services in a community, the functions of a
linking system would be limited to helping
people define their needs and mobilizing rela-
tives, friends, and other informal resources to
meet those needs. The reality in most communi-
ties is that there are some (although usually not
enough) services and sources of funding for
services, and accurate information about thein
often is not available. As a result, many patients
and families need help not only to aefine their
service needs but also to understand what
services and funding are available and to locate
and arrange available services and funding.

Types of Agencies and Individuals That May
Provide Services for People With Dementia

In any given community, the kinds of services
that may be needed for people with dementia
may be provided by many different types of
agencies and individuals. This is not to say that
all the services are available, but that if they are
ayailable, they may be available from any of a
©

great variety of agencies and individuals. Indi-
vidual service providers include professionals in
private practice (physicians, lawyers, nurses,
social workers, nsychologists, occupational ther-
apists, physical therapists, speech therapists,
audiologists, dentists, and dietitians), parapro-
fessionals, and nonprofessionals who provide
homemaker, transportation, chore, and other
services.

In some communities, the needed services are
provided by public agencies. State departments
of health, human resources, aging, social serv-
ices, mental health, and public welfare or public
assistance may provide some of the needed
services through regional and local offices.
Counties and other local governments provide
some of the needed services through local health
care, social service, and mental health agencies.
Some local governments have community serv-
ice councils, health coordinating councils, and
community action programs that provide some
of the services.

The U.S. Department of Veterans Affairs
(VA) provides some of the services for eligible
veterans, primarily through its 172 medical
centers (see ch. 6). The U.S. Department of
Defense provides some of the services for
eligible military personnel and their dependents
in military hospitals and clinics. Hospitals and
clinics of the Public Health Service and the
Indian Health Service also provide some of the
services for eligible people.

Area agencies on aging (AAAs), community
mental health agencies, community health agen-
cies, adult day centers, home health agencie~
homemaker, chore, respite, and transportation
service agencies, and senior centers provide
some of the services in some communities.
Voluntary associations, such as the Alzheimer’s,
Parkinson'’s, and Huntington's disease associa-
tions, also provide some of the services, often
through their State and local chapters.

Some hospitals and nursing homes provide
some of the needed services on an outpatient
basis, in addition to their traditional inpatient
and residential care services. Private social
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service, nursing, family service, and senior
service agencies provide some of the services in
some communities. Other potential providers
include churches, community ministries, the
Salvation Army, YMCA, YWCA, United Way,
and other service and philanthropic groups.

Not all those agencies exist in every commu-
nity. If they do, though, they may provide
services needed by people with dementia. Given
the diverse ne=ds of such people, many of the
agencies are possible sources of assistance.

Factors That Limit the Availability of Services

Because there are many potential serv'ce
providers does not mean that enough services
are available or that a patient’s needs can b met.
As discussed in chapter 2, many details about an
agency’s services determine whether the serv-
ices are renlly available to a particular patient
and whether they meet his or her needs. These
details include the agency’s general eligibility
criteria and any additional eligibility criteria for
a specific service, the exact nature of the service,
when and where it is provided and for how long,
what it costs, and whether there is any source of
funding for it other than client fees. These kinds
of details often reflect regulations and require-
ments associated with the agency’s funding
source (e.g., Medicare, Medicaid, State pro-
grams). They may also reflect State or local
government licensing or certification require-
ments; the agency’s mission, objectives, and
history; and the training and preferences of its
staff (391,481,641,821,831).

The details of each agency’s services change
from time to time, especially in response to
changes in regul: ¢ 1s and requirements associ-
ated with its fuuding sources (641,821,922).
Federal, State, and local governments and pri-
vate associations and foundations initiate new
services and terminate others. Publicly and
privately funded research and demonstration
projects that provide services also begin and
end. Some of the changes are small, but their
cumulative impact is to create a constantly

changing service environment.
Q

The number and type of agencies and individ-
ual providers vary in rural and suburban or urban
areas. Some areas are ‘‘service rich,’’ and others
are ‘‘service poor.’’ Rural areas are likely to be
service poor. Some rural counties have no
hospital, and a few have no physician. Many
lack mental health professionals and other
service providers. Because of low population
density, residents of rural areas often have to
travel a long distance to obtain services, and in
some areas, there are not enough people with
similar problems to justify specialized services
(55,58,771,912).

Linking people with dementia to appropriate
services in areas that have very few services is
difficult. On the other hand, the more services
there are in a community, the greater the
complexity of the service environment. At one
extreme, United Seniors Consumer Coopera-
tive, a private consumer health care cooperative
in Washington, DC, identified 130 public and
private agencies that offer transportation serv-
ices for elderly people in the Washington area
(800). Obtaining enough information about
those agencies to select an appropriate provider
is difficult.

Sources of Public and Private
Funding for Services

Services for people with dementia may be
paid for by the individual, his or her family,
public programs, or private, third-party sources.
Sin~z people with dementia often need services
for years, they are likely to need public or
private third-party funding in addition to their
own resources. There are many potential sources
of such funding. At least 80 Federal programs
pay for services that may be needed for people
with dementia or provide funds so people can
purchase the services (828). Many State and
local government programs, private agencies,
and voluntary and charitable organizations also
pay for services or give people funds to purchase
them. Publicly and privately funded research
and demonstration projects pay for services in
some communities. Lastly, some people have
private insurance that covers some services.
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Factors That Limit the Availability
of Funding for Services

The existence of many potential sources of
funding for services does not mean that adequate
funding is available. Each source has rules that
limit the availability of funding by restricting
who is eligible and what services are covered.
Eligibility may be restricted on the basis of a
person’s age, income, assets, diagnosis, physi-
cal or mental condition, residence, family com-
position, and other factors. Coverage may be
restricted by rules about the type of service that
can be paid for; the profession, training, and/or
licensure ¢ € a person who can be reimbursed for
providing the service; the setting in which it can
be provided; and its duration an? frequency
(124,391,641,831). The rules in each of these
areas are interrelated, so that a particular service
is paid for only if it is provided to a patient with
a certain diagnosis or condition, by a certain
provider, in a certain setting, for a given time
period. To further complicate this already confus-
ing situation, the eligibility and coverage regula-
tions of funding sources change from time to
time.

It is ofien unclear whether a person with
dementia fits within the eligibility requirements
for some funding sources, particularly Medicare
and, to a lesser degree, Medicaid, that base
eligibility on a person’s physical condition and
physical care needs. People with dementia
frequently are determined to be ineligible for
funding for services through these programs
(124,186,479,831). On the other hand, some
people with dementia receive services paid for
by the programs. This may occur because of real
differences in the physical condition and care
needs of different patients, differences in the
way a patient’s condition and care needs are
described on an application or billing form, or
different interpretations of a program’s regula-
tions by its administrators.

Turf Issues Among Agencies and
Individuals That Provide Services
for People With Dementia

Turf issues are prevalent among the agencies

Q

and individuals that provide services for people
with dementia. Simply stated, turf issues arise
when one agency, type of agency, or type of
professional or nonprofessional service pro-
vider regards the care of people with dementia
as its turf and believes that it, rather than another
agency, type of agency, or service provider,
offers the ‘‘right’’ services for such people. Turf
issues arise at the national, State, and local level
and add to the complexity and fragmentation of
the servicc environment.

Turf issues in the care of people with
dementia arise between mental health and aging
services agencies; health care and social service
agencies; agencies that serve only people with
dementia and agencies that serve elderly or
disabled people in general, neurologists and
psychiairists; social workers and nurses, hospital-
based home health care agencies, free-standing
home health care agencies, and independent
home care workers; for-profit and nonprofit
agencies; and myriad ot.er combinations of
agencies and professional, paraprofessional, and
nonprofessional service providers.

Sometimes, turf issues reflect self-serving
competitions between agencies and individual
providers for the public and private funds that
pay for services and the jobs required to provide
the services. Often, however, turf issues reflect
sincere differences of opinion about which
agencies and individuals provide the *‘right”’
services for the clients. Many of the agencies
and individuals that provide services for people
with dementia now have served the same kinds
of clients for years, although not necessarily
identifying them as people with dementia. As
attention to Alzheimer’s disease and other
diseases that cause dementia has increased
recently, those agencies and individuals claim—
often legitimately—special expertise and skill
in the care of people with dementia and regard
the care of such people as their turf.

Sometimes, there is no explicit competition or
difference of opinion about which agency or
individual provider offers the ‘‘right’’ services
for people with dementia. Instead, each agency,
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type of agency, or type of individual provider
regards the care of people with dementia as its
turf and is simply unaware of others who serve
the same kinds of clients.

Services for people with dementia generally
are provided in one of several broad systems of
agencies and providers—i.e., the medical or
physical care system, the mental health system,
the social service system, the public health
system, the public assistance system, and the
aging services system. These systems are delin-
eated by the Federal programs that fund them,
the education and training of people who work
in them, and historical divisions among State
and local government agencies that administer
the services they provide. Although not rigidly
differentiated, the systems generally are not
integrated with each other. Service providers in
one system may not be aware of services in other
systems. Moreover, agencies and individuas
providers in the same system tend to have a
common perspective on dementia and the ‘‘right”’
services for people with dementia. Thus, they
may have greater understanding of and confi-
dence inservices provided by other agenc.es and
individuals in the same system than those in
other systems. For all these reasons, referrals are
more likely to occur within a system than from
one system to another. For example, agencies in
the aging services system may not refer clients
to services provided by the mental health
system, and vice versa.

The Complexity of the Service Environment for
People With Dementia

The large number of agencies and individuals
that may provide services fo. people with
dementia, the large number of potential sources
of funding for services, and the complicated and
changing rules that limit the availability of botn
services and funding create an extremely com-
plex service environment in many communities.
Some communities have fewer agencies and
individual service providers than others, but the
rules that limit the availability of services and
funding for services remain.

Q

The complexity of services at the community
level has been cited so frequently in discussions
about health care, long-term care and social
services for elderly and disabled people that it
has become a cliche. Nevertheless, in the course
of this study, OTA’s staff was repeatedly
amazed by that complexity. As one learns more
about services and funding for services in a
certain community, the service environment
appears more, not less, complex. It is clear that
there are some services and sources of funding
for services in virtually every community but
generally unclear whether those services and
sources of funding are reelly available to people
with dementia and what proportion of such
people they serve.

Two factors make the service environment
especially complex for people with dementia—
even more complex than it is for elderly and
disabled people in general. First, the service
needs of people with dementia cross the bounda-
ries of the broad systems of agencies and
individual providers cited earlier to a greater
degree than the service needs of most nonde-
mented people. Second, in many communities,
there are new services for people with dementia
that are not well known and may serve very few
patients but often provide good care to those
they serve. One commentator describes the
array of small, new services for people with
dementia as a ‘‘cottage industry’’ (698).

Implications for an Effective System To Link
People With Dementia to Services

The complexity of the service environment in
many communities makes it clear why families
and others have difficulty obtaining accurate
information about services and funding for
services. It also makes clear the need in all
communities for an accurate, up-to-date list of
available services and sources of funding for
services. NTA does not have cc -~rehensive
data on how many communities have such a list,
but evidence from various sources suggests that
many communities do not (s e ch. 2). Because
of the large number of potential service provid-
ers and funding sources and the changing rules
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that affect their availability, maintaining an
accurate list of services and sources of funding
for services for people with dementia is difficuit.
Yet, such a list is essential for linking them to
appropriate services.

At the start of this assessment, OTA’s staff
thought that thz piggest problem families and
others face in trying to obtain accurate informa-
tion about services and funding for services is
lack of information. In the course of the
assessment, it became clear that wrong and
partial information are at least as big a problem.
For example, people who contact an agency or
individual for information may be told that there
are no services when, in fact, there are services,
or vice versa. Likewise, they may be told that
there is a service, e.g., an adult day-care center,
30 miles away when there is another center
much closer. Given the complexity of the
service environment and the lack of an accurate
list of services and sources of funding for
services in many communities, it is easy to
understand why families and others receive
wrong information or only partial information
about services and sources of funding.

Having an accurate list of services would not
change the complexity of the scrvice environ-
ment at the community leve! or imake up for the
lack of sufficient services. It would improve
access, however, and, by letting, people know
what services exist, it would allow for more
appropriate use. Likewise, having accurat~ in-
formation about funding sources would not
change the complexity and fragmentation of
oublic and private programs that pay for services
or make more funding available. It would
increase the likelihood that people would re-
ceive benefits for which they are eligi sle.

Itis important to note that families and others
need to know not only what serv.ces and funding
for services are availablc, but also "vhat services
and funding are not available. They need both
types of information in order to plan realistically

and to make iniormed decisions about the care
of their relative or friend with dementia.

REASONS WHY PEOPLE WITH
DEMENTIA AND THEIR
CAREGIVERS MAY NOT

USE SERVICES

No national data are available on the percent-
age of people with dementia who use paid
services. The findings of 11 small-scale studies
reviewed in chapter 3 indicate that only about
one-quarter to one-half of all people with
dementia who live in the community use any
paid services other than physicians’ services
(71,88,117,223,227,242,291,411,479,448,774, 926).
Among those people with dementia who do use
paid services, many use very few services, use
them infrequently, and/or use them very late in
the course of their illness. The findings of two
of the studies suggest that, on average, people
with dementi: ::se fewer paid sc:vites then
people with ph, sical impairments (71,25¢5).

There are many reasons why people with
dementia and their caregivers may not use
services. Lack of knowledge about services is
one reason—and, in the view of family care-
givers and service providers in Cuyahoga County,
Ohio, who were interviewed for this OTA study,
it is the most important reason. Three- quarters
of the caregivers and service providers who
were interviewed said that pecple’s lack of
knowledge about services is usually a reason
reople do not use services (186).4

Knowledge about services has two compo-
nents:

e general awareness of services, referred to
in this report as service consciousness, and

e knowledge about a specific service, includ-
ing who provides it in a community,
reterred to in this report as service knowl-
edge (431).

Interviews with family caregivers of people with
dementia in Cuyahoga County, Ohio, found

4The results of the study conducted for OTA w Cuyahoga County are discussed in chs. 2 and 3. A full report on the study can be obtained from the

National Technical Information Service in Springfield, VA (sce app. A)

Q
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that, depending on the specific service in
question, ur to 92 percent of the caregivers
lacked service consciousness—that is, they had
never heard of the service. Again, depending on
the service, up to 96 percent of the caregivers
lacked service knowledge—that is, they could
n, identify a specific provider in the commu-
nity (186) (see ch. 2).

Other barriers to the use of available services
are the cost of the services and the inability of
patients and careg.vers to arrange the serviccs.
Three-quarters of the caregivers interviewed in
Cuyahoga Cournty, Ohio, said that inability to
pay for services was a reason why they did not
use services. Half the caregivers said that not
knowing how to arrange services was a reason
they did not use them (186).

Often, it is fear of future costs rather than the
curient cost uf services that stops caregivers
from using services. Some caregivers who
participated in Duke University’s Respite Care
Demonstration Project (see ch. 3) said they did
not know how long services would be needec f.r
their relative with dementia or whether they
eventually weald have to pay for nursing home
care. Given those uncertainties, they were reluc-
tant to spend even $10 a week for respite
services (291).

Many other perceptions and feelings of peo-
ple with dementia and their caregivers also are
barriers to their use of services. As noted earlier,
people with dementia frequently do not recog-
nize their impairments and do nct know they
need services. In additicn, many of them have
been or are afraid they will be exploited by
service providers, especially nonprofessional
in-home workers (286,934). Paranoia and suspi-
ciousness, present in one-fourth to one-half of
all people with dementia, exacerbate those fears.
Some people with dementia isolate themselves
from everyone, including service providers,
because they are afraid that if anyone finds out
how poorly they are managing, they will be put
in a nursing home.

Families and other informal caregivers may
be reluctant to use services for many reasons.

T~ 89-150 - 90 - 2

Some informal caregivers do not perceive a need
for services, either because they do not feel
burdened by the demands of caregiving, or
because they do not regard the person with
dementia as being sick or having a disease.
Many caregivers also feel that they should
provide all the patient’s care themselves and that
it is wrong to turn to outsiders for help
(514,670,933). Others fear that people will
criticize them for shirking their obligation to the
patient if they use paid services. Such criticisms
or even the anticipation of them discourage
caregivers from using services (514,936).

Caring for a person with dementia may
require few skills that informal caregivers do not
have, although often it requires all their time and
energy. As a result, some caregivers feel guilty
about using services they could-—at least in
theory—provide themselves. Others feel—
often realistically—that no one can take as good
care of the person as they can.

Some family caregivers do not use services
because they are embarrassed about patient
behaviors, such as hallucinations, delusions, and
agitation, that suysgest the patient is mentally ill,
and they want (o conceal the behaviors from
other people, including service providers
(72,291,533,936). Others are afraid that the
patient will be up: .t by new services or that the
service provider will not be capable of caring
for the patient. Caregivers who have a bad
experience with one provider often are reluctant
totryagain (88,117,186,291,533,670,936). Some
caregivers are so overwhe!med by feelings of
sadness, guilt, frustration, and anxiety that they
cannct think clearly about how services might
benefit them or the patient (88,137,201,533,
610,916,936). Lastly, some caregivers feel un-
comfortable about making decisions for the
patient, including decisions about the use of
services (533,669).

For any of those reasons, some people with
dementia and some caregivers never use paid
services other than physicians’ services. Others
eventuallv use services, but not until long after
the time when an objective observer would have

TAs
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Some caregivers do not use services because they
teel—often realistically—that no one will take as good care
of the person with dementia as they can.

said they needed help. By that time, their need
for help is so great and so immediate that the
process of locating and arranging services takes
place in an atmosphere of crisis. Moreover, even
though by then the patients and caregivers need
help immediately, the feelings and perceptions
that made them reluctant to use services before
often have not teen resolved. As a result, they
are ambivalent and emotionally conflicted, which
further complicates the linking process.

Some people with dementia and informal
caregivers who do not use services do not need
them. Others who say that they do not need
services—or that they do not need services
‘‘yet’’—probably do need the services for the
well-being and safety of the patient and the
well-being of the caregiver (88,514). It is
unclear whether or to what extent public or
private agencies, individual health care and
social service professionals, service providers,
or even family members should eicourage
patients and caregivers to use services that they
say they do not want or need. On the one hand,
encouraging people who say they do not want
services to use them seems absurd when there
are not enough services to meet the needs of
people who are asking for them. On the other

Q

hand, some commentators have noted that it is
often the most isolated patients and objectively
burdened caregivers who say they do not want
or need services (88,291,688). One might argue
that those patients and caregivers are more in
need of services than other patients and care-
givers and that society should reach out to help
them.

FRAMEWORK FOR AN
EFFECTIVE SYSTEM TO LINK
PEOPLE WITH DEMENTIA
TO SERVICES

The characteristics of people with dementia,
of the family and other informal caregivers of
such people (if they have any), and of the service
environment that were discussed in the preced-
ing sections imply certain requirements for an
effective linking system. This section discusses
the essential components and criteria for such a
system. Figure 1-1 illustrates those components
and criteria.

Four Essential Components of an Effective
Linking System

Drawing on the information presented in the
preceding sections and in chapters 2 and 3 of this
report and on their own knowledge about and
experience in working with people with demen-
tia, the advisory panel for this OTA study
concluded that an effective system to link people
with dementia to services must include four
componerts:

¢ public education,

¢ information and referral,
e outreack:, and

e case management.

Before reaching that conclusion, the OTA
advisory panel considered and ruled out other
possible ~omponents, such as diagnosis; care-
giver education, training, and counseling; and
legal and financial services. The panel deter-
mined that although these services are important
for people with dementia, they are not essential
components of an effective linking system and
that patients and their families could be referred
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Figure 1-1—Essential Components and Criteria for an Effective System
To Link People With Dementia to Services

Components of an Effective Linking System

The system must provide:

information and referral

| 4
e
Outreach Public education
Criteria for an Effective Linking System
The system must be:

o avaliable throughout the patient’s iliness

¢ abie to serve long-cistance cw ]
¢ informed about avaliable services and funding for services for people with dementia

BEST COPY AVAILABLE

SOURCE: Office of Technology Assessmaent, 1990.




30 e Confused Minds, Burdened Families: Finding Help for People With Alzheimer's & Other Dementias

by the linking system to other agencies, organi-
zations, and individuals that provide the serv-
ices.

The OTA advisory panel also ruled out a
linking system that left out any of the four
components cited above—for example, a sys-
tem that provided only information and referral.
Lastly, the panel ccasidered whether the four
components musc be provided by a single
agency or whetlier a consortium of agencies
could provide them effectively. The panel
concluded that a consortium of agencies could
constitute an effective linking system if a
genuine connection existed among the agencies
so that clients wouid not ‘‘fall through the
cracks,’’ as they often do now.

Public education, in the context of this report,
means providing programs and materials to help
pc sple understand dementia and the kinds of
services that may be helpful for individuals with
dementia. Such programs and materials include
pamphlets, articles, newsletters, and other pub-
lications; posters, press releases, and public
service advertising in various media; radio and
television programs; audiotapes and videotapes;
teaching packets and curricula; and lectures,
community meetings, and conferences.

Information and referral, in the context of
this report, means providing information about
and referrals to specific services and sources of
funding for services in a community. The
process can occur by telephone or in person.

As noted earlier, caregiver’s lack of knowl-
edge about services is one of the major reasons
that people with dementia do not use services.
Both public education and information and
referral are needed to increase people’s knowl-
edge of services. Public education programs and
materials are likely to increase service conscious-
ness, i.e., general awareness of services, among
the people they reach and therefoie increase the
likelihood that those people will search for

information about specific services when the
need arises. Public education programs and
materials usually do not provide information
about specific services. Information and referral
programs do provide information about specific
services in acommunity and therefore are likely
to increase service knowledge. Information and
referral programs can only assist people who
contact them, however, and people who lack a
general awareness of services may not contact
an information and referral source.

Outreach, in the contexi of this report, means
using an active method of identifying individu-
als 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.3 Outreach
methods to identify isolated individuals with
dementia and isolated caregivers include: screen-
ing individuals at places like senior centers and
senior nutrition sites; having health care and
social service professionals and other service
providers who interact with elderly people and
their families identify people with dementia who
may need help; and sending paid or volunteer
workers out to apartment buildings, public
housing facilities, and other sites to look for
people who may need help.

The outreach method that most closely matches
the needs of isolated people with dementia and
isolated caregivers is a ‘‘gatekeeper program’’
that makes use of the observations of individu-
als, such as mail carriers, utility meter readers,
apartment managers, police, pharmacists, gro-
cers, and delivery people, who come into contact
with many individuals in the course of their
regular activities. Through a gatwekeeper pro-
gram, these individuals—the ‘‘gatekeepers’
—are trained to identify isolated elderly people
who may need assistance and to notify a central
agency. That agency is responsible for contact-
ing the person and assessing his or her need for

3Some agencies undcommcnmonuscthctamoutruchinum.tbnhdiffacmfmmthemseinwhlchitl:usedbyOTAinthhmpon".hey
useittomfatopwgnnnormicuthnmagencypmvldesoutsidelheasency.Someofthcsoprognmsandsavicu—c.g..lecmmgivmbyagency
mﬂ'manbanonniorciﬁmgroupsmo!hercomnmnitygmup&—meﬁwtivelnmchinswmepeoplcwimdmﬁamdthdrwegivmhtm
mnblytomchuomed,confusedpaﬁenuorisohwdwesivm.lntheconxcxtofthiuepon.mhpmgrmarecmiduedpnblicedmﬂon.
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“Gatekeaper” programs in some jurisdictions rely on mall
carriers and utiiity meter readers to Identify Isolated people
with dementia who may need help.

assistance.® The first gatekeeper program in the
United States was implemented in Spokane,
Washington in 1978 (688). Gatekeeper pro-
grams are now in effect in many other jurisdic-
tions (97,148,320,456,688).

Case management, in the context of this
report, means a process that includes five core
functions:

. assessing a client’s needs,

. developing a plan of care,

. arranging and coordinating services,

. monitoring and evaluating the services
delivered, and

5. reassessing the client’s situation as the

need arises.

LN -

Case management is widely cited «. « poten-
tial solution for many problems in health care
aud long-term care for various client popula-
tiv - and various types of agencies. Different
agencies and commentators use the words ‘‘case
management’’ to mean very different things,
however, and the confusion and disagreement
about what case management is makes it diffi-
cult to communicate clearly about case manage-
ment and its role in a linking system.

Most commentators agree that case manage-
ment includes the five functions just listed
(22,43,59,110,271,382,572,574,581,657,757,
769,891,902), but agreement about these five
functions does not resolve the confusion and
disagreement about what case management is.
For one thing, some commentators believe that
case management includes additional functions
—notably, case finding, screening, client educa-
tion, and counseling. More importantly, the
implementation of the five case management
functions varies depending on many factors,
including the type of agency or organization
providing the case management; whether the
agency provides services in addition to case
management; what the goals, educational back-
ground, and experience of the case manager are;
and how big the case manager’s caseload is.
These same factors also influence the relative
amount of emphasis the case manager and the
agency place on each of the case management
functions.

Many agencies that allocate long-term care
services «*1 funding for services use case
managers to determine people’s eligibility for
the benefits, to authorize the services and
funding, and to monitor and account for their
provision and use. When case managers are
responsible for these essentially administrative
tasks, the five core case management functions
are modified to include the tasks. For example,
service arrangement is modified to include

6Some individuals have told OTA they believe that the outreach procedures used in gatekeeper programs may invade the privacy of people who are
identified as potentially in neal of assistance. 1u contrast, individuals who administer gatekeeper programs have told OTA that they have procedures
for gaining the trust of a person they contact in response to notification by a gatckeeper and for obtaining at least informal consent from the person to
asess his or her needs (95,689). Given the cogritive deficits of people with dementia, their capacity to give consent is problematic, and safeguards must

be built into any outreach program to protect their rights.
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administrative procedures for authorizing serv-
ices and funding. Monitoring and reevaluation
are modified to include administrative proce-
dures to recertify the client’s eligibility and to
account for resources used.

Some descriptions of case management, par-
ticularly in agencies that allocate services and
funding for services, make case management
sound like a series of administrative procedures
to authorize and account for services and funds
in accordance with the agencies’ policies and
regulations. Other descriptions of case manage-
incnt, in those agencies and in general, empha-
size its clinical features and portray the case
manager more as a professional helper, problem-
solver, and client advocate than as an adminic.
trator of benefits. Sonmie commentators believe
that there is a fundamental conflict between the
role of the case manager as a helper, problem-
solver, and advocate for the individual client and
the role of the case manager as an administrator
of benefits. Others believe the two roles are
compatible. In practice, many case managers
perceive themselves as performing both roles
simultaneously and without conflict (47).

If it were possible to distinguish between case
management as a clinical process and case
management as an administrative process and to
call one ‘‘case management’’ and the other
something else, it would be easier for everyone
to communicate clearly about case management.
That distinction does not hold up in reality,
however, because the two processes are com-
pletely integrated in the practice of many case
managers (see ch. 3).

Because of the confusion and disagreement
about what case management is, OTA tried at
first to avoid using the words ‘‘case manage-
ment’’ in this report, and to focus on the five
core functions instead. That effort failed be-
cause the core functions are relevant to both
clinical and administrative case management—
the same words are used to describe what case
managers do in both instances. OTA then tried
to delineate the specific procedures that might
be involved in case management, but that effort

Q

also was unsuccessful in distinguishing among
different kinds of case management.

The case management cited in this report as
one of the four essential components of a system
to link people with dementia to services is the
clinical process in which the case manager is a
helper, problem-solver, and client advocate.
One of the policy issues discussed in this chapter
is whether a system to link people with dementia
to services also should allocate services, in
which instance, the case manager presumably
would also have to be an administrator of
benefits. Alternatively, each client could have
two case managers, one of whom is an advocate
and helper, and the other is an administrator and
allocator of benefits. These options are dis-
cussed later in the chapter.

Itis important to emphasize that not all people
with dementia and their caregivers need out-
reach and case management. Outreachis needed
only for very isolated patients and caregivers.
Case management is likely to be needed at least
at some points in the course of their illness by all
people with dementia who live alone and have
no relative or friend to help them. Case manage-
ment is also likely to be needed by some
individuals with dementia who have an informal
caregiver, for example, those whose caregivers
are unable to define their service needs, reluctant
to use needed services, or unable to arrange
services for any reason. Because of the com-
plexity and fragmentation of the service envi-
ronment in many communities, individuals with
dementia who need several different services
may need a case manager to arrange and
coordinate the services of multiple providers.
On the other hand, some families and other
informal caregivers function as case managers
themselves (85,92,110,467,477,753,778), and
more caregivers might be able to do so if
accurate information about services and about
funding for services were readily available.

Criteria for an Effective Linking System

Many criteria for an effective system io link
people with dementia to services have been
suggested in the previous sections. The most
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important of those criteria are reviewed here:

e The agencies that constitute the linking
system must be unifcrmly identifiable
throughout the country—perhaps by the
use of a common name, logo, or telephone
number-—so that people know whom to
call for assistance in locating and arranging
services.

e Because certain services (e.g., accurate
diagnosis and legal services) are needed
early in the patient’s illness and because the
service needs of people with dementia
change over time, tne linking system must
be available to individuals with dementia
and their caregivers throughout the course
of the patient’s illness.

e The system must be able to work with
families and other informal caregivers and
with people with dementia who live alone
and have no one to help them.

e The system must be able to serve long-
distance caregivers.

e The agencies that constitute the linking
system must develop and maintain an
accurate list of services and sources of
funding for services that encompasses all
the kinds of services that may be needed for
people with dementia, including services
provided by each of the broad systems of
agencies and providers (e.g., medical or
physical care, mental health, social service,
public health, public assistarce, and aging)
and any new or specialized services for
people with dementia.

e The linking system must be ‘‘dementia-
friendly’’ and ‘‘dementia-capable.’’

One of the policy issues discussed in this
chapter is whether the linking system should
serve people with dementia exclusively or
should serve people with dementia and people
with other diseases and conditions as well. In
thinking about this issue, it is helpful to
distinguish among three concepts—* ‘dementia-
friendly,”” ‘‘dementia-capable,’’ and ‘‘dementia-
specific.”” Dementia-friendly means the linking
system is responsive to people with dementia
and their caregivers. Dementia-capable means

Q

the system is skilled in working with people
with dementia and their caregivers, knowledge-
able about the kinds of services that may help
them, and aware of which agencies and individ-
uals provide such services in a community.
Dementia-specific means the system serves only
people with dementia. An effective system to
link people with dementia to services must be
dementia-friendly and dementia-capable, whether
or not it is dementia-specific.

The components and criteria discussed in this
and the preceding sections define to a great
extent what it means for a linking system to be
dementia-friendly and dementia-capable. Clearly,
the staff of the linking system must be knowl-
edgeable about the usuai characteristics and
service needs of people with dementia and their
families and other informal caregivers. At the
same time, the staff of the linking system must
be attuned to the diversity of people with
dementia and their caregivers. The staff of the
linking system must be aware, for example, of
the cognitive and self-care deficits typically
associated with dementia and their implications
for patients’ service needs. To identify appropri-
ate services for individual patients, however, the
staff of the linking system also must be aware of
the heterogeneity of cognitive and self-care
deficits in people with dementia and the lack of
correlation between cognitive and self-care
deficits in some patients. Likewise, the staff of
the system must be aware of the diversity among
caregivers intheir perceptions of the demands of
caregiving and their subjective experience of
burden.

As discussed in chapter 2, many agencies that
provide information and referrals for people
with dementia do not keep records on the people
they serve by either diagnosis or condition
(186,756). That agencies do not keep such
records does not prove that the individual social
workers, nurses, or other people who provide
information and referrals for the agency are
unaware of patients’ diagnoses. It suggests that
could be the case, however. If people with
dementia are not identified as such by a linking
system, they will not be referred for specialized
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Sometimes, “being connected” to someone who knows
the patient and Is avallable to answer questions and
respond to careglvers concerns Is the only assistance
a family wants or needs.

services even if the services are available;
publications that could be helpful to the care-
givers will not be provided; and common
characteristics of patients that influence their
service needs and the process of iinking them to
services may not be recognized. In order to be
dementia-capable, the agencies that constitute
the linking system must identify their clients
with dementia as such.

Photo crecHi: Peter Car ofl

As discussed in a later section of this chapter,
OTA has included Alzheimer’s Association
chapters as one of the 11 categories of agencies
that Congress could, at least in theory, designate
as the basis for a national system to link people
with dementia to services. For that reason,
Alzheimer’s Association chapters are discussed
at some length in chapter 8. Regardless of any
other role the Alzheimer’s Association and its
chapters might play ina national linking system,
however, they have a clear role to play in
defining what it means fora linking systemto be

Q

dementia-friendly and dementia-capable.
Health care and social service professionals,
service providers, and others have useful ideas
on this subject, but the Alzheimer’s Association
has been and continues to be the definitive
source on the attitudes and concerns of Alz-
heimer’s caregivers. Voluntary associations that
represent people with other diseases that cause
dementia and their caregivers also have a role to
play in defining what a deme.tia-friendly and
dementia-capable linking system would be.
These groups should advise and monitor the
system on an ongoing basis.

The Role ¢f a Linking System as a Source of
Potential Support

Many researchers and clinicians have com-
mented on the importance to caregivers of
“‘being connected’’ to someone who knows the
patient and the caregiver and is available to
answer Juestions about the patient’s condition
and respond to the caregivers' concerns
(257,412,483,610,934). Sometimes, that person
is a physician, but it may be anyone who is
knowledgeable about dementia and sensitive to
caregivers’ CONCErIis.

Sometimes, *‘being connected’’—referred to
as potential support by one research group
(610)—is the only assistance a family wants or
needs. Yet many agencies and individuals who
work with people with dementia do not have a
mechanism for providing that assistance on an
ongoing basis, in large part because there is no
public or private funding for it. As a result, they
are only able to meet caregivers’ need to be
connected in the context of providing specific
services for the patient.

One member of the advisory panel for this
study noted that being connected often is the
basis for appropriate use of services later on:

It has been my experience that caregivers
reach out often and fleetingly for information
regarding potentially helpful services and pro-
grams over a period of months or years before
they actually decide on help. It is quite impor-
tant to have personal contact with a patient and
a family—from one to three times—in o.der to
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do an assessment that leads to appropriate
guidance, care and referrals.

Often, once the visit has been done, families
previously resistive to care or intervention may
agree to assistance, and they also find their own
funds to pay for services hitherto thought to be
too expensive, unattainable. or irrelevant. The
engagement of the caregiver seems to be a
critical step in the process of giving care and
support and one about which I have seen little
or nothing documented (283).

Providing a source of potential support for
patients, families, and other caregivers may be
one of the most important functions of a linking
system. If so, the function should be defined
more clearly, differentiated from other functions
of the system, such as information and referral
and case management, and planned for specifi-
cally in the system.

AGENCIES, ORGANIZATIONS, AND
INDIVIDUALS THAT f.INK SOME
PEOPLE WITH DEMENTIA
TO SERVICES

Many public and private agencies and organi-
zations, individual health care and social service
professionals, service providers, and others
currently provide one or more of the four
functions OTA considers essential components
of an effective linking system (i.e., public
education, information and referral, outreach,
and case management) for at least some people
with dementia. Some of these agencies, organi-
zations, and individual professionals and service
providers work almost exclusively with people
with dementia, and some work with people with
other diseases and condi*ions as well. For some,
linking people to services is their primary
function. For others, their primary functions are
providing health care, long-term care, social, or
other services, and they lirk people to services
in conjunction with providing those services.

The study conducted for OTA in Cuyahoga
County, Ohio, found that many agencies pro-

vide information and referrals for people with
dementia in the county.” OTA’s contractors
identified 324 agencies in the county that they
thought might provide services of any kind for
people with dementia and sent a questionnaire to
each agency (186). Of the 97 agencies that
responded, 71 said they provide information and
referrals for people with dementia. No attempt
was made by OTA’s contractors to find out
whether any of the agencies that did not respond
to the questionnaire also provide information
and referrals for people with dementia, and
some may. Moreover, the questionnaire was not
sent to voluntary associations or individual
health care and social service professionals who
are also potential information and referral sources.
Thus, the total number of information and
referral sources in the county is probably much
higher.

Having a large number of agencies, organiza-
tions, and individuals that provide information
and referrals for people with dementia is good in
the sense that there are many places to which
families and others can turn for help. On the
other hand, providing information and referrals
is not the primary function of many of the
agencies, organizations, and individuals. Inter-
views with representatives of agencies that said
they provide information and referruls for peo-
ple with dementia in Cuyahoga County, Ohio,
indicate that the agencies generally did not have
comprehensive lists of services or lists of
sources of funding for services (186). Since it is
time-consuming to maintain an accurate list of
services and funding sources, individual health
care and social service professionals and service
providers also are unlikely to have such lists.
The large number of agencies, organizations,
and individuals that provide information and
referrals for people with dementia, often without
an accurate resource list, increases the likeli-
hood that people will receive wrong or only
partial information about services and funding
for services.

TThe findings of the study conducted for OTA in Cuyahoga County, Ohio, are discussed in chs. 2 and 3. A full report on the study is available from

the National Technical Information Service in Springfield, VA (see app. A).

Q

. .
¢ 2 .
L .



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

Turf issues, discussed earlier with respect to
providing services for people with dementia,
arise at least as strongly with respect to linking
them to services. That is partly because agen-
cies, organizations, and individual professionals
and service providers perceive that whoever
links people to services controls which services
are used and who gets paid for providing them
(46,661).

In the course of this assessment, OTA found
that virtually every type of agency, organization,
and individual professional and provider that
works with people with dementia is aware of and
concerned about the problem of locating and
arranging services for them. Virtually every
such agency, organization, and individual per-
ceives itself as effectively linking some people
with dementia to services, and many of them
propose to solve the problem of locatitig and
arranging services for people with dementia by
expanding their role in the linking process.
Often those proposals are made without consid-
eration or even awareness of the many other
types of agencies, organizations, and individu-
als that also link people with dementia to
services.

The following subsections of this chapter
describe various agencies, organizations, and
individuals that provide one or more of the four
functions OTA considers essential for linking
people with dementia to services. The discus-
sion is not all-inclusive. Its intent is to give a
sense of the many different types of agencies,
organizations, and individuals involved and the
diversity of their approaches. The first subsec-
tion describes some of the private agencies,
organizations, and individuals that link people
to services. The second subsection describes
three Federal agency programs that provide one
or more linking functions for people with
dementia. The following two subsections sum-
marize OTA’'s findings with respect to State
programs and service systems and community

service systems that link people to services and
the State and local agencies that implement
those programs and service systems.

One of the policy issues discussed in this
report is whether Congress shouid designate a
single category of agencies nationwide to con-
stitute a system to link people with dementia to
services or, alternatively, mandate that each
State designate the agencies that would make up
the linking system in that State. In analyzing this
issue, OTA identified 11 categories of agencies
that Congress could, at least in theory, designate
as the basis of a national linking system for
people with dementia if Congress chose to
establish a system composed of a single cate-
gory of agencies. The last subsection explains
how OTA identified the 11 categories of agen-
cies and presents OTA’s conclusions with
respect to the current capability of any of the 11
categories of agencies to function as a national
system to link people with dementia to serv-
ices.8 The information presented in the subsec-
tion on State programs and service systems that
link some people with dementia to services
pertains to the other alternative—i.e., that Con-
gress could mandate that each State designate
the agencies that would make up the linking
system in that State.

Private Agencies, Organizations, and
Individuals That Link Some People With
Dementia to Services

A variety of private agencies, organizations,
and individuals link some people with dementia
to services or sponsor programs that do so.
Examples of those agencies, organizations, and
individuals are discussed in this subsection.
None of these entities serves people with
dementia exclusively, but all of them serve some
people with dementia.

Most of the agencies in the 11 categories of
agencies that Congress could, at least in theory,
designate as the basis of a national linking

8As discussed later in this section, the 11 categorics of agencies that it would be at least theoretically possible for Congress to designate as the basis

of  natioual linking system for people with dementia are AAAs, commun'ty mental health ceaters, community health centers, Alzheimer’s Association

chapters, Family Survival Project, States' regional Alzheimer’s diagnostic and assessment centers, hospital-based geriatric assessment programs, home
llwalth agencies, social health maintenance organizations (S/HMOs), On Lok Seaior Health Scrvices, and adult day centers.
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system for people with dementia are private

agencies and organizations. They are discussed -

at length in chapter 8 and are not discussed in
this subsection.

Private Companies’ Elder Care Programs

In recent years, concern has increased in the
business community about the problems of
employees who are caring for elderly relatives
(233). As aresult, some private companies now
provide elder care programs for their employ-
ees. These programs typically furnish informa-
tion about community services for elderly
people and sometimes offer company employ-
ees caregiver support groups, flexible work
schedules, unpaid leave to allow them to attend
to caregiving responsibilities, and counseling
about problems in taking care of an older person
(151,443,659).

IBM has gone significantly beyond many
other companies in helping its employees and
retirees find services for themselves or for
elderly relatives. In 1988, IBM initiated its Elder
Care Referral Service, which provides informa-
tion about available services, personalized coun-
seling to help people clarify their service needs,
referrals to community service providers, and
short-term followup to determine whether the
employee’s or retiree’s needs were met (116,
659,660). Work/Family Elder Directions, the
private agency in Massachusetts that admini-
sters IBM’s Elder Care Referral Service, sub-
contracts with agencies in 175 communities in
which there are a significant number of IBM
employees or retirees to provide the information
and referral, counseling, and short-term fol-
lowup that are part of the Elder Care Referral
Service. IBM employees or retirees who live in
other areas of the country can call Work/Family
Elder Directions for assistance.

To select the agencies that would implement
IBM’s Elder Care Referral Service, Work/
Family Elder Directions conducted acommunity-

by-community analysis (659). That analysis led
to the conclusion that there was no single
category of agencies that could provide the
service in all 175 communities. The agencies
that eventually were selected to provide the
service include AAAs, family service agencies,
visiting nurse and other home health agencies,
information and referral agencies (e.g., United
Way information and referral), case manage-
ment agencies, multipurpose senior service
agencies, protective service agencies, and a few
hospitals. Some of the agencies receive a basic
fee intended to cover a certain number of cases
at a per case rate; because they have staff and
phone lines dedicated to the IBM project, those
agencies receive the fee whether or not they
serve the projected number of IBM clients.
Other agencies get a fixed fee for each IBM
client they serve. In 1988, the program served
8,100 IBM employees or retirees.

Since 1538, several other private companies
have contracted with Work/Family Elder Direc-
tions for similar programs (659). These compa-
nies include Arthur Anderson and Co., Aetna
Life and Casualty, several divisions of Colgate-
Palmolive, Johnson and Johnson, and several
divisions of CIBA-GEIGY. Other private com-
panies have contracted with AAAs and other
public and private agencies for such programs
(450,577).°

United Seniors Health Cooperative

United Seniors Health Cooperative is a pri-
vate, nonprofit organization in Washington, DC,
that furnishes its members with information and
assistance in obtaining services and negotiates
with service providers for discounts and special
services for its members. Elderly people and
their families can join the cooperative for an
annual fee. The cooperative was established in
1987 and, by July 1989, had 12,000 members
(208). To OTA’s knowledge, it is the only
organization of its kind in the country.

9Certain Federal Government agencies also contract for elder care programs for their employees. Since 1988, the Office of Personnel Management
has contracted with a private agency in Landsdale, Pennsylvania, the Partnership Group, to provide telephone consultations, educational materials, onsite

workshops, and pessonalized infornation and referrals for

their employees who are caring for an elderly relative. From early 1989 to May 1990, the Social

Security Administration contracted with the Partnership Group for similar assistance for its employeces in 7 Southeastern States.

\ .
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The cooperative provides information about
services and about sources of funding for
services. It has developed a computerized ‘‘Ben-
efits Outreach and Screening Service’’ that
identifies a person’s poieniial eiigibility for
more than SO Federal, State, and local funding
programs. To use the service, an individual
completes a questionnaire about his or her
finances, medical condition, and other informa-
tion. The information is fed into a computer,
which reviews the available funding prograins,
identifies benefits the person is potentially
eligible for, and prints out a list of those benefits
and instructions on how and where to apply for
them. The software package for the ‘‘Benefits
Outreach and Screening Service’’ is available,
and agencies in several areas of the country have
purchased it (799). As of late 1989, the software
was being adapted for use in New York State,
where it will not only identify the benefits a
person may be eligible for but also print out
completed applications for six public programs
that pay for services (208).

Connecticut Community Care, Inc.

Connecticut Community Care, Inc. (CCCI) is
a private, nonprofit organization that provides
case management for public agencies, corpora-
tions, foundations, and individuals in Connecti-
cut. CCCI evolved from Triage, one of the first
long-term care demonstration projects in this
country (see ch. 7). When the demonstration
ended, CCCI was established to continue and
expand the Triage model of case management
(677). OTA is aware of some other private,
nonprofit case management agencies like CCCI
in other parts of the country.

In 1988, CCCI expected to serve 7,000
clients, including elderly individuals referred by
Connecticut’s Department of Aging, AAAs, and
the State Medicaid agency. Those public agen-
cies pay CCCI on a per case basis for assess-
ments, care planning, service arrangement and
coordination, and service monitoring. CCCI
allocates and arranges a wide range of health
care, long-term care, social, and other services
paid for by the public agencies (409,677).

Q

In 1988, CCCI began providing case manage-
ment for individuals on a fee-for-service basis
(75). The organization offers comprehensive
case management that includes the five core
case management functions, but individuals also
can purchase single case management functions,
such as assessment or service coordination (see
ch. 3).

Private Geriatric Case Managers

Private geriatric case managers are individual
professionals (generally 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. The case
management and services generally are highly
personalized to respond to the individual needs
of each client. Although no data are available,
anecdotal evidence indicates that many clients
of private geriatric case managers have demen-
tia (136,450).

Private geriatric case managers often work
independently or with one or two other case
managers under the umbrella of an incorporated
firm. A 1986 survey of 117 private geriatric case
management firms, conducted by Interstudy,
found that 65 percent of the firms employed only
1 or 2 case managers (357). Their caseloads also
tended to be small—one-third worked with 10 or
fe ser clients per year. Most had been in
business 3 years or less. Seventy percent of the
firms were independent, and the remaining 30
percent were affiliated with hospitals, social
service agencies, or nursing homes. Their fees
ranged from $13 to $100 an hour, with 53
percent charging $50 an hour.

Private geriatric case managers sometimes
are hired and paid by a relative of an elderly
person, but some elderly people hire and pay a
case manager themselves. More than half of the
private geriatric case management firms that
responded to the Interstudy survey said they
provide case management for elderly people
who live alone (357).
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Private geriatric case managers and private
geriatric case management firms often assist
long distance caregivers. As of 1988, for exam-
ple, Aging Network Services of Bethesda,
Maryland, had developed a network of 250
social workers in commuuities across the coun-
try that could be hired by families or others to
assist an elderly perscii in another locality (450).

Some private geriatric case management firms
contract with public agencies to provide case
management for the agencies’ clients. In g¢.1-
eral, however, private geriatric case managers
serve people who are ineligible for case manage-
ment through public agencies because their
income and assets exceed the agencies’ eligibil-
ity criteria.

Elderlink

The National Association of State Units on
Aging, a private association, is working with its
members and other agencies to develop ‘‘Elder-
link’’ a national telephone information and
referral program for elderly people (577). The
program was initiated in Illinois in 1989 (148)
(see figure 1-2), The primary objective of
Elderlink is to assist long-distance caregivers in
locating services for a relative or friend who
lives in another community (577). The planning
committee for Elderlink included representa-
tives of State units on aging and AAAs—two
types of agencies that are designated by States
to implement certain provisions of the Older
Americans Act. State units on aging are public
agencies, but AAAs include public and private
agencies. If and when Elderlink is established
nationwide, it is likely to reflect a partnership of
public and private agencies.

Life Care and Other F.esidential Care
Communities and Programs

Life care communities (sometimes referred to
as continuing care retirement communities) are
organizations that provide housing and a variety
of services for their residents in a campus-like
setting or a single building (784). Typically, life
care communities provide health care, long-
term care, social, and other services, such as

meals, transportation, and housekeeping, for
their residents who need such services. Many
life care communities also provide nursing
home care. The provision of these services in a
single setting elimin:.ies for residents of the life
care communities many of the problems in
locating and arranging services that are the topic
of this OTA report. Elderly individuals are
usually admitted to life care communities while
they are still able to function independently. As
they age, some residents of life care communi-
ties undoubtedly develop dementia, but OTA is
not aware of any information about the number
of individuals with dementia livir.g in life care
communities.

Recently, OTA has received a number of calls
from private agencies and organizations that are
developing or considering developing residen-
tial care communities specifically for people
with dementia. Although each agency and
organization has somewhat iifferent plans, most
intend to provide apartments for people with
dementia and their spouses, supportive services
for the individuals and their fr milies, adult day
care, and nursing home cire on the same
campus. Some agencies and organizations also
intend to provide a variety of services for people
with dementia who do not live on the campus,
e.g., diagnosis, multidimensional assessment,
in-home and institutional respite care, caregiver
education and counseling, and support groups.
A major objective of these residential care
communities is to provide a single place to
which families and other caregivers can turn for
help throughout the course of the patient’s
illness. The residential care communities are
intended specifically to resolve the problem of
locating and arranging services for people with
dementia.

An alternative to a residential care commu-
nity is the ‘‘life care at home’’ model of care
developed by the Bigel Institute for Health
Policy at Brandeis Universitr and currently
being tested in several sites with funding from
the Robert Wood Johnson Foundation and the
Pew Foundation (135,783). People who enroll
in a ‘‘life care at home’’ program pay an entry

4
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Figure 1-2—A Brochure Publ

icizing Elderlink, a National Telephone Information and Referral Program

for Elderiy People Initiated in lllinois in 1889
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fee, monthly fees, and copayments for certain
services. The program, in turn, is obligated to
provide a wide range of services intended to
allow them to continue living at home for as
long as possible. The services include nursing
home care, home health aide and homemaker
services, respite care, adult day care, and some
routine medical care. Decisions about which
services individuals receive are based on an
assessment and care plan developed by a case
manager. The case manager ananges any serv-
ices provided by the program and helps the
enrollees arrange services that are not provided
by the program (e.g., transportation and home
maintenance). Initially, ‘‘life care at home’’
sites will enrol! only healthy older people, thus
excluding people with dementia. For people
who enroll in such a program and later become
demented, however, the ‘‘life care at home’’
model is likely to eliminate most problems in
locating and arranging services.

Federal Agency Programs That Link Some
People With Dementia to Services

The Federal Government provides partial
funding for many agencies and organizations
that link some people with dementia to services,
but the three programs described in this subsec-
tion are fully or primarily funded by Federal
agencies—two by the National Institute on
Aging and one by the Health Care Finauncing
Administration. All three programs are quite
new.

The Alzheimer’s Disease Education and
Referral Center

In 1986, Congress mandated, through Public
Law 99-660, that the National Institute on Aging
establish a clearinghouse to disseminate *‘infor-
mation concerning services available for indi-
viduals with Alzheimer’s disease and related
dementias and their families.”” In 1987, the
National Institute on Aging contracted for
market rese2rch to determine the attitudes and
knowledge about Alzheimer’s disease among
the general public. The results of the research
show that although virtually all the individuals
who participated in the ie¢search had heard of

Q

Alzheimer’s disease, few had in-depth knowl-
edge of the disease or where to go for help (850).
The research participants identified several
sovrces of information about Alzheimer’s dis-
ease, notably the media, physicians, the library,
hospital/community outreach programs, and
local telephone health information lines (765).
Most of the research participants said they
preferred a local source of information oecause
local sources are more accessible and more
likely to provide personal attention, but many of
them recognized the poteatial benefits of a
national source, e.g., credibility, access to the
latest research findings, and access to informa-
ticn abow resources outside the local commu-
nity.

In 1987, the National Institute on Aging
contracted for a survey of Alzheimer’s Associa-
tion chapters to determine the number of calls
received by the chapters (an average of 10 to 30
calls per month); the source of the calls (family
members, social workers, respite vare providers,
and friends of Alzheimer’s Association mem-
bers); the types of information requested by
callers (information about the symptoms and the
progression of the disease, the latest research
findings, and sources of financial assistance);
the chapters’ perception of the types of informa-
tion needed (better financial and iegal informa-
tion, medication information, information on
the latest research findings, information on
sexuality and intimacy, and educat: onal materi-
als for physicians); and the chapters’ perception
of the best formats for that information (video-
tape, printed materials, large print materials, and
Spanish language materials) (765). In early
1988, the National Institute on Aging convened
aplanning conference of experts on Alzheimer’s
disease education, treatment, and caregiving to
determine needs and identify gaps in informa-
tion dissemination (691,850).

Despite this research and planning effort, the
process of establishing the mandated clearing-
house engendered many of the same turf issues
and concerns discussed earlier in this chapter.
The major concerns with respect to the clearing-
house pertained to the possible duplication of

[ ad
)



42 o Confused Minds, Burdened Families: Finding Help for People With Alzheimer’ s & Gther Dementias

efforts with other organizations that already
provide information about Alzheimer’s disease
and dementia and differences of opinion about
which agency or organization is best able to
provide that information.

In 1989, the National Institute on Aging
awarded a contract for the operation of the
mandated clearinghouse, referred to as the
Alzheimer’s Disease Education and Referral
(ADEAR) Center. The ADEAR center will
develop and maintain an online database, availa-
ble to the public, that includes books, articles,
and other puolications and materials about
Alzheimer’s disease and programs for dementia
patients, their caregivers, and the professionals
who work with them. The center will respond to
requests for information from anyone (850). It
will translate the latest scientific and technical
information about Alzheimer’s disease into
language comprehensible to the lay person,
ider..ify gaps in the current literature for the lay
person, develop new publications to fill those
gaps, and revise outdated publications.

The center will also set up a national toll-free
telephone information line. As of April 1990,
the toll-free line was not operational, but
National Institute on Aging officials expected
that it would be operational by the end of 1990.
According to Naiional Institute on Aging offi-
cials, callers to the toll-free line ‘‘will be
provided information on the center and its
services and be referred to other national and
State organizations for more specific informa-
tion on services in their locale’’ (850). The
center will work with a variety of other organi-
zations to disseminate information about Alz-
heimer’s disease (e.g., the Alzheimer’s Associa-
tion, the American Association of Retired Per-
sons, State units on aging, and AAAs).

Alzheimer’s Disease Research Centers

The National Institute on Aging funds 15
A'zheimer’s Disease Research Centers (ADRCs)
at university medical centers nationwide. The
ADRCs conduct biomedical and clinical re-
search about Alzheimer’s disease. As part of
their clinical services, the ADRCs provide

diagnostic evaluations and followup care for
people with Alzheimer’s disease. One aspect of
the followup care is referrals to community
services. Recently, the National Institute on
Aging has encouraged the 15 ADRCs to develop
satellite clinical care facilities in order to expand
the number of people and geographic areas they
serve.

In addition to clinical services and referrals
for individuals with Aizheimer’s disease, the
ADRC: provide public education about demen-
tia and the care of people with dementia. Some
of the ADRCs have developed informational
materials about Alzheimer’s disease, and some
ADRG s have cosponsored with the Administra-
tion on Aging caregiving conferences for family
caregivers and other interested individuals. The
staff of the ADRCs also respond to requests
from the general public for information about
and referrals to community services, although
this is not one of the ADRCs’ primary functions.
OTA does not know how frequently ADRC staff
members respond to calls from the- general
public for information about and referrals to
services.

The Medicare Alzheimer’s Disease
Demonstration

In 1986, Congress mandated, through Public
Law 99-509, that the Health Care Financing
Administration conduct at least five 3-year
demonstration projects to determine the effec-
tiveness, cost, and impact of providing compre-
hensive services for Medicare enrollees who
have Alzheimer’s disease or a related disorder
(504). The comprehensive services to be pro-
vided through the demonstration projects in-
clude adult day care, in-home services, and
education and counseling for family caregivers.
In 1988, eight demonstration sites were se-
lected. Four of the sites are nonprofit organiza-
tions, three of which are sponsored by consortia
of local agencies. The other sites include a
hospital-based diagnostic and assessment pro-
gram, a mental health center, a combined
nursing home/community care oOrganization,
and a private, for-profit physician group practice
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organization. Each site is expected to enroll 500
patients, half of whom will be assigned to a
control group.

Two models of care are being tested: one
model in which the demonstration sites receive
up to $300 a month for services for each patient,
and each case manager works with 100 patients,
and another model in which the demonstration
sites receive up to $500 a month for services for
each patient, and each case manager works with
30 patients. The case managers are responsible
for arranging and coordinating services for the
patients. Patients and their families must pay for
20 percent of the cost of services covered by the
demonstration projects.

As of June 1990, most of the demonstration
sites were still enrolling patients, and no conclu-
sions had been reached with respect to the
effectiveness, cost, or impact of the expanded
services and case management. Anecdotal evi-
dence suggests that some of the demonstration
" sites were having difficulty enrolling patients,
particularly patients in the early stages of a
dementing disease. Some observers have sug-
gested that this difficulty may reflect a failure by
some of the sites to implement effective out-
reach procedures to identify individuals and
their caregivers who might enroll in the project.
Other observers have suggested that the diffi-
culty of enrolling patients in the early stages of
a dementing illness may retlect the reluctance of
families and others to acknowledge or call
attention to the patient’s illness.

State Programs and Service Systems That Link
Some People With Dementia to Services

All States have procedures by which they link
at least some people with demertia to services.
In thinking about States’ procedures for linking
people to services, it is useful to distinguish
between linking programs and service systems.
As defined by OTA:

e linking programs are programs that per-
form one or more of the functions OTA
concludes are essential for an effective

system to connect people with dementia to
services (i.e., public education, informa-
tion and referral, outreach, and case man-
agement); and

e service systems are organizational entities
that pool funds from several sources and
integrate the functions of various agencies
in a given geographic areain order to create
a consolidated system; one function of
service systems is to connect people to
services.

An important difference between linking pro-
grams and service systems is that linking
programs can be added to the service environ-
ment in a State or community without changing
the structure, function, or relationship of exist-
ing agencies or the way services are funded. In
contrast, the creation of a service system neces-
sarily changes the structure, functions, and
relationship of existing agencies and funding
procedures.

Many States have programs that link at least
some people with dementia to services, and
some States have a service system that links
some people with dementia to services. Most
State linking programs and service systems are
for elderly people or elderly and disabled
people, in general. Recently, however, some
States have developed dementia-specific linking
programs. OTA is aware, for example, of at least
14 States that, in 1989, had a statewide tele-
phone information and referral program specifi-
cally for peopie with dementia (see ch. 7).
Missouri is one of a few States that have both a
statewide telephone information and referral
program for elderly people and a statewide
telephone information and referral program for
people with Alzheimer’s disease and their
caregivers (219).10 In addition to maintaining
telephone information and referral programs,
some States, such as New York and New Jersey,
have published resource directories for family
caregivers and others that list available services
for people with dementia (601,606).
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Some States have developed or paid for the
development of public education programs and
materials about dementia and services for peo-
ple with dementia. In Alaska, for example, the
Older Alaskans Commission has given grants
since 1984 to the Alzheimer’s Disease Family
Support Group (a private organization in An-
chorage) to provide such programs (282,576).
Additionally, public education has been one of
the primary functions of the State task forces and
committees that have studied the problem of
Alzheimer’s and other dementing diseases.

As noted earlier, gatekeeper outreach pro-
grams have been established in many jurisdic-
tions. Often these programs are a joint initiative

“the State department, division, or commission
on aging, local AAAs, and utility companies
(320). Hlinois has a statewide system of gate-
keeper programs administered by the Illinois
Department on Aging and local AAAs in
conjunction with several utility companies and
rural cooperatives. With the addition in 1989 of
Commonwealth Edison in northern Illinois, the
gatekeeper programs now cover the whole State
(148).

Lastly, all States have at least one program
that provides case management for elderly
people, although some of these programs serve
very few people (354). Some States provide case
management through an independent case man-
agement program; some States provide case
management as a component of a program that
also pays for services, such as a Medicaid 2176
Home and Community-based Waiver program
(see ch. 7); and some States provide case
management through several different programs.
State programs that provide case management
generally are not dementia-specific, but they do
serve at {east some people with dementia.

State programs that link some people with
dementia to services are administered at the
State level by different agencies in different
States and by several agencies in some States.
State aging agencies (departments, divisions,
commissiois, etc.) probably administer more of
the existing linking programs than any other

Q

type of State agency, but many other types of
State agencies (e.g., State departments of health,
social services, or human services and State
Medicaid agencies) are also involved.

At the local level, State programs that link
some people with dementia to services are
implemented by numerous kinds of agencies,
including local offices of various State and
county departments, city government agencies,
AAAs, and many types of private agencies.
Often, several different local agencies are in-
volved. In some States, programs that link some
people with dementia to services are imple-
mented by agencies that have no counterpart in
other States.

The number of States that provide and/or fund
linking programs that serve at least some people
with dementia is impressive and is growing, but
it is also true that some States do not have such
programs, and some States have linking pro-
grams that only serve a small percentage of all
people with dementia and their caregivers. In
addition, the four functions identified by this
OTA assessment as essential components of an
effective linking system for people with demen-
tia (i.e., public education, information and
referral, outreach, and case management) gener-
ally are not provided through the same State
program, so people with dementia can easily
‘‘fall through the cracks’’ between programs.

State programs that link people to services are
extremely diverse. That diversity makes it
difficult to design a national linking system that
would build on rather than duplicate or disrupt
the existing programs. If Congress mandated a
single category of agencies to constitute a
national linking system, that decision would
undoubtedly engender resistance from Sta.e
agencies that administer linking programs that
would be duplicated or disrupted by the congres-
sional mandate.

In the past 10 to 15 years, in addition to, or
instead of, establishing public education, infor-
mation and referral, outreach, and case .nanage-
ment programs, some States have developed a
consolidated service system. These service sys-
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tems are often referred to as ‘‘long-term care
systems.”’ They generally connect their clients
to a range of health care, long-term care, and
social services, including services provided or
paid for by the system.

States’ purposes in developing consolidated
service systems have been:

e toreduce the complexity and fragmentation
of services;

¢ to connect people to the services they need;

e to limit unnecessary use of nursing honme
care;

® to gain control over public, and especially
State, expenditures for health care and
long-term care services;

® to create an organizational and administra-
tive structure that allows for efficient and
appropriate use of limited services and
funds bv targeting available services to the
people who need them most and avoiding
duplication of local agencies’ efforts; and,
ultimately,

e to shift some of the public funds now spent
on nursing home care to in-home and
community services (353,362,372,374, 587).

The development of a State service system
may involve several kinds of changes in agen-
cies and procedures at the State and community
level, including:

¢ the designation of a single agency at the
State level to administer and oversee all the
Federal and State programs that pay for
services;

¢ the designation of a single agency at the
community level to administer services
paid for by all Federal, State, and local
government programs;

e the pooling of funds from different pro-
grams to pay for services; and

¢ the establishment of & uniform client as-
sessment procedure, including the use of a
common assessment instrument, for serv-
ices paid for by various programs.

States’ consolidated service systems include
case management as a central component. The

role of the case manager in such systems is often
quite different from the traditional case manage-
ment role in which the case manager coordinates
or ‘‘brokers’’ services from various community
agencies for an individual client; in a consoli-
dated service system, a case manager mote often
administers and allocates services that are al-
ready coordinated by the structure and functions
of the system.

Consolidated service systems reduce the com-
plexity and fragmentation of the service envi-
ronment for the people they serve and generally
make it easier for those people to connect to
appropriate services, but many of the existing
State service systems do not serve all types of
people with dementia. Some systems do not
serve people under age 60 or 65, and many State
service systems focus primarily or exclusively
on low-income people and/or people with severe
functional impairments.

Targeting public funds for services to low-
income people and people with severe func-
tional impairments seems entirely appropriate,
but such targeting is not necessarily appropriate
for . king functions. As discussed earlier,
peoplt with dementia and their families need
help in linking to services at all stages of the
patient’s illness, including the early stages when
the patient is not severely impaired. Patients and
families with all levels of income and assets and
patients under age 60 or 65 also need help in
linking to appropriate services.

Like State linking programs, State conscli-
dated service systems are extremely diverse.
Oregon, Wisconsin, and Illinois are three States
that have gone further than most in creating
consolidated service systems (see ch. 7). These
three States’ systems have common elements—
including a method of coordinating the admini-
stration of various programs at the State level
and methods for coordinating local agencies’
functions—but there is great diversity even in
these common elements. Oregen coordinates
the administration of programs at the State level
through a single State agency; Wisconsin uses a
human service umbrella agency; and Illinois
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uses an interagency coordinating committee.
Likewise, in each State, different types of
agencies have been designated to administer
services at the local level—AAAs in Oregon,
county social service departments and ‘‘County
51 boards’’ in Wisconsin, and home health,
senior service, and a variety of other kinds of
public and private agencies in Illinois (587).

Perhaps, the most important observation to be
made about existing State service systems is that
considerable time and effort were required to
develop them, and difficult organizational and
turf issues had to be resolved in the process.
Most of the systems were developed incremen-
tally. Among the obstacles they faced were:

¢ inflexible requirements and regulations of
the Federal programs that pay for services;

¢ administrative and organizational charac-
teristics of State agencies that were estab-
lished in the past to implement Federal
program requirements and, once estab-
lished, are hard to change (436); and

e resistance from interest groups that fear
that the consolidation of programs and
funding sources at the State level will
reduce overall funding for the client popu-
lation they represent.

Linking programs are easier to establish than
consolidated service systems, because, as noted
earlier, linking programs can be established at
the State or community level without substan-
tially changing the structure, functions, or
relationships among existing agencies and with-
out engendering the intense organizational and
turf issues that must ' 2 overcome in the process
of creating a consolidated service system. On
the other hand, linking programs do nothing to
rcduce the fundamental complexity and frag-
mentation of the service environment, so the
problems that patients and families encounter in
connecting to appropriate services because of
the complexity and fragmentation of the service
environment remain.

If Congress designated a single category of
agencies to constitute a national linking system,
States that have developed consolidated service

systems would have to change their systems or,
alternatively, accept the existence of several
systems—an outcome they have already spent
considerable time and effort to avoid. Con-
versely, if Congress allowed each State to select
the agencies that would constitute the linking
system in that State, States that have developed
consolidated service systems could incorporate
the components of the linking system into their
existing service systems.

Community Service Systems That Link Some
People With Dementia to Services

Some local communities have developed
service systems that link at least some people
with dementia to services. Four examples of
such systems are described briefly here and at
greater length in chapter 7. Two of the systems
(the ones in Tulsa, Oklahoma, and Linn County,
Iowa) serve elderly people in general, and two
(those in northern New Hampshire and north-
western Ohio) are dementia-specific. Each of
the systems was developed and is operated by a
consortium of public and private agencies. A
different approach to coordinating services at
the community level currently being developed
in Cleveland, Ohio, is also described.

In 1983, five local agencies t..at provided
funds for in-home services in Tulsa, Oklahoma,
agreed to coordinate their services by adopting
uniform definitions of services and service
units, pooling their funds, and jointly contract-
ing for the services (556). Building on the
success of that effort, Tulsa established the
Nation’s first public long-term care authority in
1987. The purpose of the authority is to create a
single administrative structure to pool funds for
services and coordinate service delivery. It is
hoped that the authority eventually will coordi-
nate the delivery of all services—acute and
long-term services; in-home, institutional, and
community-based services; and publicly and
privately funded services (557). Participating in
the establishment of the Long-Term Care Man-
agement Authority of Tulsa were the local
AAA, the State Medicaid agency, the VA
Medical Center, the city and county of Tulsa,
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and the local United Way agency. The first
project of the authority is a pilot case manage-
ment project, funded by the Administration on
Aging, to provide ongoing case managenient for
elderly Medicaid and VA clients.

A different approach to linking elderly pevple
to services has been in effect since 1981 in Linn
County, lowa, where a consortium of local
agencies that provide services for elderly people
established the Linn County Case Management
Project. The member agencies include the local
AAA,; the local mental health, family service,
United Way, substance abuse, and community
action agencies; two hospitals; three home
health agencies; an adult day center; a senior
center; and two county government agencies.
The member agencies use a uniform assessment
instrument to evaluate elderly clients who come
to them for services. Twice a month, a case
management team composed of representatives
of the meriber agencies meets to review new
cases, develop care plans, and assign responsi-
bility for managing the care of each elderly
person to one of the member agencies. In the
opinion of its member agencies, the Case
Management Project has reduced fragmentation
and duplication of services in the county and
minimized turf issues among the agencies
(80,463).

A community service system that specifically
links people with dementia to services was
established in 1987 in northern New Hampshire
by a consortium of public and private agencies
that joined to create the ‘‘North Country Alz-
heimer’s Partnership Project.’” Two private,
nonprofitagencies—Tri-County Community Ac-
tion Agency, Inc. and Crotched Mountain Com-
munity Care, Inc.—jointly provide client as-
sessments and ongoing case management for the
project. They also provide information and
referrals and family caregiver education, coun-
seling, and support services. In-home services
are provided by six local home health agencies.
The project provides a single entry point and
coordinated service delivery for people with
dementia (551,614).

The ACCESS Project in northwestern Ohio is
another community service system that specifi-
cally links people with dementia to services. The
ACCESS project is operated by a consortium of
10 public and private agencies that have been
receiving funds from the S*ate of Ohio since
1987 to provide case management and in-home
and adult day services for people with dementia
(156,196). Family Service of Northwest Ohio, a
private, nonprofit agency, is the lead agency for
the project. Everyone who receives services
through the ACCESS project receives case
management (196). ACCESS also has a strong
caregiver education program. One component of
the program is educational workshops con-
ducted in various locations by the East Center
for Comr.unity Health, The other component is
in-home caregiver education, conducted primar-
ily by a nurse from the Medical College of Ohio
who uses a video cassette recorder and tapes
about Alzheimer’s disease to provide individu-
alized caregiver education about dementia and
services for people with dementia (156).

In Cleveland, Ohio, several agencies that
serve elderly people, people with Alzheimer’s
disease, and other client populations have taken
a different approach to coordinating services:
the agencies have co-located on a common
campus, called the Fairhill Institute for the
Elderly. As of June 1990, more than 10 agencies
had established offices on the campus, including
the Alzheimer’s Center of University Hospitals
of Cleveland, the Joseph M. Foley Elder Health
Center of University Hospitals of Cleveland, the
Geriatric CARE Center of the Case Western
Reserve School of Medicine, the Cleveland
Chapter of the Alzheimer’s Association, the
central Cleveland office of the Benjamin Rose
Institute, the Retired Senior Volunteers Program
of Cleveland, and the administrative offices of
Golden Age Centers of Greater Cleveland. The
concept of the Fairhill Institute is that the
co-location of agencies will allow elderly peo-
ple, including people with dementia and their
caregivers, easy access to a variety of servic:s
and will simultaneously provide opportunities
for joint educational programs for the agencies’
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staff, encourage joint planning, and minimize

competition and turf issues among the agencies.

Agencies That Might Be Designated To
Constitute a National Linking System for
People With Dementia

At the start of this assessment, OTA identified
11 categories of agencies that Congress could, at
least in theory, designate to constitute 4 uniform
national system to link people with dementia to
services, if Congress chose to establish a system
composed of a single category of agencies
nationwide. The 11 categories of agencies were
selected because agencies in each category
currently link at least some people with demen-
tia to services; because agencies in each cate-
gory are discrete entities that could be identified
and funded directly from the Federal level; and
because agencies in each category are currently
part of a nationwide *‘system’’ of agencies or
could conceivable be expanded to serve the
entire country. The categories of agencies OTA
identified on the basis of these criteria are:

area agencies on aging (AAAS),

community mental health centers,

community health centers,

Alzheimer’s Association chapters,

Family Survival Project,

States’ regional Alzheimer’s diagnostic

and assessment centers,

¢ hospital-based geriatric assessment pro-
grams,

¢ home health agencies,

¢ social health maintenance organizations
(S/HMOS)’

¢ On Lok Senior Health Services, and

¢ adult day centers.

Some of these categories of agencies (e.g.,
Alzheimer’s Association chapters and States’
regional Alzheimer’s diagnostic and assessment
centers) serve only people with dementia, and
others serve other people as well. Some of the
categories of agencies (e.g., AAAs, Alzheimer’s
Association chapters, and Family Survival Proj-
ect) link people to services as one of their
primary functions. Others link people to serv-
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Family Survival Project, a San Francisco-based
helps caregivers of brain-impaired adults locate and
arrange services. Most people who contact Family Survival
Project are caring for an individual with dsmentia.

ices secondarily to their other functions. In
addition to linking people to services, all the
categories of agencies provide some kinds of
services, but the specific services vary from one
category of agencies to another.

OTA analyzed each of the 11 categories of
agencies in terms of its current capability to
function as the basis of a national system to link
people with dementia to services. The analysis
is presented in chapter 8 and is not repeated here.
In chapter 8, each of the 11 categories of
agencies is described briefly. The extent to
whicn each category of agencies serves people
with dementia and the extent to which each
category of agencies provides public education,
information and referral, outreach, and case
management are discussed. Lastly, the advan-
tages and drawbacks to designating each of the
categories of agencies as the basis of a national
system to link people with dementia to services
are summarized.

The idea of a national linking system com-
posed of one category of agencies nationwide is
appealing because such a system would be easy
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to publicize, easy for families and others to
remember, and readily accessible to caregivers
ata distance. On the other hand, OTA'’s analysis
of the 11 categories of agencies indicates that no
.single category is currenily capable of function-
ing as an effective national system to link people
with dementia to services.

In each of the 11 categories of agencies, OTA
identified one or more examples of agencies that
effectively link people with dementia to serv-
ices. These agency examples are highlighted in
chapter 8. That there is at least one such agency
example for each category of agencies indicates
that other agencies in the same category could be
modified so that they would also effectively link
people with dementia to services.

As discussed in chapter 8, each of the 11
categories of agencies has positive features that
would contribute to its ability to function as an
effective national system to link people with
dementia to services, but each category of
agencies also has drawbacks. Some of the
categories of agencies generally underserve
elderly people and people with dementia. Other
categoies of agencies that do serve people with
dementia focus primarily on family caregivers
and lack procedures for working with people
with dementia who live alone and have no
informal caregiver to help them. For several of
the categories of agencies to add the linking
functions they do not currently provide or
expand the types of clients they serve to include
people with dementia at all levels of severity and
in all stages of their illness would change the
agencies so greatly that their primary functions
would be compromised and the agencies’ unique
contributions to the care of people with demen-
tia and other client populations might be lost.

OTA’s analysis suggests that a consideration
even more important than any drawbacks to
designating any of the specific categories of
agencies, however, is that designating any single
category of agencies to constitute a national
linking system would duplicate and disrupt
existing linking programs and service systems
in many States and localities.

OTHER CONSIDERATIONS IN
CREATING AN EFFECTIVE
LINKING SYSTEM FOR PEOPLE
WITH DEMENTIA

In addition to the components and criteria for
an effective linking system discussed earlier,
there are several other issues that must be
considered in creating a linking system for
people with dementia:

¢ what special procedures may be needed to
link ethnic minority people with dementia
to services;

¢ what procedures will be used to determine
whether individuals are able to make deci-
sions about services themselves, and, if
not, who should make the decisions;

¢ whether the system will concern itself with
the quality and appropriateness of services
to which it links people, and if so, how;

¢ who will be responsible for linking veter-
ans with dementia to VA and non-VA
services; and

¢ how the system will relate to agencies that
might be designated to administer any new,
federally funded, long-term care benefits.

Each of these issues is discussed briefly in
this section. The first four issues are discussed
at greater length in chapters 2, 4, 5, and 6,
respectively. The related policy questions are
whether, in mandating a linking system that
would serve people with dementia, Congress
should require that the system have explicit
procedures for linking ethnic minority people
with dementia to services, making decisions
about services, evaluating and/or assuring the
quality and appropriateness of services to which
it links people, and linking veterans with
dementia to VA and non-VA services, and if so,
what those procedures should be.

Special Problems in Linking Ethnic Minority
People With Dementia to Services

Ethnic minority people constitute about one-
fifth of the U.S. population. About 12 percent of
all Americans are black; 6 percent are Hispanic,
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including people of Mexican, Puerto Rican,
Cuban, and other Spanish/Hispanic origin; 1.5
percent are Asian American, including people of
Chinese, Hawaiian, Korean, Philippine, Viet-
namese, Cambodian, Asian Indian, and Japa-
nese origin; and 0.6 percent are Native Ameri-
cans, including Eskimo, Aleut, and American
Indian people (492).

The number of people with dementia in ethnic
minority groups is not known. The age-specific
prevalence of Alzheimer’s disease is generally
believed to be the same for ethnic minority
groups as for the population as a whole, but
some differences in the prevalence of other
diseases that cause dementia (e.g., multi-infarct
disease) have been noted. For a variety of
reasons, the percentage of people over age 65 is
lower in ethnic minority groups than in the
population as a whole, but that proportion is
growing rapidly. Between 1970 and 1980, it
increased 40 percent for blacks, 91 percent for
Hispanics, 31 percent for Asian Americans, and
71 percent for Native Americans. This rapid
growth in the age group in which dementia
generally occurs portends rapid increases in the
overall numbers of ethnic minority people with
dementia (864).

There are long-standing concerns about limi-
tations on access to services and underutilization
of all kinds of services by ethnic minority people
(26,153,159,284,432,454,553,845,861). At the
start of this OTA assessment, however, no
research was available on problems that inter-
fere with the process of linking ethnic minority
people with dementia to services. OTA con-
tracted for an exploratory study to identify such
problems (866). The study was conducted in Los
Angeles and San Diego Counties, California,
and involved interviews with black, Hispanic,
Japanese, and American Indian caregivers and
staff members of agencies that work with each
of the groups.!! When the interviews were
complete, the contractors and OTA staff met
with the interviewers and service providers for

the black, Hispanic, and Japanese caregivers to
discuss the results and policy implications.!2 It
was not possible for OTA staff to meet with the
American Indian group within the time frame of
the study.

As discussed in chapter 2, the results of the
exploratory study and discussions with the
interviewers and service providers suggest that
ethnic minority people with dementia and their
caregivers have several special needs with
respect to information about services and fund-
ing for services. First, some members of certain
ethnic minority groups do not speak English at
all or well enough to communicate about the
details of service availability and funding for
services. That information must be available to
them in their native language.

Language is not the only problem, however.
The cultural heritage, traditions, customs, and
beliefs of ethnic groups create differences in
how and when members of a group perceive the
provlem of dementia, who is expected to be the
caregiver, what that individual or individuals’
responsibilities are, whether formal services are
acceptable, and how and when they are sought
(160,315). Information about dementia and
services for people with dementia must reflect
awareness of those cultural differences. Cultural
values and concerns also are relevant in select-
ing service providers for ethnic minority people
with dementia. The linking system must be
knowledgeable about agencies’ and individual
providers’ capacity to work with people of
different cultural backgrounds.

Demographic variables, such as income and
educational background, vary both among eth-
nic minority groups and within a given group.
Information about services for people with
dementia must be tailored to economic and
educational differences as well as to cultural
differences.

Lastly, for cultural, demographic, and histori-
cal reasons, many ethnic minority people live in

HOTA’s contractors intended to include Chinese and Korean people in the study but were unsuccessful in arranging the necessary interviews.

12The meeting participants are listed in app. A.
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Photo crecit: On Lok Senior Health Services
In some communities, there are agencies that serve
primarily one ethnic minority group. On Lok Senlor Health
Services In San Francisco serves primarily individuals of
Chinese descent.
communities largely composed of members of
the same group. In these communities, there is
generally an infrastructure of individuals and
associations recognized by the community as
sources of information and assistance with a
wide range of problems (380). There also may
be agencies that primarily serve one ethnic
group. If information about services for people
with dementia is to reach patients and their
caregivers, it must be available through those

individuals, associations, and agencies.

The caregivers interviewed for the explora-
tory study conducted for OTA in Los Angeles
and San Diego Counties represent only one

segment of the population of caregivers of
ethnic minority people with dementia—
caregivers who are already connected to serv-
ices of some kind (866). The service providers,
interviewers, and OTAs contractors pointed out
that many ethnic minority people with dementia
and their caregivers are not connected to serv-
ices. They said dementia frequently is not
identified in ethnic minority people, sometimes
because families regard patients’ cognitive defi-
cits and behavioral problems, ii any, as part of
normal aging, but more often because families
are ashamed of some symptoms of dementia and
hide the patient.

The impression of OTA’s contractors and the
interviewers was that the problem of dementia
is only one of niany health and mental health
problems facing service providers in ethnic
minority communities. Available resources are
stretched thin, and agencies are overwhelmed by
many urgent needs. Moreover, some providers
are not knowledgeable about dementia or appro-
priate services for people with dementia (866).

The most surprising finding of the study
conducted for OTA was the difficulty OTA’s
contractors experienced in locating ethnic mi-
nority caregivers of people with dementia who
were willing to be interviewed (866). Many
caregivers who were contacted were not willing
to be interviewed or even to acknowledge that
their relative or friend had dementia. OTA’s
contractors concluded that the difficulty they
encount red in finding caregivers to interview
was sizailar in some ways to the difficulty a
linking system would have in connecting with
ethnic minority people with dementia and their
caregivers. Likewise, the method that was at
least partially successful for the researchers—
working through the ethnic minority community
infrastructure and ethnic minority agencies—is
probably the best way for a linking system to
connect with those people. Some patients and
their caregivers are not in contact with the
community infrastructure or ethnic minority
agencies, however. Other outreach methods
would be needed to connect with them.

N
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Ethnic minority groups are distinguished by
differences in language (if any), culture, demo-
graphic factors, and by people’s awareness that
they are part of the group. Although language
differences usually are not a factor for nonmi-
nority people, all Americans have a cultural
background and demographic characteristics
that are likely to affect their perceptions of
dementia, their expectations about caregiving
responsibilities, and their attitudes about the use
of formal services. Clearly, a system to link
people with dementia to services should be
responsive to the diverse perceptions, expecta-
tions, and attitudes of both minority and nonmi-
nority people with dementia and their care-
givers.

Questions About Making Decisions About
Services for People With Dementia

Cognitive deficits associated with dementia
affect the capacity of people with dementia to
make decisions about services for themselves
and raise difficult questions about how their
capacity to make decisions should be deter-
mined and how decisions should be made for
people who are not capable of making decisions
for themselves. Those questions often are ob-
scured by the practical difficulties involved in
locating and arranging services in a complex
service environment and by the severe time
constraints within which decisions about serv-
ices must be made in many instances. Neverthe-
less, the questions are inherent and unavoidable
in the process of linking people with dementia
to services. Every agency and individual that
arranges services for people with dementia
answers them in some way—either explicitly,
with formal or informal procedures for deter-
mining decisionmaking capacity and making
decisions for clients who are not capable of
deciding for themselves, or implicitly, by the
way such decisions are made. The way the
questions are answered involves fundamental
legal rights of the paiient and complex legal and
ethical issues. The rights and issues are at stake
whether or not the individuals who make or
participate in the decisions are aware of them.

Q

Most agencies that arrange services for peo-
ple with dementia do not have explicit proce-
dures either for determining clients’ decision-
making capacity or for making decisions (or
designating someone to make decisions) for
clients who are not capable of making decisions
for themselves (see ch. 4). Individual case
managers and others who work directly with
clients necessarily act on judgments about their
clients’ decisionmaking capacity and about whu
should make decisions for clients that are not
capable of deciding for themselves, but the case
managers and others may not be conscious of
making such judgments or knowledgeable about
the implications of the judgments. ,

If an agency or individual that arranges
services for people with dementia is unaware of
the legal rights and legal and ethical issues
involved in decisionmaking, those rights and
issues will not receive adequate attention. Hav-
ing explicit procedures for determining deci-
sionmaking capacity and making decisions for
clients who are not capable of making decisions
for themselves does not guarantee that people
with dementia who are capable of making
decisions always will be given the opportunity
to make them or that the right surrogate
decisionmaker always will be chosen. Having
such procedures does focus attention on the
legal rights and legal and ethical issues at stake
in decisionmaking and makes it more likely that
those rights and issues will be considered in the
way decisions about services are made.

If Congress mandated a national system to
link people with dementia to services, Congress
could require the agencies that constitute the
system to have explicit procedures for determin-
ing decisionmaking capacity and making deci-
sions (or designating someone to make deci-
sions) for people who are not capable of making
decisions for themselves. In establishing such
procedures, agencies would have to address
many difficult questions, including:

e What criteria should be used to determine
decisionmaking capacity?

b.
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The process of connecting an individual with dementia to services often involves difficult judgments about whether the Individual is
capable of making decisions about services for hersalf or himself and, If not, who should make the decisions.

Who should be involved in determining a
person’s decisionmaking capacity?

What procedures should be used to enhance
the decisionmaking capacity of individuals
with dementia, while at the same time
protecting decisionally incapable individu-
als from potentially harmful decisions?
How should surrogate decisionmakers be
selected?

What procedures should be followed when
a decisionally incapable person’s relatives
disagree about which one of them should
be the surrogate decisionmaker?

How should nonfamily caregivers be in-
volved in decisions about services for the
individual they are caring for?

What criteria should guide surrogate deci-
sions?

¢ Under what circumstances should the agen-
cies refer an individual for formal guardi-
anship?

One of the most difficult questions faced by
any agency or individual that links people with
dementia to services is the relative importance
that should be given to the needs, preferences,
and best interests of the family v. the patient’s
needs, preferences, and best interests. In 1983
and 1984, a Wisconsin program, Consumer
Directed Servi-es (CDS) Initiative, gave 70
individuals with chronic disabilities. including
some people with dementia, vouchc. .0 pur-
chase services. Each participant—called a *‘con-
sumer’’ by the project—had a service coordina-
tor, whose job it was to help the person define

Yy
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his or her service needs and select services.
According to the project final report:

One of the first questions all CDS staff had to
grapple with was ‘‘who is the consumer?’’ This
question arose when the person in need of long
term support had significantly diminished men-
tal capabilities and when family members and
other natural supporters were deeply involved
in providing direct support to the person.

It was in these instances that CDS staff had
the greatest difficulty in sorting out the interests
of the consumers from the interests of the
family. Frequently, there were competing inter-
ests within the family. It may seem obvious that
the consumer in such a situation is the disabled
person, and that CDS staff should have focused
on facilitating that person’s interests. In doing
extended assessments of people’s situations,
however, CDS staff found that involvement of
the family and other support network members
was g0 vital an element that their interests could
not be separated from those of the disabled
person (919).

Chapter 4 discusses the question, *‘who is the
consumer?’’ (or ‘‘who is the client?’’) and
discusses the implications of various answers to
the question with respect to decisions about
services for people with dementia.

Further analysis and debate is needed about
many of the difficult questions about decision-
making that are inherent in the process of linking
people with dementia to service. In addition,
case managers and others who participate in the
linking process probably would benefit from
training about the legal rights, legal and ethical
issues, and clinical considerations involved in
the way judgments are made about an individ-
ual’s decisionmaking capacity and about who
should make decisions for people who are
determined to be decisionally incapable.

Determining the Quality and Appropriateness
of Available Services

The quality and appropriateness of all kinds
of services that may bc vsed for people with
dementia vary greatly from one agency and
individual service provider to another. Because

Q 6 5
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of their cognitive deficits, people with dementia
are particularly vulnerable to inappropriate or
poor-quality care. They may be unable t
identify or articulate their care needs, to evaluate
the services they receive, to remember and
report instances of poor care, or to be believed.
Families and other informal caregivers realize
that people with dementia are vulnerable, and
they are often extremely concerned about the
quality and appropriateness of services they may
use for their relative or friend with dementia.

Books, pamphlets, and articles about services
for people with dementia suggest that families
and other informal caregivers are responsible for
selecting good services and that information
about the quality and appropriateness of availa-
ble services—on which they could base their
selection—is available from a variety of sources,
including relatives, friends, and acquaintances
who have used the services; physicians, nurses,
social workers, and other health care and social
service professionals; professional and provider
associations, the Alzheimer’s Association, care-
giver support groups, information and referral
agencies, hospital discharge planners, case manag-
ers, long-term care ombudsmen, AAAs and
other aging network agencies, various State and
local government agencies, and government
regulatory programs. OTA’s analysis indicates
that accurate information about the quality and
appropriateness of services is sometimes avail-
able from most of these sources but is not
consistently available from any of them (see ch.
S5). Moreover, obtaining accurate information
about the quality and appropriateness of service
from those sources may take time and abilities
that people with dementia and some informal
caregivers do not have.

A linking system could take several different
approaches in addressing the difficulties people
have in obtaining accurate information about the
quality and appropriateness of services. It could
refer patients and families to specific sources of
information about quality and appropriateness;
it could provide patients and families with
information about the quality and appropriate-
ness of services it refers people to or arranges for
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them; it could refer patients and families to or
arrange for them only services that meet certain
standards of quality and appropriateness; or, if
the linking system provides services, it could
assure the quality and appropriateness of those
services directly. All these alternatives presup-
pose that there are accepted criteria for evaluat-
ing the quality and appropriateness of services
for people with dementia and that information
about quality and appropriateness is available
somewhere. As discussed in chapter 5, however,
many conceptual and practical difficulties in
defining and evaluating quality and determining
what makes services appropriate for people with
dementia hinder the development of such crite-
ria and information,

In the public debate about services for people
with dementia, concerns about the quality and
appropriateness of services are often considered
secondary to concerns about the insufficient
availability of services. Some health care and
social service professionals, case managers,
government planners, policy analysts, and oth-
ers whom OTA asked about evaluating the
quality of services for people with dementia
responded that there is often no choice about
services. In many localities, they said, families
are lucky if there are any services available—Ilet
alone services that are appropriate for a person
with dementia and of high quality.

Certainly, the concern about insufficient avail-
ability of services is legitimate. On the other
hand, even when services are available, fami-
lies’ concerns about the quality and appropriate-
ness of services are sometimes the determining
factor in their decisions about whether or not to
use the services. In the view of some families in
some situations, services that are available but
of poor quality or inappropriate for the patient
may just as well not exist.

The best approach to helping families and
others locate good services depends in part on
which agencies are designated to constitute the
linking system. Conversely, it would be unwise
to designate for this purpose agencies that, for
any reason, cannot either provide patients,
Q

families, and others with information about
quality and appropriateness or assure directly
the quality of services it links them to. These
considerations are discussed in chapter 5. Also
discussed there is the unresolved question of the
role of a linking system with respect to the
quality and appropriateness of services to which
it links people with dementia who have no
relative or friend to help them and would not be
capable of using information to evaluate serv-
ices for themselves, even if the information were
available.

Linking Veterans With Dementia
to VA and Nun-VA Services

By the year 2000, there will be 9 million
veterans over age 635, including two-thirds of all
American men over age 65 (854). As the number
of elderly veterans increases, so will the number
of veterans with dementia. The VA estimates
that there will be 600,000 veterans with demen-
tia by the year 2000 (76).

The VA operates the largest health care
system in the United States and currently
provides many of the kinds of services that may
be needed for veterans with dementia. Those
services include acute medical care, diagnostic
and assessment services, nursing home care,
domiciliary care, hospital-based home care,
adult day health care, institutional respite care,
and some specialized services for individuals
with dementia. In the course of this assessment,
one OTA staff member visited several VA
medical centers that are providing specialized
services for veterans with dementia, some of
which are described in chapter 6.

Not all health care and health-related services
that are needed ior veterans with dementia are
available through the VA, however. Some
services, such as in-home respite care are not
provided by the VA at all. Other services are
provided only at certain VA medical centers. As
of 1989, for example, 100 of the 172 VA
medical centers provided institutional respite
care, and only 15 of the 172 VA medical centers
provided adult day health care (837). Moreover,
most VA health care and health-related services
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are provided at VA medical centers. Since the
172 VA medical centers are not uniformiy
distributed across the country, and since some
have very large catchment areas, veterans and
their caregivers may have to travel long dis-
tances to obtain VA services, and some may not
be able to obtain the services (481,662,724,823).
Lastly, many VA services are furnished on a
‘‘space available’’ basis, so that even if the
services a veteran needs are provided by a VA
medical center the veteran can reach, he still
may not receive the services because the pro-
grams that provide them are full.

The eligibility criteria for VA services also
limit access to the services for veterans with
dementia. The VA has complex eligibility
criteria that give highest priority for VA services
to veterans with service-connected disabilities
and veterans with low income (see ch. 6). Since
most diseases that cause dementia occur late in
an individual’s life, long after he or she is
discharged from military service, dementia is
seldom considered a service-connected disabil-
ity. Some veterans with dementia have another
service-connected disability or have low in-
come, but veterans with dementia who do not
have a service-connected disability or low
income generally have low priority for VA
services. As a result, their chances of receiving
VA services are highly dependent on whether
there is ‘‘space available’’ in the programs that
provide the services they need.

Some people believe the VA should provide
all the health care and health-related services
that are needed for all veterans, including
veterans with dementia. Others believe that for
financial and other reasons, the VA should not
or cannot provide all needed services for all
veterans. This OTA report does not address the
questions of what services the VA should
provide or for whom. It focuses instead on the
processes by which veterans with dementia are
(or are not) linked to the VA services for which
they are eligible and to non-VA providers for
services they need but cannot obtain through the
VA. The report assumes that, although the

Gamount and types of services provided by the
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VA and the eligibility criteria for VA services
will undoubtedly change from time to time, it is
unlikely that the VA will ever provide all the
services that may be required by all veterans. As
a result, veterans with dementia will need to be
linked to both VA and non-VA services.

Problems of several kinds interfere with the
process by which veterans are linked to VA
services. As mentioned earlier, the eligibility
criteria for VA services are complex. Veterans
and their families often do not understand the
criteria and may assume the veteran is not
eligible for services when he is, or vice versa.
They also may not be aware of potentially
beneficial services provided by the VA. Many
non-VA agencies and individual yrofessionals
and service providers who work with people
with dementia also do not understand the VA’s
eligibility criteria and may not be knowledge-
able about VA services, so they cannot give
veterans and their families accurate information
about the services, and they may fail to refer
individuals to the VA who would be eligible for
services. As a result, some veterans and their
families never apply to the VA for services, even
though the veteran is potentially eligible. Inter-
estingly, some caregivers of veterans with
dementia who were receiving good care from
the VA told OTA staff that they had learned
about the services completely ‘‘bv accident’
(see box 6-C in ch. 6).

Until recently, the VA itself has not been fully
aware of the kinds of services it is providing for
veterans with dementia. In 1988, the VA con-
ducted a survey of all 172 VA medical centers
to find out what programs and services were
available for veterans with dementia (76). The
results of the survey have been compiled into a
directory for internal VA use in referring
veterans and their caregivers to services and
responding to public inquiries about the location
of services for veterans with dementia across the
country. The directory cannot solve the problem
of determining whether an individual veteran
with dementia will actually receive VA services,
however, because that determination depends to
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a great extent on space availability at the time
the veteran needs the services.

Other problems interfere with the process by
which veterans with dementia are linked to
non-VA services. According to sevcral sources,
the most difficult problem encounte ed by the
VA in linking veterans to non-VA serv ces is the
complexity and fragmentation of non-VA serv-
ices at the community level—the same problem
encountered by anyone who tries to locate and
arrange services inmany communities (481,854,
860). Each VA medical center’s Social Work
Service has a community services coordinator
whose job is to identify non-VA services in the
coromunity and to coordinate VA and non-VA
services. The VA has also developed a software
system to help the Social Work Service at each
VA medical center maintain an up-to-date list of
non-VA services. The community services co-
ordinator position is staffed only half-time at
many VA medical centers, however, and, as
noted throughout this OTA report, the complex-
ity and fragmentation of non-VA services in
many communities make it difficult for anyone
to maintain an accurate, comprehensive re-
source list. As a result, some VA personnel who
refer veterans with dementia to non- VA services
may not be aware of potentially helpful services
in the community.

The Social Work Service at each VA medical
center has primary responsibility for linking
veterans to non-VA services through its hospital
discharge planning and case management func-
tions (see ch. 6). Although VA hospital dis-
charge planning and case management are
undoubtedly effective in connecting many vet-
erans to non-VA services, there are two groups
of veterans who may not receive the assistance
they need:

e VA hospital discharge planning and case
management are provided primarily, al-
though not exclusively, for veterans who
are already receiving or are eligible to
receive VA services, but many veterans
with dementia are unlikely to receive or to
be eligible for VA services and therefore

may not receive help from the VA in
finding non-VA services, and

e VA case management generally is more
readily available for veterans who live near
a VA medical center; some VA medical
centers have very large catchment areas,
and many veterans in their catchment areas
live far from the center; as a result, these
veterans may not receive help from the VA
in finding non-VA services (236).

Without effective methods for linking vet-
erans with dementia to both VA and non-VA
services, some, and probably many, veterans
with dementia will not receive the services they
need. As the number of veterans with dementia
increases in the next decade, the demand for
services for these veterans and the need for
effective methods of linking for them to services
will also increase. The policy issue discussed at
the end of this chapter is the appropriate division
of responsibility between the VA and a non-VA
linking system for connecting veterans with
dementia to services.

Because of the complexity of the eligibility
criteria for VA services, especially as they
interact with the factor of space availability,
only the VA can finally link veterans to VA
services. The non-VA linking system would
have to be knowledgeable about VA services
and eligibility requirements, however, in order
to know when to refer veterans with dementia to
the VA.

Withregard to linking veterans with dementia
to non-VA services, there are two options. If a
national linking system were established, it
could assume the primary responsibility for
linking veterans with dementia to non-VA
services. Alternatively, the VA could assume
the primary responsibility for linking veterans
with dementia to non-VA services. These op-
tions are discussed at the end of this chapter.

Lastly, it is clear that the VA is an important
provider of services for some, and perhaps
many, veterans with dementia. For that reason,
the VA must be involved in the planning and
operation of a national system to link people
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with dementia to services regardless of the
specific responsibility it has for linking veterans
with dementia to non-VA services.

The Relationship of the Linking System to
Congressional Proposals for New Long-Term
Care Benefits

As mentioned at the beginning of this chapter,
several bills have been introduced in Congress
in 1988, 1989, and 1990 to expand Federal
furding for a variety of long-term care services.
Provisions in most of the bills indicate that the
agencies designated to administer the new
benefits also would link people to services. This
report does not evaluate any of the legislative
proposals specifically. Some general statements
can be made, however, about differences be-
tween the linking system discussed in this report
and the linking functions that would be author-
ized by many of the proposed bills. First, to
OTA’s knowledge, none of the proposed bills
include the provision of public education, infor-
mation and referral, or outreach—three of the
four components that OTA concludes are essen-
tial for an effective system to link people with
dementia to services. Second, the case manage-
ment that is part of the proposed bills would only
be available to people who meet the eligibility
requirements for the services to be authorized by
the bills—usually impairments in two or more
activities of daily living (ADLs). Presumably,
anyone who received the services authorized by
the proposed bills also would receive case
management, since case managers would ad-
minister the services. In contrast, the case
management that is a component of the linking
system discussed in this report would be availa-
ble to anyone who needed it, regardless of the
severity of their impairments or their eligibility
for any particular service. No one would be
required, however, to receive case management
as a condition for receiving any other assistance
from the linking system.

The linking system described in this report
probably would be available to more people than
the number who would receive long-term care
services and case managemcnt through the

proposed bills, but the linking system would not
provide any new funding for services. In con-
trast, the proposed bills would make available
funding for many new long-term care services
for people who met the eligibility requirements
in the bills. The proposed bills would not
necessarily provide: 1) information and referral
for people in the early stages of dementia when
referrals for accurate medical diagnosis, and
legal and financial counseling are particularly
important; 2) referrals for services that are not
included in the bills; or 3) outreach to isolated
people with dementia and caregivers who may
need services but are unlikely to contact a
long-term care agency on their own.

Combining the linking system discussed in
this report and the expanded long-term care
services delineated in the proposed bills would
create a comprehensive long-term care system
that would both cost more and help more people
than either approach by itself. Combining the
two approaches would have implications for
several of the policy options discussed at the end
of this chapter. First, the combined system
necessarily would serve anyone who needed
long-term care, not just people with dementia,
but it still could be dementia-friendly and
dementia-capable. Secondly, the agencies that
administered the combined system necessarily
would allocate services and funding for serv-
ices. Lastly, some of the categories of agencies
identified by OTA as potentially capable of
constituting a national linking system would not
be capable of administering the combined sys-
tem.

Other Considerations

Six questions that are relevant to establishing
an effective linking system for people with
dementia but have not been discussed in this
chapter are briefly reviewed here. The first is the
cost of a linking system. That cost would vary
greatly, depending on which agencies constitute
the system and many other factors. The availa-
ble information about the cost of some State
linking programs is presented in chapter 7.
Chapter 8 includes the available information
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about funding for the 11 categories of agencies
discussed there. The figures are not necessarily
comparable, however, because the linking func-
tions and other services provided by each of the
categories of agencies differ so greatly. Further
analysis of the cost of a linking system will be
needed once decisions have been made about
which agencies will constitute the system,
whether the system will serve people with
dementia exclusively or other people as well,
and other issues.

The second question is the role of computer
technologies in an effective linking system.
Clearly, computer technologies make it easier to
maintain an accurate list of services and sources
of funding for service in the complex, changing
service environments that exist inmany commu-
nities. The difficulty of maintaining such a list
is due not to lack of computer technologies, but
rather to lack of agency resources committed to
updating the list, turf issues that interfere with
various agencies’ and individuals' willingness
to cooperate in developing and maintaining the
list, and problems in defining and categorizing
services in a way that is relevant to the needs of
patients and families. These issues are discussed
in chapter 2. The computerized databases being
used by some agencies and organizations that
link people with dementia to services are
discussed in chapters 7 and 8.

The third question is who the case manager
should be. Virtually all health care, social
service, and other human service professionals
and service providers marage their clients in
some sense. Nurses and social workers are the
case managers in many agencies that provide the
kinds of health care, long-term care, and social
services that may be needed for people with
dementia. State agencies that allocate long-term
care services often employ as case managers
individuals with a college, but not a rrofessional
degree in a human service field (47).

Differences of opinion about who should be
the case ianager usually focus on social work-
ers v. nurses and involve competing claims
about the knowledge and skills that case manag-

ers need and which professional group has that
expertise(23,31,46,204,265,382,558,647). Those
differences of opinion sometimes result in
intense turf conflicts. In many agencies, how-
ever, social workers and nurses work together
constructively and comfortably, learning from
each other and relying on each other’s special
knowledge and skills. Many commentators,
including some of those who have noted the turf
issues between social workers and nurses, have
concluded that both are needed for effective case
management {23,31,409,506). That seems to be
a wise conclusion. All social workers and nurses
are not necessarily knowledgeable about de-
mentia or skilled in working with people with
dementia. That knowledge and those skills
probably are more important in creating an
effective linking system than any consistent
differences between nurses and social workers
as case managers.

The fourth question concerns case manage-
ment standards. The American Nurses’ Associ-
ation, the National Association of Social Work-
ers, the National Council on the Aging, at least
one State, some State Units on Aging, and other
organizations and individuals have formulated
case (or ‘‘care’’) management standards
(22,32,572,581). OTA has not compared those
standards systematically, but a brief review
indicates that they are based on similar philoso-
phies, views about the role and functions of the
case manager, and concerns about clients’
rights. The requirements for a national linking
system might incorporate some of the core
features of those standards.

Fifth is the question of the appropriate role of
physicians in linking people with dementia to
services. As discussed in chapter 2, families and
other informal caregivers of people with emen-
tia often complain that physicians are not
knowledgeable about services for people witi
dementia and do not refer people with demeatia
to appropriate services (125,257,412,479,497,
500,531,599,934). On the other hand, anecdotal
evidence suggests that families and other infor-
mal caregivers may be more likely to use
services if they have been referred to the
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services by a physician (291,931). The impor-
tance of involving physicians in the linking
people with dementia to services and the diffi-
culties involved in doing so, including con-
straints on physicians’ time, are discussed in
chapter 2.

Some commentators have suggested that
people with dementia and their caregivers might
be more likely to follow through on recommen-
dations about services if the services were
actually prescribed by a physician (931,944).
The Alzheimer’s Diagnostic and Treatment
Center at the University of California/Davis
Medical Center has recently developed a pre-
scription pad for this purpose to be used by
physicians in the center’s cervice area (see
figure 1-3). No information is available yet
about the effectiveness of this approach.

A final question concerns family con:rol and
the role of families in relation to c. linking
system. As noted in chapter 3, familizs of older
people frequently perform various linking func-
tions themselves, acting as an intermediary
between the older person and paid service
providers (85,92,110,467,477,753,778). In 1988,
a study was conducted for OTA in Pennsylvania
to explore the question of what is special about
case management for people with dementia
(934).13 Family caregivers of people with de-
mentia who were interviewed for that study
expressed a strong desire to have control cver
decisions about services provided for their
relative with dementia. Moreover, OTA’s con-
tractors noted that the caregivers often seemed
to perceive themselves, rather than the AAA
case manager who arranged services for them, as
the case manager. OTA does not know whether
families of people with dementia are more likely
than families of nondemented elderly or dis-
abled people to want to retain control over
decisions about services for their impaired
relative. In any case, allowing families to retain
that control to the greatest degree possible
would seem to be a worthwhile objective for a

- |
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Some, and perhaps many, families of Individuals with
dementia percelve themselves as the case manager for
their relative with dementia and want to retain control of

decish.  ~bout services for the person,

linking system. Chapter 3 discussed the role of
families as ‘‘co-case managers’’ or ‘‘co-
clients’’ of alinking system and other issues that
pertain to the relationship between families and
a linking system.

CONCLUSION

Families and others who are caring for a
person with dementia often experience great
difficulty locating and arranging appropriate
services for the person. To some degree, this
problem reflects the lack of sufficient services in
many communities, the lack of adequate fund-
ing for services, the poor quality of some
available services, and the lack of training for
service providers. These four issues were the
focus of OTA’s 1987 report, Losing a Million
Minds: Conjronting the Tragedy of Alzheimer’s
and Other Dementias, and remain to be resolved
in many, if not all, areas of the country.

The difficulty families and others have in
locating and arranging appropriate services also

13The results of the study conducted for OTA in Pennsylvania are di
Technical Information Service in Springfield, VA (see app. A).
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Figure 1-3—A Prescription Form for Use by Physicians in Referring Alzheimer's Patients
to Community Services, 1990

RX FOR CAREGIVERS IN 916 AREA

Name

Date

Information & Referral

[ ]Del Oro RRC 971-0893
[ JAlzheimer’s Ajd Society 448-7001
[ JSutter Senior Help Line 733-3888

[ JOther Community 1Info 442-4995
Caregiver Counseling
[ JDel Oro RRC 971-0893
([ JMental Health Assoc. 456-2071
[ JAlzheimer’s Aid/Support

Groups 448-7001

( Jother - Community private
practitioners - psychologists,
psychiatrists, family counselors,
pastors, etc. (no specific
referral)

Traini ! oy

{ ]JDel Oro RRC 9,1-0893

{l]Info from an array of providers
available at this phone number.

Respite
( JDel Oro RRC 971-0893
[ JSutter Davis Guest
Weekend 756-6440
[ Jother - day care, in-home: fee for
service unless skilled health
care needed and Medi-Cal or
Medicare pays (no specific
referral)

case Management
( JMSSP (Medi-Cal) 734-5432

[ 1Senior Connection {(pvt) 972-1114

[ Jother - private practitionerz and
home health agencies (no specific
referral)

Home Health Care

{ ]In~Home Support Services 7312-3077

{ Jother - Home health agencies &
home nursing - tee tor services
(no specific referral)

[ JRobertson ADHC 4522529
[ JYolo ADHC/CASA 666-8828
{ JHealth for All ADHC/RC  885-2655

(Auburn)

UCD/ADDIC 4/27/90

Residential Care

( JLicensing 973-3846
{ Jombudsman 366-5554
Skilled Nursing Facilities

[ JLicensing 445-3281
( JOmbudsman 366=5554

[ 1Special care facilities
{though others may also
be appropriate):
Sutter Oaks Alz. Ctr 922-7177
Hillhaven Fair oOaks 944-4312
Homestead - Fair Oaks 965-4663
Greenhaven Country

Place 393-2550
L lal Elidibili
[ JMedi-Cal 395-4551

[ ]Social Security
(Medicare, SSI) 551-1000
[ JOther - Fee for service -
financial planning (no specific
referral)

( JDel Oro RRC 971-0893
[ JConservatorship 732-3827
( Jother - probate, elder law
practitioners (no specific
referral)
[ |Geropsych Network 732-9490
( JAdult Protective Svcs 732-3077
Qther
{ JMedic-Alert 1-800-1D-ALERT
[ ]JNat’l Alzheimer’s
Assoc. 1-800-621-0379
( JUCD/ADDTC 734-549¢6
[ JUCD Brain Bank 734-2885

* * * * * * * * * *

Take Care of Yourself!!

MD

Phone

SQURCE Alzheimar's Diagnostic and Treatment Canter, University of Canfornia Davis Med:ca! Center, Sacramento. CA, 19§“ Blp
AL ABLE

ERIC

IToxt Provided by ERI

prstEoY
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reflects several other factors, including the
complexity and fragmentation of services at the
community level, the difficulty of obtaining
accurate information about available services
and funding for services, the difficulty of
coordinating the services of multiple providers,
and the characteristics, feelings, and perceptions
of some people with dementia and some care-
givers that make them reluctant to use services,
unable to define their service needs, or unable to
arrange services for themselves. Even if suffi-
cient services were available everywhere, these
factors would still limit access to appropriate
care for some, and perhaps many, people with
dementia.

Based on an analysis of the characteristics and
care needs of people with dementia, their
informal caregivers (if they have any), and the
service environment, OTA developed a frame-
work for an effective system to link people with
dementia to services. The essential components
of the system (i.e., public education, informa-
tion and referral, outreach, and case manage-
ment), additional criteria, and other consider-
ations in the development of the system have
been discussed in this chapter and are analyzed
in greater detail in other parts ot the report.

Although the need for an effeciive system to
link people with dementia to services is clear,
establishing such a system will be difficult,
largely because of turf issues. Many public and
private agencies, organizations, individual pro-
fessionals, and service providers currently link
some people with dementia to services. With a
few exceptions, each of these agencies, organiza-
tions, and individuals considers itself the right
one to perform that function. Moreover, many of
them propose to solve the problem of locating
and arranging services for people with dementia
by expanding their role in the area. Some of
them are unaware of the efforts of the others to
link people with dementia to services. Those
that are aware of the others’ efforts tend to
regard those efforts, or at least any expansion of
those efforts, as ‘‘duplication.’’

Q

OTA was surprised by the large number of
agencies, organizations, and individuals that
link at least some people with dementia to
services. That large number is good in the sense
that there are many places to which families and
others can turn for help. On the other hand, in
many communities, the large number of agen-
cies, organizations, and individuals that link
people with dementia to services probably
results in further complication and fragmenta-
tion of the service environment. Since many
agencies, organizations, and individuals that
link people with dementia to services do not
have an accurate list of services and sources of
funding for services, some patients and families
receive wrong information or only partial infor-
mation about available services and funding.
Establishing an effective system to link people
with dementia to services will require a consoli-
dation of the linking functions now provided by
many agencies, organizations, and individuals.

Some people who reviewed this report for
OTA pointed out that it would be easier to
establish a national system to link people with
dementia to services if the system did not have
to include case management, because many of
the agencies and organizations that currently
link some people with dementia to services
provide public education and information and
referrals but generally do not provide case
management. Although it is undoubtedly true
that a national linking system could be estab-
lished more easily if it did not have to include
case management, OTA’s analysis indicates that
some people with dementia would not be served
effectively by such a system. People with
dementia who are likely to need case manage-
ment are those who live alone and have no
relative or friend to help them, those who have
an informal caregiver who is reluctant to use
needed services or unable to arrange services,
and those who need services from several
different providers. OTA’s analysis of available
data indicates that at least 10 percent of people
with dementia live alone and have no relative or
friend to help them. These individuals and other
individuals with dementia whose caregivers are
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reluctant to use needed services or unable to
arrange services will not be served effectively
by a linking system that provides only public
education and information and referral.

Many agencies that provide services of vari-
ous kinds for people with dementia provide case
management in conjunction with the services—
i.e., service-centered case management. An
individual who is receiving case management
from such an agency generally would not need
long-term case management from the linking
system. For such an individual, the linking
system might provide only short-term case
management to connect the individual to the
agency originally and then be available to
provide further assistance, if necessary, later on.
For other individuals with dementia who need
services provided by agencies that do not
provide case management or services provided
by multiple agencies and individuals, the linking
system may have to provide ongoing case
management.

A linking system is needed partly because of
the complexity and fragmentation of services. If
agencies’ rules about whom they serve and what
they provide were simpler and more flexible and
the services of different agencies were better
coordinated, more families and others would be
able to locate and arrange appropriate services
themselves.

The complexity and fragmentation of services
at the community level originates to a great
extent in the federally funded programs that
provide or pay for services—specifically in the
detailed and extensive regulations that define
not only what services are covered and for
whom, but also who may provide them, for how
long, and in what setting. Congress repeatedly
has mandated coordination among the Federal,
State, and local agencies that administer these
federally funded programs. Although these man-
dates sometimes lead to meaningful coordina-
tion, the Federal Government’s own regulations
often interfere with coordination at all levels of
government.

Q

In addition to establishing a system to link
people with dementia to services, Congress
could begin to identify and reduce the barriers to
coordinaticn and integration of services caused
by Federal law and Federal regulations. This
might ultimately result in consolidation of
various Federal programs that fund health care,
mental health, social, and other services and
services for elderly and disabled people. In the
short term, Congress could allow States and
local governments greater flexibility to pool
funds and consolidate services from different
Federal programs. New federally funded serv-
ices could be designed with explicit recognition
of the complexity and fragmentation of existing
services, and new regulations could be writtenin
a way that will reduce, not increase this problem.

POLICY ISSUES AND OPTIONS

This OTA report discusses the need for an
effective system to link people with dementia to
services and presents a framework, including
essential components and criteria, for such a
system. Seven important policy issues with
respect to the system remain to be resolved.
Those policy issues and the options for congres-
sional action are discussed in this section.

ISSUE 1: Should the linking system serve
people with dementia exclusively or should it
serve people with dementia and people with
other diseases and conditions as well?

Option A: Congress could mandate the estab-
lishment of a linking system that would serve
people with dementia exclusively.

Option B: Congress could mandate the estab-
lishment of a linking system that would serve
people with dementia and people with other
diseases and conditions as well.

This report identifies many special problems
and concerns in linking people with dementia to
appropriate services. To be effective, a linking
system must be both dementia-friendly (i.e.,
responsive to people with dementia) and dementia-
capable (i.e., staffed by people who are skilled
in working with people with dementia and their
caregivers, knowledgeable about the kinds of
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services that may help them, and aware of which
agencies and individuals provide such services
in the community). Some people believe that
only a system that is dementia-specific could
meet those requirements. They advocate the
establishment of a linking system that serves
people with dementia exclusively (option A).

Other peopie believe that individuals with
dementia and their caregivers would be best
served by a linking system that is not dementia-
specific and that such a system could be both
dementia-friendly and dementia-capable. One
reason they advocate a linking system that is not
dementia-specific (option B) is that some, and
perhaps many, people with dementia are not
identified as ‘‘people with dementia’’ by their
families, physicians, or others. Probably this is
most likely to occur if the individual has a
serious physical condition in addition to his or
her dementia. Families and others who do not
identify the person they are caring for as a
‘‘person with dementia’’ are unlikely to contact
a dementia-specific linking system for help in
finding services. A secord reason that some
people advocate a linking system that is not
dementia-specific is to avoid further fragmenta-
tion of the service environment by the introduc-
tion of another disease- or condition-specific
element. Almost all the members of the advisory
panel for this OTA assessment favored option B.

ISSUE 2: Should the Federal Government
designate a single category of agencies to
constitute the linking system nationwide or
should each State be mandated to designate
the agencies that will make up the system in
that State?

Option A: Congress could designate a single
category of agencies to constitute the linking
system nationwide or insiruct the U.S. Depart-
ment of Health and Hurian Services to do so.

Option B: Congress could mandate that each
State designate the agencies that would make up
the linking system in that State. Under Option B:

1. States could be mandated to designate a
single cates,ory of agencies to make up the

linking system in that State.

2. States could be authorized to designate
either a single category of agencies, differ-
ent types of agencies, or consortia of
agencies in different localities, at their
discretion.

As discussed earlier, OTA identified 11
categories of agencies that might be designated
to perform the hnking functions nationwide.
They are AAA’s, community mental health
centers, community health centers, Alzheimer’s
Association chapters, Family Survival Project,
States’ regional Alzheimer’ diagnostic and as-
sessment centers, hospital-based geriatric as-
sessment programs, home health agencies, so-
cial health maintenance organizations, On Lok
Senior Health Services, and adult day centers.
Under Option A, Congress would designate one
of those categories of agencies to constitute the
linking system.

Designating a single category of agencies to
constitute the linking system nationwide would
make the system easy to publicize, easy for
families and others to remember, and readily
accessible to long-distance caregivers. OTA’s
analysis indicates, however, that none of the 11
categories of agencies is currently capable of
constituting an effective national linking sys-
tem. Each of the 11 categories of agencies has
positive features that would contribute to its
ability to function in that capacity, but each
category of agencies also has drawbacks. Chap-
ter 8 discusses the modifications that would be
needed in each of the categories of agencies to
make it an effective national system to link
people with dementia to services.

By designating a single category of agencies
to constitute the linking system nationwide,
Congress would risk duplicating or disrupting
existing State linking programs and State and
community service systems. Moreover, there
are significant variations from State to State and
in different localities in the capacity of age.cies
of the same type (e.g., AAAs) to perform the
four linking functions effectively. For these
reasons, many people, including almost all the
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members of the advisory panel for this OTA
study, believe that Congress should mandate
that each State designate the agencies that will
make up the linking system in that State (option
B). One possible drawback to this option is that
for political or other reasons, some States might
designate agencies that would not create an
effective linking system.

It should be noted that even if option I were
chosen, the agencies designated by the States
would have to be identifiable in some uniform
way nationally, either by a uniform logo,
telephone number, or some other method, so
that people would know where to go for help in
locating and arranging services.

ISSUE 3: Should the agencies that consti-
tute the linking system also provide services?

Option A: Congress could require that the
system be composed of agencies that do not
provide any services.

Option B: Congress could require that the
system be composed of agencies that do not
provide certain services.

Option C: Congress could allow the system to
be composed of agencies that provide services.

Some people believe that the same agency
should not both link people to services and
provide services because the agency may have
a financial incentive to refer clients its own
services, even if more appropriate services are
available elsewhere. Other people believe that
the linking functions are often performed most
effectively by an agency that is also providing
services and that patients and families prefer to
have a service provider refer them to or help
them locate and arrange other services.

The debate about whether an agency that links
people to services should also provide services
seldom specifies which services. Virtually all
the agencies OTA studied offer at least some of
the services listed in table 1-2. Option A would
eliminate all those agencies—many of which
effectively link some people with dementia to

4

services—from consideration as agencies that
could constitute the linking system.

Option B would specify which services
agencies that constitute the linking system
should not provide. Congress might decide, for
example, that agencies that provide nursing
home or adult day care should not be part of the
linking system, whereas agencies that provide
diagnosis or caregiver education and training,
could be part of the linking system. On the other
hand, Congress could decide that agencies that
provide nursing home or adult day care could
constitute the linking system, but that diagnosis
and caregiver education and training should not
be provided by agencies that constitute the
linking system. Option C would allow agencies
that provide any services to constitute the
linking system.

In thinking about these options, it is helpful to
distinguish between linking functions that are
service-centered v. linking functions that are
comprehensive. Service-centered case manage-
ment connects people to services in conjunction
with providing services for them. Comprehen-
sive case management takes place independent
of the provision of any particular services (657).
Some agencies that provide services furnish
only service-centered case management: that is,
they generally provide case management only
for people who are receiving or expected to
receive their services. One of the main reasons
why such agencies provide service-centered
case management is that public and private
programs that pay for services usually do not
pay for case management for people who are not
receiving or expected to receive services.

Agencies that provide services can provide
comprehensive case management (and presum-
ably other linking functions), as shown by the
home health care and mental health agencies
that provided comprehensive case management
for the National Channeling Demonstration
Project (30). The experience of the National
Channeling Demonstration Project indicates
that case managers in agencies that provide
services can be effectively insulated from finan-
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cial pressures to refer clients to services of their
own agencies rather than more appropriate
service of other agencies (30).

ISSUE 4: Should the agencies that consti-
tute the linking system allocate services and
funding for services?

Option A: Congress could manaate that the
agencies that constitute the linking system be
prohibited from allocating services or funding
for services.

Option B: Congress could mandate that the
agencies that constitute the linking system be
permitted to allocate services and funding for
services.

Option C: Congress could mandate that the
agencies that constitute the linking system be
required to allocate services and funding for
services.

Some agencies that link people with dementia
to services also allocate services and funding for
services. As noted earlier, some people are
opposedto having the same agency or individual
case manager perform both functions because
they believe the agency and the case manager
will not advocate for clients and may restrict
clients’ access to needed services in order to
limit the cost to the agency of services provided
for them. They would advocate option A. Other
people believe that having the same agency
perform both functions creates an efficient
service delivery system ard that clients are
much more likely to receive services when an
agency or case manager has services and fund-
ing to allocate than when the agency or case
manager simply arranges any available services.
They would advocate option C. If the linking
system were to be combined with expanded
long-term care benefits, the combined system
would be administered by the same agencies at
the community level, and option C would have
to be chosen. Option B would allow whomever
designates the agencies that constitute the sys-
tem to designate either type of agency.

ISSUE 5: Should the agencies that consti-
tute the linking system be required to have

Q

explicit procedures for determining their
clients’ decisionmaking capacity and making
decisions about services for clients who are
incapable of making decisions for them-
selves?

Option A: Congress could require the agen-
cies that constitute the linking system to have
explicit procedures for determining their cli-
ents' decisionmaking capacity and making deci-
sions about services for clients who are inca-
pable of making decisions for themselves.

Option B: Congress could make no require-
ments with respect to procedures for deter-
mining clients’ decisionmaking capacity and
making decisions about services for clients who
are incapable of making decisions for them-
selves.

Option C: Congress could direct the U.S.
Department of Health and Human Services to
fund research to develop model agency proce-
dures for determining clients' decisionmaking
capacity and making decisions about services
for clients who are incapable of making deci-
sions for themselves.

Option D: Congress could direct the U.S.
Department of Health and Human Services to
develop methods for training case managers
and others about the legal and ethical issues
involved in the way decisions about services are
made and procedures for determining clients’
decisionmaking capacity and making decisions
about services for clients who are incapable of
making decisions for themselves.

Option E: Congress could direct the U.S.
Department of Health and Human Services to
organize and support forums for analysis and
debate about unresolved issues in how decisions
about services for people with dementia are and
should be made.

Fundamental legal rights and complex legal
and ethical issues are involved in the way
decisions about services for people with demen-
tia are made. Yet most agencies that link people
with dementia to services do not have explicit
procedures for how those decisions should be
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made. Chapter 4 emphasizes the need for
explicit agency procedures for determining
clients’ decisionmaking capacity and making
decisions (or designating someone to make
decisions) for people who are not capable of
making decisions for themselves. Federal legis-
lation to create a linking system for people with
dementia could require that any agency that is
part of the system have such procedures (option
A). Option B would not require explicit proce-
dures. Option C would direct the U.S. Depart-
ment of Health and Human Services to fund
research to develop model procedures.

Some case managers and others who partici-
pate in making decisions about services for
people with dementia are not knowledgeable
about the legal and ethical issues involved in
how these decisions are made. Option D would
direct the U.S. Department of Health and
Human Services to develop appropriate meth-
ods for training case managers and others about
these issues.

Some unresolved questions about decision-
making practices, particularly the question of
the relative weight to be given to the needs,
preferences, and iuterests of the patient v. the
family in decisions about services, require
further analysis (see ch. 4). Option E would
require the U.S. Department of Health and
Human Services to organize and support forums
for analysis and debate about those issues.

ISSUE 6: Should the linking system con-
cern itself with the quality of services to
which it links people with dementia, and if so,
how?

Option A: Congress could mandate that the
system not concern itself with the quality of
services to which it refers people, leaving that
issue to clients, families, and cthers.

Option B: Congress could mandate ihat the
system inform clients and their families about
what, if any, information it will provide about
the quality of available services.

Option C: Congress could mandate that the
system inform clients and their families about

Q

which agencies and individuals that provide
services are licensed, certified, andlor ac-
credited.

Option D: Congress could mandate that the
system refer clients only to licensed, certified,
and/or accredited agencies or individual service
providers.

Option E: Congress could mandate that the
system provide clients and their families any
available information about the quality of
services.

Option F: Congress could mandate that the
system control the quality of services to which it
refers clients by contracting with providers that
will meet certain standards and monitoring
provider compliance with the standards.

Option G: Congress could require the U.S.
Department of Health and Human Services to
study the legal issues involved in providing
information about the quality of services to
clients of a system that links people to services.
This study could determine whether there is a
difference in liability incurred by a public v.
private agency that provides such information
and whether the form or source of the informa-
tion affects liability.

Option H: Congress could immunize the
linking system from legal liability for good faith
efforts to disseminate information about the
quality of services.

As discussed in chapter S, accurate informa-
tion about the quality and appropriateness of
services is not consistently available to families
and others who are selecting services for people
with dementia. For a variety of reasons dis-
cussed in that chapter, agencies and individual
health care and social service professionals and
others who refer people with dementia to
services and select and arrange services for them
frequently do not and/or cannot either provide
information about the quality of the services or
select services on the basis of quality. Option A
would mandate that the linking system not
concern itself with the quality and appropriate-
ness of services it refers people to or arranges for
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them. Options B through F suggest various ways
in which a linking system could address the
question of the quality and appropriateness of
services. Option G would require the Depart-
ment of Health and Human Services to study the
legal issues that arise when a linking system
provides its clients with information about th=
quality and apnropriateness of services. Option
H would immunize the linking system from
legal liability for measures it takes to inform its
clients about the quality and appropriateness of
services. Options B-H are not mutually exclu-
sive,

ISSUE 7: Who should have responsibility
for linking veterans with dementia to serv-
ices?

Option A: Congress could mandate that the
VA have primary responsibility for linking
veterans with dementia to non-VA services.

Option B: Congress could mandate that the
non-VA linking system have primary respon-
sibility for linking veterans with dementia to
non-VA services.

The VA provides many services that may be
helpful for veterans with dementia. The com-
plexity of the eligibility criteria for VA services,
especially as they interact with the factor of
space availability, means that only the VA can
finally link veterans with dementia to VA
services however. A non-VA linking system
could not perform that function effectively, and
this OTA report does not consider that possibil-
ity.

Since not all services that are needed for
veterans with dementia are available through the
VA, and since some veterans with dementia are
not eligible for VA services, many veterans with
dementia need help in locating and arranging
non-VA services. Option A would assign the
VA primary responsibility for linking veterans
with dementia to non-VA services. Option A
option would require the VA, probably through
the Social Work Service at each VA medical
center, to provide information and referrals to
non-VA services and assistance in locating and

Q

arranging non-VA services for all veterans with
dementia, including veterans who are not receiv-
ing VA services.

- Since the VA Social Work Service is cur-
rently able to provide case management for
certain ‘“at risk’’ veterans who are not eligible
for or currently receiving VA services, it is
unlikely that Option A would require statutory
changes. On the other hand, Option A would
undoubtedly require the addition of staff to the
Social Work Service at each VA medical center.
In addition, each VA medical center that does
not have a comprehensive list of available
non-VA services would have to develop such a
list and all VA medical centers would have to
adopt procedures to ensure that the list is kept
up-to-date,

It is ale~ Jikely that VA medical centers with
large catchment areas would have to assign
some VA social workers to geographic areas
distant from the medical center, as has been
done by the Minneapolis VA Medical Center in
connection with its rural case management
program (see ch. 7). Lastly, the VA would have
to develop outreach procedures to identify
veterans with dementia who need help but are
unlikely to contact the VA on their own and have
no one to contact the VA for them.

Under option B, the VA would be responsible
for linking veterans with dementia to VA
services, and the non-VA linking system would
have primary responsibility for linking veterans
with dementia to non-VA services. This option
would probably be easier to implement than
option A, since the non-VA linking system
would, once established, have the capability to
serve people in all areas of the country and
would have to maintain an accurate resource list
to serve nonveterans anyway. The drawback to
Option B is the possible duplication of case
management and information and referral func-
tions for some veterans who are receiving VA
services. Procedures for minimizing such dupli-
cation of effort could probably be worked out
between the VA Social Work Service and tne
non-VA linking system.
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Chapter 2

The Need for Public Education and Informatioil and Referral

INTRODUCTION

Many factors determine whether people with
dementia and their caregivers ultimately are linked
to the services they need.! Clearly, people cannot be
linked to services or sources of funding for services
that do not exist. The lack of sufficient services and
funding for services for people with dementia is a
major public policy concern that was emphasized in
OTA’s 1987 assessment Losing a Million Minds:
Confronting the Tragedy of Alzheimer's Disease
and Other Dementias (831). Unfortunately, the ideal
of having sufficient services and funding for services
is not the current reality.

To avail themselves of whatever services do exist,
families and others who are caring for people with
dementia need accurate information about what
services and funding for services are available. To
plan realistically and to make informed decisions
about a patient’s care, these caregivers also need to
know what services and funding are not available.
Evidence reviewed in this chapter suggests that in
many cases, accurate information about the availa-
bility of services and funding for services is ex-
tremely difficult to obtain. Moreover, many care-
givers are unaware of potentially helpful resources.

Physicians, other health care and social service
professionals, service providers, and others who
work with people with dementia and their caregivers
are frequently called on to advise the caregivers
about services and to select and arrange services for
people with dementia who have no informal care-
giver to help them. In order to provide that assis-
tance, these individuals who work with dementia
patients and their caregivers also need accurate
information about services and funding for services.
Like families, however, they may have difficulty
obtaining that information.

This chapter focuses on the informational aspects
of the process by which people with dementia and
their caregivers are linked to services. The first
section below presents information on caregivers’
views concerning the need for accurate information
about services and funding for services. A subse-

quent section discusses deficiencies in caregivers’
knowledge about services and notes the relationship
between caregivers’ knowledge about services and
their use of services. Another section describes the
information and referral process for people with
dementia in a specific locality (Cuyahoga County,
Ohio) and suggests seven reasons why accurate
information about services and funding for services
is often not available. The last three sections of this
chapter address what is special about the informa-
tion and referral needs of people with dementia and
their caregivers, what is special about the informa-
tion and referral needs of ethnic minority people
with dementia, and the role of physicians in linking
demented patients and their caregivers to services.
At the conclusion of each major section, OTA draws
implications for an effective system to link people
with dementia and their caregivers to services.

On some of the topics addressed in this chapter,
there is little information in the general literature. As
noted in chapter 1, OTA commissioned several
small, exploratory studies for this assessment in
order to learn more about how people with dementia
are linked to services and about problems that may
arise in that process. Although the findings of these
studies cannot be generalized with certainty, they do
provide insights into the linking process that are
useful in thinking about the characteristics of a
system that would effectively connect people with
dementia to services. Two of the OTA-commis-
sioned studies—one in Cuyahoga County, Ohio
(186) and the other in two counties in southern
California (866)—pertain particularly to the infor-
mational aspects of the linking process and are
discussed in some detail.2

An important conclusion that OTA draws from
the analysis in this chapter is that public education
and information and referral are two essential
components of an effective system to link people
with dementia and their caregivers to services.
Public education in this context means providing
general information to help people understand
dementia and the kinds of services that may be
helpful for individuals with dementia. /nformation
and referral in this context means providing infor-

1See table 1-2 in ch. ! for a list of the services that may be needed for people with dementia.
2Complete reports on the OTA-commissioned studics in Cuyahoga County and in southern California are available from the National Technical

Information Sezvice in Springfield, VA (see app. A).
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74 o Confused Minds, Burdened Families: Finding Help for People With Alzheimer's & Other Dementias

mation about and referrals to specific services and
sources of funding for services in the community.

Although this chapter focuses on the informa-
tional aspects of the linking process, it is important
to note that some people with dementia and their
caregivers are unlikely to respond to public educa-
tion programs and may be unable or unwilling to
contact an information and referral source on their
own. OTA's analysis in chapter 3 suggests that to
link some people to services, active outreach and
case management are necessary. Thus, outreach and
case management are also essential components of
an effective system to link people with dementia to
services.

Accurate information about services for people
with dementia includes information about the quai-
ity of services, as well as about the availability of
services and funding. Families and other caregivers
want the services they may use for a person with
dementia to be of acceptable quality, and their
perceptions about quality may influence their deci-
sions about using the services. Because of the
importance of information about quality and be-
cause of the complexity of issues involved in
evaluating the quality of services for people with
dementia, a full chapter of this report (ch. 5) focuses
specifically on problems in obtaining information
about quality.

CAREGIVERS’ VIEWS ON THE
NEED FOR INFORMATION

Families and other informal caregivers of people
with dementia often view the lack of accurate
information about services and funding for services
with frustration and consider it an important aspcct
of the difficulty of caring for a person with dementia.
Numerous State task forces and committees that
have focused on the problems of Alzheimer’s
disease and related dementias have noted caregivers’
concerns about the lack of accurate information
about services and funding (37,142,246,360,396,408,
497,500,530,537,592,599,870,920).3 The Alzheimer’s
and Related Diseases Task Force in Kansas reported,
for example:

Family members and caregivers pleaded at the
public hearings for information about Alzheimer’s
and related diseases. They pleaded for reliable

referrals to services and easily accessible and up-to-
date information so they could properly plan and
care for their loved ones (396).

The Wisconsin Task Force on Alzheimer's Disease
and Other Irreversible Dementias similarly reported:

Alzheimer’s family members often tell distress-
ing stories about not knowing where to go for help,
going from one service provider to another in a vain
search for assistance, and being misinformed about
availability of services or eligibility for programs
(920).

Echoing similar concerns, the New Jersey Alz-
heimer’s Disease Study Commission reported that
the caregivers of people with dementia were *‘all too
often passed from one potential information source
to another without obtaining answers and/or help in
identifying specific local resources’’ (599).

One of the specific concerns that caregivers
expressed to some State task forces and committees
on Alzheimer’'s and other dementias was that
accurate information on eligibility for publicly
funded programs such as Medicaid was lacking. The
task forces in Maryland and Michigan noted that
some caregivers had been given incorrect informa-
tion about Medicaid eligibility (497,530).

Another specific concern that caregivers ex-
pressed was the lack of information about legal and
financial matters related to patient care and the
difficulty of finding anyone to advise them on these
matters (37,99,142,246,408,497,500,530,599). One
son told the Kansas Alzheimer’s and Related Dis-
eases Task Force, for example:

We talked to 17 attorneys to find one who would
accept the case. There is no one place or phone
number that can answer specific questions. I have
been told I am asking questions that no one has ever

asked before (396).

Lastly, families and informal caregivers told State
task forces and committees that many physicians
were not knowledgeable about services that might
benefit people with dementia and their families and
did not refer ¢hem to such services (412,479,497,
500,531,592,599). Despite the fact that some care-
givers told State task forces and committees about
physicians who had been helpful in referring themto
support groups and other services (497,500,599),
many caregivers’ experiences were negative. One

3App. C lists reports of the State task forces and committees that have studied or are studying the problem of Alzheimer's discase and related

dementias.
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Phob credit: M.P. Cordero-Aranda

The difficulty of obtaining accurate information about
services and funding for sarvices is extremely frustrating
for many family caregivers.

woman in Michigan said her husband’s physician
gave her no referrals or other advice except to
‘*accept the fact that the patient would never be any
better than he was at that time and would probably
get progressively worse’’ and *‘take him home and
learn to live with it’’ (531). A caregiver in Massa-
chusetts said that the demented person’s physician
“'offered no advice or aay alternative other than
nursing home care’’ (500).

In 1986, in conjunction with OTA’s 1987 assess-
ment of Alzheimer’s and other dementias, a mail
survey of individuals drawn ‘rom the mailing list of
the national Alzheimer’s Association was performed
(926).4 Survey questionnaires vvere mailed to a

sample of 2,400 individuals, and responses were
received from 569 family caregivers of people with
dementia from 49 States and the District of Colum-
bia. The response. from these 569 caregivers indi-
cate the importance to family caregivers of informa-
tion and assistance in locating services and sources
of funding for services.

Part of the survey questionnaire asked respon-
dents how important they considered 11 different
types of ussistance in the care of people with
dementiz (926). The three types of assistance
consislered ‘ ‘essential’’ by the largest percentages of
the 569 responding family caregivers are listed
below. Two of the three (those in italics) had to do
with information and assistance in locating services
and funding for services:

1. A paid companion who could come to the home
a few hours each week to give them a rest (68
percent said that a paid companion was essen-
tial, and 96 percent indicated that it was either
essential, very important, or important).

2. Assistance in locating people or organizations
that provide care for the patient (56 percent
said that such assistance was essential, and 97
percent said it was either essential, very impor-
tant, or important).

3. Assistance in applying for Medicaid, Social
Security, Supplemental Security Income, etc.
(54 percent said that such assistance was
essential, and 94 percent said it was either
essential, very important, or important) (926).

Another study of 59 black family caregivers of
people with dementia in Cleveland, Ohio, had
similar findings (750). Asked what help they needed
to care for their relative with dementia, the care-
givers in this study said they needed the three things
listed below. One of these (the item in italics) had to
do with information about services and funding for
services:

1. Affordable respite services.

2. Counseling to help resolve family conflicts
about the patient’s care.

3. Information about Alzheimer's disease, avail-
able commu ity resources, and sources of legal
and financial assistance.

4A comnlete report on the 1986 mail suivey conducted in conjunction with OTA's assessment is avzilable from the National Technical Information

Service in Springfield, VA (see app. A).
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DEFICIENCIES IN CAREGIVERS’
KNOWLEDGE ABOUT SERVICES

Many caregivers of people with dementia have
limited knowledge about the availability of services
that may benefit a person with dementia. One of the
questions in the 1986 mail survey just mentioned
pertained to caregivers’ knowledge of services in
their communities (926). As shown in table 2-1, the
percentage of the 569 family caregivers who said a
service was available or not available varied, de-
pending on the service in question. The important
finding for the discussion here, however, is that,
depending on the particular service in question,
between 31 and 55 percent of the responding care-
givers said they did nc* know whether the service
was available. '

Another survey of family caregivers in 16 States
asked the caregivers if they knew of any services
(excluding support groups) for people with dementia
in their community (117). Although 43 percent of
the 597 responding caregivers said they knew of at
least one community service and 21 percent said
they were certain that no services were available in
their area, 36 percent of the responding caregivers
said they did not know whether any services were
available. Since the sample of family caregivers for
this survey was drawn from the mailing lists of
family support groups—and family support groups
often provide caregivers with information about
services (245,256,294)—the fact that more than
one-third of the survey respondents did not know
whether services were available in their community
is surprising and indicates the extent of the problem
of caegivers’ lack of knowledge about services.

A third study of 93 family caregivers of people
with dementia in Michigan also asked the caregivers
about the availability of services in their communi-
ties (138). Depending on the particular service in
question, 14 to 58 percent of the responding
caregivers said they did not know whether the
service was available. Clder caregivers were more
likely than younger caregivers to say they did not
know whether services were available. Caregivers
who were depressed (as shown by responses to a
widely used depression questionnaire) were less
likely than other caregivers to know whether serv-
ices were available.

Table 2-1—Family Caregivers’ Knowledge of Six Types
of Services, 1986 (N = 569)

“As far as you know, Is it possible where you five to obtain the
sarvices of”

Service Yes No Don't know
Pald companion/
home health alde ........... 52% 17% 31%

Visitingnurse ................ 55 11 34
Nursing home care ........... 23 36 41
Adutdaycare ............... 31 28 43
Respitecawe ................. 23 26 51
Domiclliary/boarding cawe ... ... 16 29 55

SOURCE: Yankeiovich, Skelly and White/Clancy, Shulman, Inc., “Care-
givers of Patients With Dementia,” contract repor’ repared for
the Office of Technology Asscesment, U.S. Congress, Wash-
ington, DC, April 1086,

As mentioned earlier, OTA commissioned an
exploratory study in Cuyahoga County, Ohio, to
shed light on the process by which people with
dementia are linked to services and the problems that
may arise in that process (186).° That study in
Cuyahoga County included in-depth interviews with
26 caregivers who contacted the telephone helpline
of the Cleveland Alzheimer’s Association Chapter
between April and July 1988—6 spouses, 14 adult
children, 4 other rclatives, and 2 friends of a person
with dementia. As part of the interview conducted
for OTA, each of the 26 caregivers was read a list of
20 services that might be needed for a person with
dementia and asked two questions with respect to
each service: 1) whether he or she had heard of the
service, and 2) whether he or she knew who provided
it in Cuyahoga County.

As shown in figure 2-1, the only services that
more than 75 percent of the 26 caregivers had heard
of were home-delivered meals, adult day care,
support groups, and in-home skilled nursing care
(186). The remaining 25 percent of the caregivers
were not familiar with these four services, and even
more caregivers were not familiar with other serv-
ices such as counseling, referral services, home-
maker services, and case management.

For many of the services on the list, a majority of
the 26 caregivers interviewed could not identify
specific providers. There were no services for which
more than 65 percent of the caregivers could identify
a specific provider. Only half of the caregivers said
they could identify a specific provider of referrals or
education and information programs on dementia.
Only one-third said they could identify a specific

SAll of the componeats of the study in Cuyahoga County, Ohio, are described in app. A.
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Figure 2-1—Caregivers’ Knowledge of Services in Cuyahoga County, Ohio, 1988
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provider of homemaker, companion, sitter, or home
health aide services.

The caregivers of people with dementia who were
interviewed in the exploratory study in Cuyahoga
County may not be representative of caregivers of
people with dementia across the country or even
caregivers in Cuyahoga County. That all 26 of them
were in contact with an Alzheimer’s Association
chapter suggests that these caregivers may be more
knowledgeable about services than caregivers in
general. Nevertheless, the fact that many of these 26
caregivers were unaware of services suggests that
lack of knowledge about potentially helpful services
is a significant problem among caregivers.

The Relationship Between Caregivers’
Knowledge of Services and the Use of Services

Not all families and other informal caregivers who
know about services use them. The 1986 mail survey
of family caregivers that was commissioned by OTA
as part of its 1987 assessment of Alzheimer's and
other dementias found that, depending on the service
in question, 32 to 61 percent of the family caregivers
who knew about a service had used or were using the
service (926). The previously mentioned survey of
597 family caregivers of people with dementia in 16
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States found that 58 percent of the caregivers who
knew about any community services had used at
least one of them (117).

To learn more about what factors determine
whether caregivers of people with dementia use
services and how caregivers’ knowledge of services
affects their use of services, the contractors who
conducted the study in Cuyahoga County asked the
26 caregivers they interviewed to give their opinions
about why people do not use services (186). Each
caregiver was read a list of 14 possible reasons why
people might not use services and asked: 1) whether
and how often each was a reason why people in
general did not use a service; and 2) whether it was
areason why they themselves did not use the service.

As shown in table 2-2, the reason for not using
services that was identified most frequently by the
26 caregivers in Cuyahoga County—both for people
in general and for themselves—was lack of knowl-
edge about what services are available (186). The
reason second most frequently identified by the
caregivers for themselves was inabiiity to afford the
services. The reason second most frequently identi-
fied by the caregivers fcr people in general was lack

N
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of knowledge about how to make arrangements to
use services.

In addition to including interviews with care-
givers, the study conducted for OTA in Cuyahoga
County, Ohio, included in-depth interviews with
representatives of 24 agencies in the county that
provide information and referrals for people with
dementia—4 hospitals, 2 home care agencies, 4
county and city government offices on aging, the
county human service agency, 3 private social
service agencies, 5 senior centers, 2 multiservice
agencies, the county public library, the county
information and referral agency, and a community
mental health center (186). Each of the agency
representatives was given a list of 15 possible
reasons why people might not use services and asked
to give his or her views on how often each reason
keeps people with dementia and their carcgivers
from using services.

As shown in \able 2-3, clients’ lack of knowledge
about the availability of services was identified as
often or occasionally a tarrier to service use by all
24 agency representatives in Cuyahoga County,
Ohio (186).

There are many reasons why people do not use
services. Barriers to the use of services that pertain
to the personal characteristics or perceptions of
people with dementia and their caregivers are
discussed in chapter 3. The main point here is that
the 26 informal caregivers and 24 agency representa-
tives interviewed in the study in Cuyahoga County,
Ohio, identified people’s lack of knowledge about
services as the single most important barrier to the
use of available services. Lack of knowledge about
services was identified as a barrier to the use of
services niore often than any other factor, including
the ability to pay for services. Although the results
of the study in Cuyahoga County cannot be general-
ized with any certainty given the small sample s;zes
and other aspects of the study, they do suggest that
lack of knowledge about services among the care-
givers of people with dementia is an important
barrier to the use of available services.

The Distinction Between Service
Consciousness and Service Knowledge

In thinking about the probl¢ . of caregivers’ lack
of knowledge about services, it is useful 10 distin-
guish between:

Q

e general awareness of services, which some
researchers call service consciousness; and

¢ knowledge about a specific service, including
who provides it in a community, which some
researchers call service knowledge (431).

As shown in figure 2-1, the study conducted for
OTA in Cuyahoga County, Ohio, made that distinc-
tion explicitly and found that many of the 26
caregivers interviewed there not only lacked service
knowledge (i.e., did not know of specific providers
of services in the community) but also lacked service
consciousness (i.c., had never even heard of some
types of services) (186). Most of the other studies
that have investigated caregivers’ knowledge of
services have not drawn any distinction between
service consciousness and service knowledge; and
the questions they have asked seem to pertain more
to service knowledge than to service consciousness.

Despite the tact that most studies have not focused
on it, caregivers’ lack of service consciousness is an
important aspect of the overall problem of care-
givers’ lack of knowledge about services. People
who are generally aware of potentially beneficial
services are likely to search for information about
the availability of a specific service in their commu-
nity when the need arises (431); people who are not
generally aware of services are unlikely to search for
that information.

Implications for an Effective System To Link
People With Dementia to Services

Since caregivers’ lack of knowledge about serv-
ices is at least one of the major reasons that people
with dementia and their caregivers do not use
services, an effective system to link people with
dementia to services must find ways of increasing
caregivers’ knowledge about services. In order to
increase caregivers’ knowledge of services, a link-
ing system must seek to enhance both caregivers’
general awareness of the kinds of services that may
be helpful (i.e., service consciousness) and their
knowledge of specific service providers (i.e., service
knowledge) (186).

Caregivers’ service consciousness can be in-
creased by public education programs and materials
such as those that have been developed by the
Alzheimer’s Association, other voluntary associa-
tions that represent people with Alzheimer's, Hunt-
ington’s, or Parkinson’s disease, or stroke, and some
State and local government agencies. Public educa-

O
Cu



Chapter 2—The Need for Public Education and Information and Referral o 79

Table 2-2—Caregivers’' Opinions About Why People Do Not Use Services,
Cuyahoga County, Ohlo, 1988 (N = 26)

How often Is it true Is this a reason you

for people In general? dd not use services?

Possible reasons why people do not use services ) Usually Yes
People don't know what services are avallable ..............ccccviviinnn 73% 81%
People know what services are avallable but don't know how to make 42 50

arangements to US them .. ...ovvviiairtririrrrrsossnntrnnenncraans
Peopie can't afford to pay for s8rvices .........ccccevieeiniieiiiiiiiiiianns 38 73
People don't think they need the services recommended to them............. 38 50
People don't use the services because they do not want

10 1080 thelr INABPBNABNCE . . ...ovvvriririrrrrereercresrssssosacsasonns 38 19
The system of services for peopie with dementia and thelr families

Is too complicated for people to figure out .. .....oovvvvineiiiiieeneenns 35 46
People don't recognize the fact that they need services ..................... 33 42
The kinds of services needed by peopie with dementia and thelr families

aren't available In the areas where some people lIve ........covvvevunaens 31 50
Some services needed by people with dementia and thelr familles

just aren't avallable . . ..... e e e e e e aaaeaaaaaa ettt iaaneeatanreonatne 31 54
Peopie don't have transportationtoservices ... .......coeeiviineiiiiiin 27 35
Using sarvices makes people feel uncomfortable . . .........covivvivviieens 27 31
Agencies that provide Information about services and make referrals don't

know enough about what services are avallable . ........ocoevvvnneenn 27 42
Pecple are afraid others will not approve if they use services . ............... 19 19
Psople have money but are not willingto payforservices . ..........c.00vee 3 8

SOURCE: S. Eckert and K. Smyth, “Methods of Loosting and Arranging Health and Long-Term Care Services for Persons With Dementia,” contract report
prepared for the Office of Technology Assessment, U.S. Congress, Washington DC, 1988,

Table 2-3—Agency Representatives’ Opinions About Why People Do Not Use Services,
Cuyahoga County, Ohio, 1988 (N = 24)

How frequently does each barrier keep

potential clients from using services?

Possible barriers Often Occasionally
Clients don® know that *-yvices are available . . . ..... «.ievvvtetiorrosttatatansseas 75% 25%
Clients do not have adequate financial resources topay fortheservice . ...............u0e 7 16
Clients desire to remain Independent of the formal care system ..........c.eo00evenienes 58 33
Services aren't avallable In 80Me GOOQGraphic areas . .. ..ot evvieereiienroitioiosasae. 58 29
Clients don’t recognize thev need formal 88rvices . ......ccvvveriiiirristersioncrsores 54 42
Clients don't have transportation to the BervICe . .. .. v v cvveiiiiereiivinnortocsononnnoes 54 25
The service system Is too compiex or fragmented for peopletouse . .........covvveenn 48 30
Clients don't know how to access services once they've found they're avallable ............ 42 48
Clients feel the recommended service isnotneeded .. ........coevvviveriiinnaceianne, 38 46
Clients are uncomfortabile using recommended 8ervices® . .......c..coviivivrrrrerrooses 38 38
Needed services aren't offered fordementiaclionts . .........coceiviviiiiiiiieivinnes a3 29
Persons providing information and referral don't have comprehensive knowiedge about 7/

what 86rvices are avallable® .. .. .....vtivriiiiiutritiirtirtantoriaiaeaenionnons 28 42
Clients are judged to have adequate financial resources but are unwiliing to pay for services . 16 42
Clients think others will disapprove of their using the recommended service ............... 12 29
Clients’ scheduies or competing demands prevent their use of services . .............vv0e. 4 29

S0ne respondent (4 percent) did not answer this question,
bThree respondents (12 percent) did not answer this question,

SOURCE: S. Eckert and K. Smyth, "Methods of Locating and Arranging Health and Long-Term Care Services for Persons With Dementia,” contract report
prepared for the Office of Technology Assessment, U.S. Congress, Washington DC, 1988,

tion programs and materials inform people about
dementia and about the kinds of services that may be
helpful for people with dementia; they generally do
not give detailed information about specific agen-
cies or individual service providers, although they
frequently do give a telephone number to call for
such information.

Q

The detailed information that people need in order
to select and arrange a particular service can be made
available through information and referral pro-
grams. Information and referral programs can only
assist people who contact them, however, acd
people who are unaware of services are unlikely to
call. This observation underscores the point made
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carlier that an effective linking system must include
public education as well as information and referral.

WHY ACCURATE INFORMATION
ABOUT SERVICES AND FUNDING
FOR SERVICES IS OFTEN NOT
AVAILABLE

There are many anecdotes about the difficulty of
obtaining accurate information about services and
funding for services for people with dementia. To
OTA’s knowledge, however, the only research on
the number and types of agencies that provide
information and referrals for people with dementia
and their referral procedures is the exploratory study
condu;:ted for OTA in Cuyahoga County, Ohio
(186).

The following discussion presents the Cuyahoga
County study’s findings about the information and
referral process for people with dementia in the
county, identifies seven reasons why accurate infor-
mation about services and funding for services is
often not available, and discusses the implications of
those findings and reasons for an effective system to
link people with dementia to services.

Although the findings in Cuyahoga County are
not necessarily generalizable to other localities, they
do provide a context and a basis for thinking about
the problem of lack of accurate information about
services and funding for services. OTA would like io
emphasize that no criticism of Cuyahoga Cournty is
intended by any part of the discussion in this report.
In fact, Cuyahoga County is known for its commit-
ment to aging and human services and for the re~ent
efforts of many organizations and individuals there
to improve services and service delivery for people
with dementia. Whatever problems in linking people
with dementia to services can ¢ noted in Cuyahoga
County, therefore, are likely to be worse in other
parts of the country. OTA is grateful to the agencies
in Cuyahoga County for their participation in its
study, which provides the only available data on
some aspects of the information and referral process
for people with dementia.

Photo credit: Bil Adams

Public education materials such as these fact sheets on
Alzheimer's disease and careglving can increase
cavegivers' knowledge about dementia and about the kinds
of services that may be heipful for a person with dementia.

The Information and Referral Process in
Cuyahoga County, Ohio

In 1987, OTA’s contractors mailed a survey
questionnaire to 324 public and private agencies in
Cuyahoga County, Ohio, that the contractors
thought might provide information and referrals or
services of any kind for people with dementia (186).
Ninety-seven (30 percent) of the 324 agencies
responded. OTA’s contractors did not make any
attempt to obtain information about the 227 agencies
that did not respond to the survey questiop .aire.

Of the 97 agencies that responded to the survey in
Cuyahoga County, 84 indicated that they did in fact
provide information and referrals and/or servicer or
people with dementia—38 hospitals, 9 nursing homes,
11 home care agencies, 2 adult day centers, 10 local
government agencies, 3 social service agencies, 21
senior centers or programs, 2 multiservice agencies,
10 referral agencies, and 8 other types of agencies
(186).

SA complete report on the study in Cuyahoga County is available from the 'Ijlatiomu Technical Information Service in Springfield, VA (see app. A).
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Of these 84, 75 agencies (including agencies of all
the types just listed) indic: ted that they do provide
information and referrals tor people with dementia
in Cuyahoga County. Some of the 75 agencies (¢.g.,
referral agencies) provide information and referrals
as their primary function, and others (e.g., hospitals,
nursing homes, senior centers) provide information
and referrals as a secondary function. Sixty-three of
the 75 agencies said that they provide information
and referrals for people with dementia who are not
receiving any services from the agency; presumably,
the other agencies provide information and referrals
only for people with dementia who are receiving
services from the agency.

As noted earlier, OTA’s contractors conducted
in-depth interviews with representatives of 24 of the
75 agencies that said they provide information and
referrals for people with dementia (186). According
to these agency representatives, many of the 24
agencies provide information and referrals for peo-
ple with dementia both over the telephone and in
person. They tell people about available services and
give them the names and telephone numbers of
specific service providers. Many of the agencies also
hand out or mail printed educational materials,
includiny,, Alzheimer’s Association brochures, other
pamphlets and articles on dementia, lists of nursing
homes and other types of agencies, and the names
and telephone numbers of agencies and contact
people within those agencies. One agency represen-
tative noted, ‘‘We send them anything we can think
of to get the information across.’’

Only about half the 24 agency representatives
interviewed in Cuyahoga County said that their
agencies provide information about funding for
services (186). With a few exceptions, the agencies
that provide it furnish information pertaining only to
funding for their own agency’s services.

Only 1 of the 24 agency representatives was from
an infontion and referral agency per se (186). The
other 23 agencies do not provide information and
referrals as a primary function but often provide
information and referrals as a byproduct of intake for
their own services—that is, if a person who contacts
the agency is not eligible for the agency s services or
needs services the agency does not provide, he or she
is referred to annther agency.

Other than the information and referral agency,
most of the 24 agencies do not consider a person for
whom they provide telephone information and

referrals to be their client (186). Thus, a person does
not become a ‘‘client’’ of the agency until he or shc
is linked to a service provided by the agency. Most
of the 24 agency representatives said their agencies
will provide information and referrals to anyone,
even if the person needing assistance is not a
“client’’ in this sense, but they seem to regard the
information and referrals they provide for people
they do not consider ‘‘clients’’ as an informal
community service rather than a formal function of
the agency.

The 24 agency representatives were asked what
criteria their agency used to select a provider once
the agency had determined that a person needed a
particular service (186). The criteria named most
frequently were the person’s financial situation and
the location of the service (8 mentions each). Other
criteria mentioned were the provider’s reputation
and past performance (7 mentions); the patient’s or
family’s needs, characteristics, and/or willingness to
accept a provider (6 mentions); and the agency’s
informal affiliations with various providers (4 men-
tions).

Eighteen (75 percent) of the 24 agency representa-
tives indicated that their agencies sometimes refer
potential clients to other agencies for a service even
though their own agency provides the service (186).
Among the reasons for interagency referrals, geo-
graphic location was the most frequently cited.
Other reasons included the referring agency’s inabil-
ity to accept new clients; patient or family prefer-
ence; the patient’s ineligibility for services from the
referring agency (e.g., too young); agency rules or
interagency agreements that certain categories of
people (e.g., those in need of protective services)
should be referred automatically to another agency;
and financial considerations.

Some of the agency representatives said that
clients are referred from one agency to another when
third-party reimbursement for a client’s care is no
longer available to the first agency (186). They said
that this practice is common when a client of a home
care agency is hospitalized: when the person is
discharged from the hospital, the hospita'’s home
health care agency often provides care until third-
party reimbursement runs out; then the person is
referred back to the original agency for ongoing care.

One item of particular interest in this OTA
assessment is how agencies that provide information
and referrals for people with dementia keep current

&)



82 e Confused Minds, Burdened Families: Finding Help for People With Alzheimer's & Other Dementius

on what services are available. In the study in
Cuyahoga County, OTA’s contractors gave all of the
24 agency representatives a list of ways in which one
might stay up-to-date and asked them which ways
were used in their agency (186). The largest number
of agency representatives (19 agencies or 79 per-
cent) reported that their agencies use the Cleveland
Alzheimer’s Association Chapter to keep current on
what services are available for people with demen-
tia. (Interestingly, the perception of the staff of
Cleveland Alzheimer’s Association Chapter office
is that very few agencies call the chapter for service
information. Since the study in Cuyahoga County
was conducted under the auspices of the Cleveland
Alzheimer’s Association Chapter, it is difficult to
know how many agencies actually use the chapter to
keep current and how many just gave the answer
they thought the researchers wanted to hear.)

The majority of the 24 agency representatives
interviewed in Cuyahoga County reported that their
agencies use the countywide information and refer-
ral agency, local government offices on aging,
Cleveland’s Federation for Community Planning,
and information supplied by other service providers
to keep current on what services are available for
peop’s with dementia (186). Some of the agency
representatives said that staff of their agencies keep
current by attending health fairs, seminars, work-
shops, and committee and board meetings or through
newsletters and published directories.

All 24 agency representatives reported that staff
of their agencies use *‘informal friendships or
association with other agency staff’’ to keep current
on what services are available for people with
dementia (186). On the basis of agency representa-
tives’ comments during the interviews, OTA’s
contractors concluded that informal networking is
probably the primary way that agency staff members
keep current on services for people with dementia.
Staff members not only learn about specific services
that way, but they also establish relationships with
staff of other agencies that are invaluable later when
they are trying to arrange services for a client.

All 24 agency representatives said their agencies
initiate contacts with other service providers for at
least some of the people for whom they previde
information and referrals, but only 1 of the agencies
initiates such contacts routinely (186). Other agen-
cies encourage people to make iheir own contacts
with agencies to which they are referred. Some

agencies only initiate contact with other agencies if
the person needing assistance is considered a client.
Often, a decision about who should make the contact
is based on staff judgment about the patient’s or
family’s ability and willingness to make the contact.
One of the 24 agency representatives referred to the
process of agency-to-agency contact as ‘‘babying’’
people who are afraid of making their own contacts.

Finally, although most of the 24 agency represen-
tatives interviewed in Cuyahoga County said their
agencies follow-up on some referrals to ensure that
needed services are obtained, few agencies have
systeraatic followup procedures. Some agencies ask
the patient or family and the other provider to report
back on the success or failure of a referral, but if
these individuals do not report back, they are not
contacted systematically by the agency.

Seven Reasons Why Accurate Information
About Services and Funding for Services for
People With Dementia Is Often Not Available

OTA'’s analysis of information and referral proce-
dures and agencies in Cuyahoga County, Ohio,
suggests that there are at least seven reasons why
accurate information about services and funding for
services for people with dementia is often not
available. The seven reasons are highlighted in the
discussinn that follows. OTA's informal discussions
with members of the advisory panel for this assess-
ment and with numerous other people who work
with dementia patients and their families in different
communities suggest that the saine reasons are
applicable in many areas of the country beyond
Cuyahoga County.

At the start of this assessment, OTA staff expected
that the biggest problem families and others confront
in trying to obtain accurate information about
services and about funding for services for people
with dementia would be the lack of information. In
the course of the assessment, however, OTA found
that wrong information and partial information may
be at least as big a problem as the lack of
information. Caregivers or others who contact an
information and referral source and receive no
information may continue to search for assistance
from other information sources. People who receive
wrong information—for example, those who are
told, ‘‘There are no services,”’ when, in fact, there
are services—may just accept the information as
correct and not even try to contact another source of
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information. Likewise, people who receive partial
information—for example, those who are told,
‘“There is an adult day care center 30 miles from
here,”’ when, in fact, there is another center much
closer—may accept what they have been told, only
to discover much later that there were other options.
The origins of wrong and partial information about
services and funding for services are identified in the
following discussion.

1, Because there are many potential provid-
ers of services for people with dementia
and because the servicesthey offer change
from time to time, it is difficult for anyone
to maintain an up-to-date list of available
services.

In the exploratory study in Cuyahoga County,
Ohio, OTA’s contractor sent a questionnaire to 324
agencies that they thought might provide informa-
tion and referrals or services of any kind for people
with dementia (186). Of the 97 agencies that
completed survey questionnaires, 84 agencies said
they did in fact provide information and referrals
and/or services for people with dementia. It is likely,
given the diverse needs of people with dementia and
their caregivers, that a good number of the 227
agencies that did not respond to the survey are also
potential sources of assistance. In addition, many
voluntary associations and individual professionals
to whom the questionnaire was not sent are potential
service providers for people with dementia.

The fact (hat there are many potential service
providers does not mean that enough services are
available or that dementia patients’ needs can be
met. The study in Cuyahoga County did not address
the many details about an agency’s services that
determine whether the services are really available
to a particular patient and whether they meet his or
her needs. Those details, which affect the availabil-
ity of services from agencies in all parts of the
country, not just Cuyahoga County, include:

¢ an agency’s general eligibility criteria and any
additional eligibility criteria for a specific
service;

e the exact nature of the service;

¢ when and where the service is provided and for
how long;

e what the service costs; and

e whether there is any source of funding for the
service other than client fees.

These kinds of details often reflect regulations
and requirements associated with the agency’s
funding source (c.g., Medicare, Medicaid, State
programs). They may also reflect State or local
government licensing or certification requirements
and the mission, objectives, and history of the
agency (391,481,641,821,831).

The details of an agency’s services change from
time to time, often in response to changes in the
requirements of the agency’s funding sources (641,
821,922). Federal, State, and local governments and
private associations and foundations initiate new
services and terminate others. Publicly and privately
funded research and demonstration projects that
provide services also begin and end. These changes
may increase or decrease the availability of services.
Since they also affect an agency’s overall budget,
these changes may also determine the total volume
of services an agency can provide.

Some of the changes in agencies’ services are
small, but their cumulative impact is to create a
constantly changing service environment. Agencies
may continue to exist with the same name and in the
same location, but the services they provide change
in ways that make them more or less available,
appropriate, accessible, and affordable for different
kinds of people. Keeping track of all these changes
in order to maintain an up-to-date list of available
services is difficult and time-consuming. Yet such a
list is an essential component of an effective system
for linking people to appropriate services.

Home care services generally change more fre-
quently and are more difficult to keep track of than
nursing home services. Most patients and families
prefer home care to nursing home care, however, and
so it is important to keep lists of home care services
up-to-date.

As awareness of Alzheimer’s disease and other
diseases that cause dementia has increased in recent
years, new services designed specifically for people
with dementia have been and continue to be de-
veloped in many communities. At the same time,
research and demonstration projects established
several years ago and other time-limited programs
that provide services for some people are ending.
Thus, the constant change that characterizes the
service environment in general is probably even
greater for services designed specifically for people
with dementia.
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Photo credit: N. Winter

To connect people with dementia to appropriate services, a linking system must have an accurate, up-to-date iist of avaiable
services that includes ali the kinds of services that may be needed for a person with dementla.

The number of potential service providers, the
many details that determine whether their services
are available and appropriate for a particular patient,
and the constant change in services contribute to the
difficulty families and others face in obtaining
accurate information about services. It is easy to
understand in this context why people sometimes
receive wrong information or partial information
about available services (324,641,821,939). The
need for an accurate resource list and the difficulty
of maintaining it are also clear.

Some areas of the country have fewer service
providers than Cuyahoga County, Chio, and some
have more. In areas with fewer providers, maintain-
ing an up-to-date resource list is less difficult but
equally important for linking people to appropriate
services.

In many communities, one or more agencies
compile and update resource lists that may include
all availeble services, certain types of services, or
services for certain client groups. In some communi-
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ties, the area agency on aging (AAA) or a local
government office on aging maintains a list of
services for elderly people. Lists compiled by these
groups are not always complete or accurate with
respect to services that may be needed for people
with dementia, however. That observation is illus-
trated by the fact that in 1985, the Georgia Alz-
heimer’s Disease Study Committee requested that
the State’s AAAs provide an inventory of services
that might be used for people with dementia; the
committee subsequently found that the inventories it
received from the AAAs ‘‘varied widely in their
completeness and accurscy to the extent that addi-
tional editing, followup, and refinement of re-
sponses [were] needed before they could be used’’
(246). Other State task forces and committees have
not commented specifically on the completeness or
accuracy of resource lists in their States, but some
have noted that an accurate list is needed, and some
have attempted to compile such a list, thus suggest-
ing that the lists available to them were not adequate
(37,142,360,396,497,500,538,599,713,790).
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To maintain an accurate list of services requires a
continuing commitment of resources. Computers
and available software packages greatly facilitate
the task, but whoever is maintaining the list must
commit the time needed to keep track of changes,
identify new services, and update the database.
Government agencies and private groups soractimes
pay for the development of a resource list on a
one-time basis but fail to commit resources for
updating it (259). As time passes, families and others
that contact providers on the list find that some
services have changed or are no longer available.
New services may not be on the list at all. Without
continual updating, the list itself can become a
source of wrong or partial information.

2. A large number of agencies and individu-
als provide information and referrals for
people with dementia, but many of them
do not have an accurate resource list or
other effective methods for keeping up to
date on available services.

The study conducted for OTA in Cuyahoga
County, Ohio, illustrates that a given area may have
many sources of information and referrals for people
with dementia (186). Of the 97 agencies that
responded to the survey questionnaire that OTA’s
contractors sent to public and private agencies in the
county, 75 indicated that they provide information
and referrals for people with dementia. It is possible
that some of the 227 agencies that did not respond to
the survey also provide information and referrals.
Furthermore, some of the voluntary associations and
individual professionals who were not included in
the agency survey may 2lso provide information and
referrals for people with dementia in Cuyahoga
County. /

From their interviews with 24 agency representa-
tives in Cuyahoga County, OTA’s contractors deter-
mined that, in general, agency staff keep up to date
on available services through informal contacts and
active networking—a process one agency represen-
tative called ‘‘hustle’’ (186). In the view of these
contractors, the reliance of agency staff on informal
contacts and relationships to keep current cannot be
overstated. OTA’s contractors found, however, that
many of the agency representatives lacked a broad
knowledge of available services, and the contractors
concluded that although informal networking may
be a valuable source of information about services,

it is not sufficient by itself in a complex service
environment, such as that found in Cuyahoga
County and many other parts of the country.

To maintain an accurate list of services for people
with dementia and their caregivers is difficult, as
discussed earlier, and many agencies that provide
information and referrals for people with dementia
are unlikely to be able to commit sufficient staff time
to maintain such a list, Individual physicians, other
health care and social zervice professionals, and
service providers who refer dementia patients and
their families to services are also unlikely to be able
to maintain an accurate resource list. A survey of 10
Alzheimer’s Association chapters conducted for
OTA in 1988 found that the chapters generally did
not have systematic procedures for maintaining a
comprehensive resource list (484).7

The large number of agencies and individuals that
provide information and referrals for people with
dementia, often without an accurate resource list,
increases the likelihood that patients, families, and
others will receive wrong information or partial
information about available services. Given this
problem, it would seem desirable to have a single
agency in each community designated to maintain a
list of available services and to allow other agencies
and individuals easy access to the list. For such a
system to function cffectively, all agencies and
individual service providers would have to be
committed to it. Ideally, agencies and individual
providers would share a database that they could
access by telepnone or through periodic receipt of
updates on a magnetic storage medium (186).

3. Many agencies do not track the people
they scrve by either diagnosis or condition
and therefore do not identify people with
dementia; people with dementia who are
not identified as such are unlikely to
receive appropriate information or refer-
rals.

People with dementia must be identified as such
if they and/or their caregivers are to receive appro-
priate information and referrals. Very few of the
agencies in Cuyahoga County that responded to the
initial questionnaire or were interviewed keep re-
cords on the people they serve by either diagnosis or
condition (186). Most of these agencies do not keep
such records either on people for whom they provide

7See ch. 8 for a discussion of the survey of 10 Alzheimer's Association chapters.
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telephone information and referrals or on people
who receive services from the agency. A study of
Massachusetts agencies that offer information and
referrals and home care services found that these
agencies also did not track the people they serve by
cither diagnosis or condition (756).

The fact that an agency does not track people it
serves by their diagnosis or condition does not prove
that the individual social worker, nurse, or other
information and referral agent at the agency is
unaware of the person’s diagnosis or condition. It
suggests that this could be the case, however. If a
person with dementia is not identified as such by an
information and referral agent, the person will not be
referred for specialized services even if the services
are available and appropriate for his or her needs.
Furthermore, printed materials about dementia and
caregiving techniques that could be helpful to the
person’s caregiver are unlikely to be provided; and
common characteristics and care needs of people
with dementia that influence the kinds of services
they need may not be recognized.

It is important to note that some agencies do
identify clients by their diagnosis or condition.
Examples are Alzheimer’s Association chapters,
other voluntary associations that serve people with
Alzheimer’s, Huntington's, or Parkinson’s diseases
or stroke, and Alzheimer’s diagnostic and assess-
ment centers.®

4. Thelocation of services is often an impor-
tant factor in caregivers’ decisions about
service use, but agencies making referrals
do not always consider location.

Many of the 26 caregivers of people with demen-
tia who were interviewed by OTA's contractors in
Cuyahoga County indicated that the location of a
scrvice influenced their decision about using the
service (186). Many of the 24 agency representatives
interviewed in Cuyahoga County also identified the
location of services as a factor that affects use. For
some patients and families, location is of concern
because they do not have a car or other means of
transportation. For others, location is of concern
because there is a possibility that the person with
dementie may become agitated on a long ride, and
this prospect may discourage families from using
services (488).

Some communities are so small that the location
of services may not significantly affect caregivers’
decisions about their use. In other communities,
there i8 no choice of service providers because only
one provider exists. In communities where there is
a choice, however, it would be helpful to patients
and caregivers if the referrals they got inciuded the
names of providers near their homes. Making such
referrals requires the availability of a comprehensive
resource list and may require special formatting of
the list to identify providers in specific locations.

5. There are many potential sources of fund-
ing for services. Complex rules for each
source make it difficult for anyone to
provide accurate information about fund-
ing in general and even more difficult to
provide information that is relevant to the
service needs of a particular patient.

About half of the 97 agencies that responded to
the initial survey questionnaire in Cuyahoga County
indicated that they do provide information about
funding for services, but the information that most of
them provide pertains only to funding for their own
agency’s services (186). Few of the agencics re-
sponding to the survey indicated that they offer
benefits counseling (i.e., information about various
sources of funding for services and how and where
to apply for benefits).

The OTA contractors who conducted the study in
Cuyahoga County concluded that benefits counsel-
ing is difficult to provide (186). One of the reasons
it is difficult is that there are many potential sources
of funding for services. Many Federal, State, and
local government programs, private agencies, and
voluntary and charitable organizations pay for some
services that may be needed for people with demen-
tia. Furthermore, some people have private insur-
ance that covers some services.

It is important to emphasize that the fact that there
are many potential sources of funding for services
does not mean that adequate funding is available.
Each funding source has rules that limit the availa-
bility of funds by restricting who is eligible and what
services are covered. Eligibility may be restricted on
the basis of a person’s age, income, assets, diagno-
sis, physical or mental condition, residence, family
composition, and other factors. Coverage may be
restricted by rules about the type of service that can

$Regional Alzheimer's diagnostic and asscssment centers are discussed in ch. 8.
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be paid for; the profession, training, and licensure of
a person who can be reimbursed for providing the
service; the setting in which it can be provided, and
its duration and frequency (124,391,641,831). The
rules in each of these areas are interrelated, so thata
particular service is paid for only if it is provided to
a patient with a certain diagnosis or condition, by a
certain provider, in a certain setting, for a given time
period.

It is often unclear whether a person with dementia
will be eligible for services paid for by certain
programs—especially programs like Medicare and
Medicaid that have eligibility and coverage require-
ments related to a person’s physical condition and
physical care needs. Although many people with
dementia are determined to be ineligible for funding
for services through these programs (124,186,831),
other people with dementia do receive services paid
for by these programs. This situation may arise
because of real differences in the physical condition
and physical care needs of different patients. On the
other hand, it may arise because of differences in the
way a patient’s condition and care needs are
described on an application or billing form or
because of different interpretations of a program'’s
regulations by its administrators. The eligibility and
coverage requirements for services paid for or
provided by tiie U.S. Department of Veterans Affairs
(VA) are particularly complex and difficult for
non-VA information and referral sources to under-
stand or explain to caregivers.’

To further complicate an already confusing situa-
tion, the eligibility : nd coverage requirements of all
funding sources change from time to time. Overall
funding levels also change, and so the total amount
of available assistance varies over time.

The large number of potential sources of funding
for services, the complexity of their eligibility and
coverage requirements, changes in the rules and
overall funding levels, and uncertainty about whether
a person with dementia fits within the eligibility and
coverage requirements make it extremely difficult’
for anyone to provide accurate information about
available funding (186,641,790). It is easy to under-
stand in this context why families and others receive
wrong, partial, or no information about potentially
beneficial funding sources.

United Seniors Health Cooperative, a nonprofit
organization in Washington, DC, has developed a
computerized service that identifies an elderly
person’s potential eligibility for more than 50 local,
State, and Federal funding programs (799). This
service, called the ‘‘Benefits Outreach and Screen-
ing Service,” is a promising approach to making
available accurate information about funding for
services. To use the Benefits Outreach and Screen-
ing Service, an individual completes a questionnaire
about his or her finances, medical condition, and
other information. That information is then fed into
a computer, which reviews the available funding
programs, identifies benefits the person may be
eligible for, and prints out a list of those benefits and
instructions on how and where to apply for them.
The software package for the service has been
purchased by a consortium of human service agen-
cies in Buffalo, New York, and by agencies in 15
other areas of the country, including AAAs in
Virginia and county government agencies in Wis-
consin. As of late 1989, the software was being
adapted for use in New York State, where it will not
only identify benefits the person may be eligible for
but also print out completed applications for six
publicly funded programs (799).

6. The terms used for many services that
may be needed for people with dementia
are new to families and others. If families
and other caregivers do not understand
what the services are, information about
the availability of these services is mean-
irgless to them.

For various reasons, the terms used for many
services that could b:aefit people with dementia
may not be understood by families and others (324).
Terms such as ‘‘respite care,’’ *‘congregate meals,’’
‘‘case management,”’ and *‘tclephone reassurance’’
are new to many families. Interestingly, OTA’s
contractors in Cuyahoga County found that even
some caregivers who had used case management did
not recognize the term (186).

The terms used for sot e services reflect the
requirements of their funding source, and not
necessarily the needs of patients or the actual
services provided. Examples are ‘‘homemaker’’ and
‘‘home health aide’’ (299,303). Medicate pays for
‘“‘horne health aides’’ in certain circumstances but
rarely pays for ‘‘homemakers;’’ the difference

9The complexity of the VA's eligibility and coverage requirements is described in cb. 6.

(\-o

\;:'.)



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

between the two is defined in Medicare regulations.
Many caregivers who need someone to help them
take care of a dementia patient at home arc noi
familiar with the Medicare regulations and do not
define their service needs in terms of those regula-
tions. Such caregivers are not likely to understand
the difference between a ‘‘homemaker’’ and a
‘‘home health aide’’ without a clear explanation, and
as illustrated in the case of Mrs. D in chapter 1, some
service providers have difficulty explaining the
difference clearly. The biggest difference often is
who pays for the service, not what is provided.

Information and referral agencies often categorize
services according to the terms providers use for the
service. If someone calls an information and referral
agency for information about a service but uses a
different term for it than the provider uses, the
person may not be told about a potentially helpful
provider. Instead, the person may be told about
providers who call their service what the person said
he or she wants but may not offer what the perscn
actually needs.

Information about services is meaningless to
families and others who do not understand what the
services are. To make the information meaningful,
the service must be described and categorized in
terms relevant to patients’ and caregivers’ needs.
Categorizing services in a way that is relevant to the
needs of patients and families, however, is a difficult
task for information and referral agencies (183).

7. Proprietary concerns and agency turf
issues sometimes deter staff in one agency
from giving people information about
another agency’s services.

Although nearly 75 percent of the 24 agency
representatives interviewed in Cuyahoga County
said their agencies sometimes refer people to other
agencies for a service even if their own agency
provides it, OTA’s contractors concluded that most
of the agencies refer people to their own services
(186). This practice is to be expected because the
staff of a particular agency are most familiar with
their own agency’s services and because the services
of one’s own agency are often easiest to arrange. On
the other hand, referring a patient to the services of
an agency other than one’s own may be more
appropriate if the other agency is closer to the
patient’s home or offers services that are more
appropriate for the patient’s needs.

Q

To say that proprietary concerns deter one agency’s
staff from giving people information about another
agency’s services implies that the first agency is
aware of the other agency’s services, knows they are
appropriate for the patient, and still does not refer the
patient or family to that agency. That was the
implication in some agency representatives’ com-
plaints about hospitals that provide home care for
patients through their own home health care agency
until the patients’ third-party reimbursement runs
out and then refer the patients to another hoine care
agency (186).

A different problem occurs when one agency’s
staff members do not give people information about
another agency’s services because they are not
aware of the other agency’s services or do not
consider those services appropriate for a patient’s
needs. This situation is particularly likely to occur
when the two agencies are in different *‘systems.”

As discussed in chapter 1, most services for
people with dementia are provided in one of several
broad systems: the medical care system, the aging
services system, the mental health system, the social
service system, the public health system, and the
public assistance system. These systems are deline-
ated by the Federal programs that fund them, the
training of people who work in them, and historical
divisions among State and local government agen-
cies that administer the services. Although not
rigidly differentiated, the systems generally are not
integrated with one another.

For several reasons, referrals are more likely to
occur within a system than from one system to
another. One reason is that informal networking
between agencies often occurs only within a given
system, and service providers in one System may not
be aware of services in other systems. Another
reason is that service providers in the same system
tend to have a common perspective on dementia and
the appropriate care for people with dementia. Thus,
they may have greater understanding of and confi-
dence in services provided by other agencies and
individuals in their system than in services provided
by other systems. . :ently, agencies in one
system, say the mental healt® or social service
system, may not refer people to services provided by
agencies in another system, say the aging services
system; and conversely, agencies in the aging
services system may not refer people to services
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provided in the mental health or social service
systems.

Proprietary concerns and agency turf issues some-
times interfere with the development of an accurate
list of available services. A list developed by some-
one in one system may not include services provided
by agencies in other systems. In addition, anecdotal
¢vidence suggests that some agencies do not want an
accuzate list to be developed because they are afraid
they will lose clients to other agencies (611).

At the time of the study in Cuyahoga County,
proprietary agencies were mot included in the
resource list of the countywide information and
referral agency (185). OTA does not know whether
proprietary and nonproprietary agencies constitute
separate Systems in other areas of the country.
Clearly, beneficial services for persons with demen-
tia are provided by both proprietary and nonproprie-
tary agencies, and caregivers and others need to
know about services provided by both types of
agencies in order to make informed decisions about
the patient’s care.

The first steps in overcoming turf problems that
interfere with the availability of accurate informa-
tion about services are to include all providers in the
resource list and to foster a sense of joint ownership
of the list. As discussed elsewhere in this report,
there is a general need for integration of services,
service providers, and systems.

Implications for an Effective System To Link
Pecple With Dementia to Services

Given the large number of potential services,
service providers, and sources of funding and the
complex and changing rules that restrict their
availability, it is not surprising that families and
others sometimes receive wrong, partial, or no
information about services and funding for services
for people with dementia. The many agencies and
individuals that provide information and referrals for
people with dementia compound the potential for
error. Although some agency staff members, indi-
vidual health care and social service orofessionals,
and service providers are undoubtedly more knowl-
edgeable about available services than others, fami-
lies and others who need help in locating appropriate

services have no way fo tell the difference.
Q

The discussion in this section has turned repeat-
edly to the importance of an accurate, comprehen-
sive resource list. Without such a list, agency staff,
individual health care and social service profession-
als, service providers, voluntary associations, and
others that refer patients and families to services
must rely on informal networking and *‘hustie’’ to
keep current on available services. These methods
are helpful, but they are not sufficient in complex
service environments.

Most areas of the country have fewer agencies and
individual service providers than Cuyahoga County,
Ohio, and some communities may have so few that
a formal resource list is not necessary. In the course
of this assessment, however, OTA has been told by
many individuals that there are no services in a given
community, but later has been told by other sources
that there are some services, either in that commu-
nity or readily available to its residents from a
nearby community. This situation has occurred most
often when, for example, the available services are
provided by a mental health agency and the individ-
ual is familiar with social service or aging network
agencies. OTA does not intend to suggest here that
sufficient services are available if all systems are
considered, but only to point out that even people
who are concerned about services for people with
dementia and think they know what is available in
their community may not be aware of some services.

Maintaining an accurate resource list is difficult
and requires a continuing commitment of resources.
Ideally, one agency in a community should maintain
the list and other agencies and individuals should
have access to it. To address caregivers’ concerns
about the location of services, lists for other than
very small communities should be formatted to
allow easy retrieval of information about service
providers in a given geographic area. To begin to
address some of the turf problems that interfere with
the availability of accurate information about serv-
ices, the list should include all service providers and
be readily available for their use.

Computers make it easier now than in the past for
an agency to compile and update a resource list and
to make the updated version of the list available to
other agencies and individual service providers.
Special compute - software, such as that used for the
previously described Benefits Outreach and Screen-
ing Service created by United Seniors Health
Cooperative (799), may be the only effective way to
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keep track of the large number of funding sources
and the complex and changing eligibility and
coverage requirements that determine whether bene-
fits are available to an individual.

The availability of an accurate and comprehensive
resource list would neither change the inherent
complexity of the service environment at the com-
munity level nor make up for lack of services. It
would improve access, however, aid, by letting
people know what services exist, it would allow for
more appropriaie use of services. Likewise, the
availability of accurate informztion about funding
for services would neithe: change the inherent
complexity and fragmentation of public and private
programs that pay for services nor make more
funding available. It would increase the likelihood
that people receive benefits for which they are
eligible, and it would allow families and others to
plan realistically for the care of peog.ie with demen-
tia. The process of compiling and maintaining an
accurate resource list also could aid in efforts to
identify gaps in services and funding for services for
people with dementia.

If a single agency in a community were designated
to maintain an accurate resource list, the designated
agency would not have to be the source of all
referrals or the single access point for services. The
desirability of establishing a single access point for
services in each community has been debated by
many investigators (see, e.g., Callahan, 1981 (104),
and Piktialis and Callahan, 1986 (661)). Some
service providers fear that if a single agency is
designated 1> maintain the resource list, tkat agency
will control referrals and may discriminate against
certain providers (611). If the single agency were
required to make the resource list widely available,
however, other agencies, individual health care and
social service professionals, voluntary associations,
and others could use it themselves to make referrals.

The findings from Cuyahoga County, Ohio, and
elsewhere suggest that people with dementia are not
always identified as such by agencies that provide
information and referrals (186,756). In the past
decade, the awareness of Alzheimer’s and other
dementias has increased greatly among health (e
and social service professionals and service p svid-
ers. Nevertheless, some people who provide infor-
mation and referrals are not trained or predisposed to
identify dementia in their clients. A system to lirk
people with dementia to services must include

Q

mechanisms for identifying people with dementia if
it is to provide appropriate information to such
people or refer them to appropriate services.

Lastly, OTA's contractors found that most of the
agencies that responded to the survey in Cuyahoga
County do not have systematic procedures to follow-
up on referrals to make sure patients receive needed
services (186). The lack of followup procedures does
not pertain to the availability of accurate information
about services, the topic of this section, but it is
relevant to a different question: If accurate informa-
tion about services for people with dementia is
available, can patients, families, and others use it to
locate and arrange the services they need? That
question is touched on in the followinz section and
discussed in detail in chapter 3. OTA’s contractors
in Cuyahoga County noted a difference between the
kind of referral support, including followup, re-
ceived by people who are considered clients of an
agency and the referral support received by people
who just get information and referrals over the
telephone (186). Patients and families who need
assistance to follow through on a referral are more
likely to receive it if they are considered clients of
the referring ageucy. In either case, however, with-
out systematic followup procedures, an agency that
provides information and referrals is unlikely even
to know which of the people it has referred to
services actually needed more help to follow
through on the referrals. Systematic follow-up
procedures are essential to keep such people from
‘‘falling through the cracks.’’

WHAT IS SPECIAL ABOUT THE
INFORMATION AND REFERRAL
NEEDS OF PEOPLE WITH
DEMENTIA

Many aspects of the information and referral
process are similar for individuals with dementia
and indivicduals with other conditions, but there are
some differences that are relevant to developing an
effective system to link people with dementia to
services. Several of these differences are identified
in the following discussion, which draws on the
observations of administrators of State information
and referral programs, an analysis of data on callers
to the ‘‘Home Help Line’’ of the Benjamin Rose
Institute in Cleveland, and some findings from the
caregiver interviews that were part of the study
conducted for OTA in Cuyahoga County, Ohio.
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Comments by Administrators of State
Information and Referral Programs

Comments to OTA by the administrators of some
State information and referral programs suggest that
calls made about services for people with dementia
often require more time than calls about services for
other people. The director of Alzheimer’s Informa-
tion Services in Massachusetts, for example, has told
OTA that calls received by the State’s Alzheimer’s
telephone information and referral program usually
last much longer than calls received by the State’s
general information and referral program for elderly
people (121). He estimates that whereas calls to the
State’s general information and referral program for
elderly people usually last only a few minutes, calls
to the Alzheimer’s information and referral program
typically last about 20 minutes and sometimes last as
long as an hour and a half.

An administrator in the Oklahoma Special Unit on
Aging that has a telephone information and referral
program for elderly people has told OTA that people
who call the program for a person with dementia
usually want more than information and referrals
(544). He says that people calling for a person with
dementia are much more likely than people calling
for a nondemented elderly person to ‘‘want to talk.”’

The director of the North Carolina Alzheimer’s
telephone information and referral program also
says that people who call that program often want
more than information and referrals (290). Her
perception is that many callers want help in under-
standing dementia and defining the patient’s service
needs, as well as information and referrals.

An Analysis of Data on Callers to the
Benjamin Rose Institute’s Telephone
Information and Referral Program

OTA is not aware of any research that specifically
compares the process of information and referral for
people with dementia to the process for nonde-
mented people. In the absence of such research, the
OTA contractors who performed the study in Cuya-
hoga County, Ohio, analyzed data that was collected
in 1984 and 1985 on people who had called the
Benjamin Rose Institute’s telephone information
and referral ‘‘Home Help Line’’ in those years (186).

The Benjamin Rose Institute is a nonprofit agency in
Cleveland, Ohio, that conducts research and pro-
vides health care, social services, and residential
cate for elderly people.

OTA'’s contractors compared data on two groups
of people who had called Benjamin Rose Institute’s
Home Help Line:

e 30 individuals who had called the Home Help
Line for an elderly person with a mental
impairment (e.g., Alzheimer’s disease, mental
illness, brain damage, forgetfulness, confusion,
or senility!0); and

¢ 116 individuals who had called the Home Help
Line for an elderly person with a physical health
condition and no mental impairment (186).

OTA'’s contractors found several differences be-
tween the two groups of callers that point to special
aspects of the information and referral process for
people with dementia (186). First, more than one-
third (36 percent) of the physically impaired people
called the Home Help Line themselves, but none of
the mentally impaired people did. This finding
illustrates the limited capacity of people with a
mental impairments to contact an information and
referral source for themselves and supports the
conclusion of this OTA assessment that an informa-
tion and referral program is not itself sufficient to
link people with dementia to services; as discussed
in chapter 3, people with dementia who have no
family member or other informal caregiver to help
them may require vutreach and case management.1

People who had called the Home Help Line for a
mentaily impaired person were more likely than
people who had called for a physically impaired
person to have previously contacted another agency
that could not provide the needed assistance. The
two groups of callers also differ=d in their reasons
for calling the Home Help Line. People who had
called for a mentally impaired person were more
likely than people who had called for a physically
impaired person to say:

o that they needed help in deciding what types of
services would be most helpful;

e that they needed to know what services Medi-
care and Medicaid cover; and

10The definition of mental impairment in the Benjamin Rose Institute's data set included mental illness as well as dementia, 50 the findings do not

pertain only to people with dementia.
11For OTA's analysis in support of this conclusion, see ch. 3.
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e that they needed help in knowing what tasks
they could expect someone they hired to do
(186).

Another difference between the two groups was in
the percentage of people in each group who made it
through various steps in the process of getting
services. OTA’s contractors identified five steps in

that process:

1. contacting an information source to obtain a
referral;

2. receiving the name of a service provider;
3. contacting the provider;

4, finding that the provider actually oifers the
needed service; and

5. using the service (186).

When OTA'’s contractors compared people who had
called the Home Help Line for a mentally impaired
person and people who had called for a physically
impaired person in relation to these steps, they found
two differences (186). First, the percentage of people
who received a referral was smaller for people who
had called for a mentally impaired person (79
percent) than for people who had called for a
physically impaired perscn (86 percent). Second, the
percentage of people who ended up using the service
to which they were referred was smaller among the
mentally impaired people (11 percent) than among
the physically impaired people (19 percent).

OTA’s contractors also found that the people who
had called the Home Help Line for a mentally
impaired person were more likely than people who
had called for a physically impaired person to say
that they were having difficulty providing care (e.g.,
were not able to continue giving the same amount of
assistance they had been giving or did not have
enough time or energy to provide the care needed)
(186). Research indicates that the caregivers of
cognitively impaired people are gencrally more
stressed than caregivers of physically impaired
people (161,296,415,612). The finding that people
who called the Home Help Line for a mentally
impaired person were more likely to have problems
providing care suggests that providers of informa-
tion and referral for people with dementia must be
especially attentive to the needs of caregivers.

Q

Findings From Interviews With Caregivers
in Cuyahoga County, Ohio

As noted earlier, the OTA-commissioned study in
Cuyahoga County, Ohio, included interviews with
26 caregivers who called the Cleveland Alzheimer’s
Association Chapter’s telephone helpline between
April and July 1988 (186). Many of the 26 caregivers
said they had been unsure at the time they called the
helpline about what service they needed, and half of
them said they had called the helpline for assistance
in deciding what types of services would be most
helpful. Six caregivers (23 percent) said they had
called to find out what services Medicare or Medi-
caid cover. Several caregivers said they had called
the Alzheimer’s helpline just to talk, and many
seemed to be reaching out for emotional support and
reassurance.

Eleven (42 percent) of the 26 caregivers had
previously contacted other agencies, including in-
formation and referral agencies, diagnostic centers,
social service agencies, hospitals, and nursing homes.
One spouse who was looking for day care said, *‘I
was not able to find anything out.’’ A daughter said
she had called hospitals and other agencies and that
her call to the helpline was motivated by ‘‘complete
frustration.’’ Another daughter said, ‘‘I called num-
bers from the telep” one book—it was a waste of
time.”’

Although not all of the 26 caregivers had called
the Alzheimer's helpline for a referral, 23 caregivers
received the name of one or more service providers
(186). Of these 23 caregivers, almost half (11
caregivers) did not subsequently contact the service
provider(s) recommended. The caregivers who did
not contact the recommended service provider(s)
gave a variety of reasons. Two of them cited the
anticipated cost of the service; a third decided she
did not need the service yet; and a fourth said she did
not contact the recommended provider because ‘‘the
phones at the agencies were not answered or the line
was busy.”” In one case, a granddaughter had
received referrals for day care and nursing homes for
her grandmother, but her parents were not willing to
act on the recommendations she received. In another
case, a son carit:g for his 83-year-oid mother felt that
the referral he received did not go far enough: *‘I was
tol: to find a doctor on my own and was sent a list
of hospitals. I didn’t contact any of them because no
one recommended a specific doctor.’’
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Of the 12 caregivers who did contact the recom-
mended service provider(s), 9 caregivers reported
that the provider(s) actually offered the needed
service, and all 9 used the service (186). The other
three caregivers who contacted the recommended
service provider found that the provider did not have
the service they needed. Two of the three said the
hours that services were offered by the provider did
not meet their needs. The third caregiver who was
caring for her mother who had both dementia and
cancer felt that no agency she contacted provided the
kind of care her mother needed.

The percentage of caregivers who advanced
through the five steps in the process of getting
services and sctually used the service(s) to which
they were referred was larger among the caregivers
who got a referral from the Cleveland Alzheimer’s
Association Chapter’s helpline (35 percent) than
among people who contacted the Benjamin Rose
Institute’s Home Help Line (11 percent) (186).
Although the reasons for this difference are unclear,
it may be attributable to one or more of the following
factors: 1) as a helpline operated by a dementia-
specific organization, the helpline operated by the
Cleveland Alzheimer’s Association Chapter may
attract callers with more clearly defined needs than
the Home Help Line of the Benjamin Rose Institute;
2) caregivers who contact the Alzheimer’s Associa-
tion helpline may be in more immediate need of
services than caregivers who call the Benjamin Rose
Institute; 3) the person who staffs the Alzheimer’s
Association helpline may provide comparatively
more support to callers, thus encouraging them t»
follow through on referrals; 4) the service providers
to which Alzheimer’s Association helpline callers
are referred may be more appropriate for the needs
of people with dementiz; or 5) the callers to the
Alzheimer’s Association’s helpline may regard the
helpline as a source of expertise about the special
needs of a person with deinentia, thus adding to the
credibility of the referral.

Implications for an Effective System To Link
People With.Dementia to Services

The preceding discussion of special aspects of the
information and referral process for people with
dementia suggest: that the information and referral
component of a system to link people with dementia
to services must meet certain requirements in order
to funcuon effectively. In particular, the staff of the

ix}formation and referral program must be able tc
©

spend enough time to understand the individual
caregiving situation and to help the caregiver define
the patient’s care needs and determine what types of
services would be helpful. In addition, the staff must
be:

e knowledgeable about dementia and the care
needs of people with dementia;

e knowledgeable about services for people with
dementia;

e able to provide accurate information about
eligibility and coverage for services that may
be needed for people with dementia through
Medicare, Medicaid, and other funding sources;
and

e attuned to the stresses associated with caring
for a person with dementia and the difficulties
dementia caregivers may have already encoun-
tered in trying to obtain accurate information
about services and funding for services.

These requirements define what it would mean for
an information and referral program to be dementia-
capable. Some people believe that unly a dementia-
specific information and referral program, i.c., a
program that serves only people with dementia and
their caregivers, could meet the requirements. Most
of the members of the advisory panel for this OTA
assessment concluded that a.. information and refer-
ral program that serves other elderly and disabled
people as well as people with dementia could meet
the requirements, but only with explicit recognition
of the special information and referral needs of
people with dementia, a commitment to serve such
people, and special training for the staff.

WHAT IS SPECIAL ABOUT THE
INFORMATION AND REFERRAL
NEEDS OF ETHNIC MINORITY
PEOPLE WITH DEMENTIA

Ethnic minority people with dementia and their
families face all the same problems in obtaining
accurate information about services and about fund-
ing for services as other people, but they also face
additional problems due to language and cultural
differences and demographic factors. At the start of
this assessment, OTA could not find any research on
information needs or information and referral proce-
dures for ethnic minority people with dementia.
Several studies of ethnic minority people in general
have found that lack of information interferes with

) AW



94 o Confused Minds, Burdened Families: Finding Help for People With Alzheimer's & Other Dementias

their usc of services (see, e.g., Guttman, 1980 (284);
and Holmes, et al., 1979 (329)). On the other hand,
a telephone survey of 1,608 black, Puerto Rican,
Mexican-American, and other white people found
litue difference among three of these groups (blacks,
Mexican-Americans, and other whites) in their
knowledge about services and funding for services
(330). Only the Puerto Rican group was significantly
less likely to know about services and funding for
services.

In 1988, to determine how ethnic ininority people
with dementia are linked to services and to identify
any special problems that may arise in the iinking
process for them, OTA commissioned an explora-
tory study in California (866). That study is de-
scribed in the next section and its implications for an
effective system to link ethnic minority people with
dementia to services are discussed.

Findings From a Study of Four Ethnic
Minority Groups in Two California Counties

The OTA-commissioned study of how ethnic
minority people with dementia are linked to services
was con jucted in two counties in California (Los
Angeies and San Diego Counties) (866). OTA’s
contractors conducted interviews with families and
other informal caregivers of black, Hispanic, Japa-
nese, and American Indian people with dementia
and with staff members of agencie: that provide
services for people in the four ethnic groups. After
they compiled the resuits of the interviews, the
contractors and OTA staff met with soms of tne
interviewers and service providers from three of the
four groups -blacks, Hispanics, and Japanese—in
order ‘o disciss the findings and their policy
implicaticns. Uafortunately, they were unable to
arrange a mice ang with the American Indian service
providers in the time available for the the study.

Several limitations of the study in California
should be noted. First, the study sample does not
represent all ethnic minority groups. OTA’s contrac-
tors had hoped to include Chinese and Korean
caregivers to broaden the Asian-American sample,
but the necessary interviews could not be arranged.
Many other groups also could have been included,
since there are more than 100 ethnic groups in the
United States (491,792). Second, even for the groups
that were studied, the sampic is not representative.
People with dementia who have no inf. mal care-
giver were not included in the study, fur example.
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Lastly, the sanr vle is composed largely of patients
and caregivers who were successfully linked to
services. Patients and caregivers who are not receiv-
ing services are underrepresented (866). Thus, the
findings of the study in California depict a ‘‘best
case scenario’’ with respect to linking ethnic minor-
ity people with demen‘ia to services. The study did
identify many problems, though, and it provides
useful insights into the informatioL needs of ethnic
minority people with dementia and their caregivers.
To OTA’s knowledge, it is the only source of data on
this topic.

OTA'’s contractors interviewed 88 ethnic minority
caregivers, including 35 blacks, 25 Hispanics, 18
Japanese, and 10 American Indians (866). The study
questionnaires were translated .nto Spanish and
Japanese. and the interviewers for the Hispanic and
Japanese caregivers were bilingua!. Even thoagh
most of those caregivers were bilingual, they gener-
ally prefcred to be interviewed in their native
language. The black and American Indian caregivers
were interviewed in English.

As shown in table 2-4, when ased if they knew
about specific services, the majouity of the ethnic
minority caregivers said they knew about the follow-
ing services: diagnosis and other physicians’ serv-
ices, transportation, home health care, hoiie-
delivered meals, nursing homes, chore services,
information and referral, financial counseling, and
mental health services (866). Less than half of the
caregivers said they knew about adult day care, paid
companion, protective services, and legal services.
The results of in-depth interviews with the care-
givers indicate that these responses reflect service
cousciousness (i.e., general awareness of services)
rather than service knowledge (i.e., knowledge of a
specific provider in the community) (865).

OTA'’s contractors fonnd considerable variation
among the four ethnic groups with respect :o the
percentage of caregivers who said they knew about
each service (866). Some of the variation may have
been due to differences in the types of services
provided by the agencies frora whici the individuals
were receiving services. Quite possibly caregivers
know more about services of agencies to which they
are connect .d than about services of other agencies.
Moreover, some services are mcre readily available
to some groups than to others.

)
~

e wMMECET D
T %y



Chapter 2—The Need for Public Education and Information and Referral o 95

Table 2-4—The Percentage of Ethnic Minority Caregivers Who Sald They Know About Certain Services,
Los Angeles and San Diego Countles, California, 1988

Total sample Blacks Hispanics Japanese  American indian
Sarvice (N = 88) (N = 35) (N = 25; (N=18) (N=10)
Physiclans’ servicns ........cocovviiiiiinen 85% 74% 100% 88% 89%
DIagnosI8 .....c.iiiieiiiiiiiiiiiaii i 64 " 96 33 56
Transportation ...........ccociiiiiiiiieeiaa 80 66 100 72 90
Homehaalthcare..........ovvveviviinnnnnn, s 66 a8 78 20
Home-delivered meals ...........ccvveviuans 7 63 92 78 90
NUrsINg hOmMB .. ... vvvvviireniarianants oy 68 7 100 05 90
Chore 88rviCes . ......ccovvnnnvvnnssnnns sas 67 77 84 50 20
Financlal counseling .........cooevvvvviiaeny 63 43 80 77 78
information &referral . .......c.cvoviaiien. .. 60 45 64 61 56
Mental health 88rvices . .........covvvvvuean, 55 34 76 61 60
Adultday services ..........coooviieniiinnns 41 26 44 56 60
Pald COMPANION . ..vvuvveeiiennienne iinasss 39 20 68 39 33
Protective 86rvices ......... ..o iiiiiiani 38 34 56 28 22
Logal sorvices . ... .o it veeee 36 17 52 44 56

SOURCE: R. Valle, L. Birba, J. Yeider, et al., “Linking of E.1nic Minority Eiderly With Dementia to Long-Term Care Services,” contract report prepared for the
Office of Technology Assessment, U.S, Congrens, Washington DC, 1989,

Many of the ethnic minority caregivers inter-
viewed by OTA'’s contractors said they needed each
of the services mentioned (866). The caregivers were
asked in this context how they would find out about
and arrange a service they needed. Surprisingly, in
this sample of caregivers, most of whom were
connected to agencies already, only 17 of the 88
caregivers (19 percent) said they would contact an
agency for assistance in locating and arranging th:
service. Most of the other caregivers said they would
try to find out about and arrang: the service
themselves or ask a family member for help in
locating and arranging the service. Some caregivers
did not answer the question, thus suggesting that
they did not know how they would find out about or
arrange the services they needed.

The interviewers concluded that z'though most of
the 88 ethnic minority caregivers were linked to an
agency already, they had no concept of a process by
which they might obtain help in locating and
arranging services (866). Even caregivers who
reported knowing about inform: don and referral
programs (60 percent of the sample) said they would
turn internally to themselves or their families for
help in locating and arranging services. The inter-
viewe s came away with the impression that tuese
apparently ‘‘connected’’ caregivers were still quite
isolated from formal sources of help.

OTA'’s contractors interviewed 48 individuals
who provide services for the 4 ethnic minority
groups in the two California counties: 19 black
service providers, 8 Hispanic service providers, 7

Q

Japanese service providers, 7 American Indian
providers; and 7 other white service providers (866).
Sixty-six percent of the 48 service providers had
worked for at least 3 years with ethnic minority
people with dementia.

The service providers interviewed by OTA'’s
contractors said that many ethnic minority care-
givers in their areas have very little knowledge about
dementia (866). The service providers also said that
with some exceptions, knowledge about dementia is
Juite limited among the staff of agencies that serve
ethnic minority people in the areas studied. Among
the 48 service providers who were interviewed by
OTA’s contractors, S5 percent rated their own
knowledge about dementia as moderate, while 40
percent rated their knowledge as high and 6 percent
rated their knowledge as low.

The service providers who were interviewed said
that dementia frequently is not identified in ethnic
minority people for a variety of reasons:

e because families regard patients’ cognitive
deficits and hehavioral problems, if any, as part
of normal aging;

e because families feel there is a stigma attached
to some symptoms of dementia and hide the
patients; and/or

e because health care and .ocial service profes-
sionals and service providers who interact with
patients are not trained to identify dementia
(866).
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On the other hand, most of the ethnic minority
caregivers interviewed for the study said the person
they were caring for had been formally evaluated
and diagnosed as having dementia (8GS). This
included 40 percent of the American Indian patients,
60 percent of the black patients, 56 percent of the
Japanese patients, and 84 percent of the Hispanic
patients. The servire providers considered these
percentages unusually high for the communities.

The o'erall impression of the interviewers and
OTA'’s contractors was that the problem of de:nentia
is only one of many problems facing service
providers in ethnic minority communities. Available
resources are stretched thin, and agencies are over-
whelmed by many urgent needs. Understandably,
many service providers regard dementia as just one
more problem to handle with limited funds and staff
capability. In fact, some service providers seemed to
regard the available resources for the care of people
with dementia as so limited that there was no
practical reason for identifying dementia in their
frail elderly clients.

Implications for an Effective System To Link
Ethnic Minority People With Dementia
to Services

The interviews with ethnic minority caregivers
and service providers in the OTA-commissioned
study in California (866) and the interviewers’
comments in meetings with OTA staff suggest four
are%s of consensus about special information needs
and information and referral procedures for ethnic
minority persons with dementia and their caregivers.
Those four points are discussed below.

1. Information about dementia and about
services for people with dementia should
be available in the native language of
patients and caregivers.

As noted earlier, the Hispanic and Japanese
caregivers interviewed in the California study were
bilingual but they generally preferred to be inter-
viewed in their native language. Many of the people
they were caring for spoke Spanish or Japanese
exclusively. It was the consensus of the interview-
ers, service providers, and OTA’s ccntractors that
these patients and caregivers and others like them
would have much greater difficulty understanding
information about services and aboat funding for
serv.ces or would be completely unable to under-

Q

stand the information if it were in English rather than
in Spanish or Japanese.

An example of the differential impact of informa-
tion presented in English v. the caregivers’ native
language occurred in the fall of 1988, at the Little
Tokyo Service Center, an agency in Los Angeles
that provides services for Japanese people of all
ages. Concerned about Japanese caregivers’ lack of
knowledge about dementia, a social worker at the
Little Tokyo Center arranged two informational
meetings for caregivers, a week apart, one to be
conducted in English and one in Japanese. For both
meetings, the main speaker was a Japanese neurolo-
gist who is well known in the community. W hereas
10 people attended the meeting conducted in Eng-
lish, 60 attended the meeting conducted in Japanese.
During the latter meeting, several caregivers ex-
pressed strong interest in setting up a support group
for caregivers. The same interest was not expressed
in the other meeting (739).

Ome Hispanic interviewer told O'fA about care-
givers she interviewed who had gone to a local
government agency to apply for public assistance
and medical assistance and did not understand why
they had been turned down. The interviewer’s
opinion was that even though the caregivers spoke
and understood some English, they did not do so
well enough to understand the complex eligibility
requirements for these publicly funded programs.
Her impression was that the families were very poor
and yrobably eligible for assistance, s0 she sug-
gested that they appeal. They did not do so, she said,
because they did aot think they could speak English
well enough to present their case effectively to the
agency staff (262).

The Los Angeles County Department of Social
Services has an Asian unit with case workers who
speak Japanese, Chinese, Korean, aad Vietnamese
to process gpplications for public assistance and
medical assistance (739). OTA does not know
whether there is a similar unit with Spanish-
speaking case workers, but the department does have
Spanish-speakiny case workers in some offices
(865).

While visiting agencies for the study in Califor-
nia, OTA’s contractors noted a lack of printed
materials in languages other than English about
Alzheimer’s disease, dementia, and services or
people with dementia—a lack which contrasted with
an extensive array of non-English-language printed

1
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materials on other health and mental health prob-
lems. In the opinion of OTA’s contractors, the lack
of non-English-language printed information about
dementia is one of the biggest problems preventing
access of ethnic minority people with dementia to
appropriate services (866).

The Alzheimer’s Association has recently trans-
lated some of its brochures into Spanish and is
distributing them. The social worker at the Little
Tokyo Service Center, frustrated by the lack of any
information about Alzheimer’s disease in Japanese,
translated an Alzheimer’s Association pamphlet
herself in the fall of 1988 (739). Translating these
materials into many different languages and promptly
distributing the products would appear to be both an
achievable objective and a minimum requirement
for linking ethnic minority people with dementia and
their caregivers to services.

It is not known how many ethnic minority people
with dementia or their caregivers need information
in a language other than English. Elderly people are
more likely than younger people to use their native
language (862). Since most patients and many
caregivers are elderly, the need for information in
other languages may be widespread. In fact, Census
Bureau data indicate that among elderly people who
speak Japanese at home, 53 percent do not speak
English well or do not speak it at all. Likewise,
among elderly people who speak Spanish at home,
61 percent do not speak English well or do not speak
it at all (863).

2, Information about dementia and about
services for people with dementia must be
culturally apnropriate.

The cultural heitage, traditions, customs, and
beliefs of an ethnic group affect how and when
members of the group perceive the problem of
dementia, who is expected to be the caregiver, what
that person’s responsibilities are, whether formal
services are acceptable, and how and when they are
sought (160,315,864). All these factors are relevant
to the information needs of ethnic minority people
with dementia and their caregivers. In particular,
these factors influence what information about
dementia, services, and service providers is mean-
ingful and appropriate for them.

It has been suggested, for example, that mernory
loss and other cognitive deficits associated with
dementia are noticed sooner by and are more
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troublesome to groups that place high value on
cognitive and intellectual functions than 1> groups
that place high valuc on affective or emotional
functions. The latter groups are more likely to be
troubled by personality changes associated with
dementia or by the failure of the demented person to
fulfill his or her accustomed role in the family (237).
If information about dementi is to be meaningful to
ethnic minority people, it must focus on the aspects
of the problem that are troublesome to them. The text
of pamphlets and other informational materials
should reflect these differences (863).

Cultural factors also are relevant in selecting
appropriate service providers for ethnic minority
people with deinentia. Many of the ethnic minority
caregivers interviewed for the study in California
were using services from agencies that primarily
serve one ethnic minority group (866). Staff of these
agencies often are members of the same ecthnic
group, and the services are adapted in various ways
to that group’s customs and values.

The ethnic minority service rroviders who were
interviewed in California emphasized the impor-
tance of the cultural appropriateness of services
(866). Sixty-six percent of the 48 service providers
interviewed said that in their experience, an agency’s
failure to respond to cultural values and concerns
was a common barrier to the use of the agency’s
services by ethnic minority people. In order to refer
patients and families to appropriate service provid-
ers, an information and referral agent mus: be aware
of their cultural background and knowledgeable
about agencies’ and individual providers’ capacity
to serve people of different cultural backgrounds.

3. Information about dementia and about
services for people with dementia must be
tailored to demographic differences among
and within etknic minority groups.

Demographic factors, such as income and educa-
tional background, vary both among and within
ethnic minority groups. Although the four ethnic
minority groups studied by OTA have lower average
incomes than the majority population, not all ethnic
minority people have low incomes. The same is true
for educational background. Whereas cultural fec-
tors are specific to a particular ethnic group,
demographic factors cut across ethnic groups (866).
The combination of language and cultural differ-
ences among ethnic groups and demographic differ-
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ences among and within ethnic groups creates a
complicated mix of information needs.

Ethnic minority people in groups that have
relatively low incomes are likely to be eligible for
means-tested services and benefits (492,455). Accu-
rate information about these services and benefits is
clearly important for them. On the other hand,
information and referral agents cannot assume that
individual ethnic minority people have low incomes
or that they have a special need for information about
means-tested programs.

The educational background of patients and
families is relevant to the content, ‘‘pitch,’’ and
format of printed information about dementia and
services for people with dementia (866). Public
education messages for radio, television, and other
nonprint media also must take into account the
formal educstional background of the intended
audience. OTA's contractors found that educational
background varied greatly both among and within
the four groups of ethnic minority caregivers inter-
viewed in San Diego and Los Angeles Counties.

To create informational materials that reflect the
mix of language, cultural, and demographic differ-
ences among ethnic minority people requires exten-
sive knowledge of the intended audience. One
Hispanic service provider in Los Angeles ha-
created a Spanish-language ‘‘foto novela’’ (picture
book) about Alzheimer’s disease and dementia. The
picture book format and the pitch of the text are
intended for a segment of the Spanish-speaking
population that is not reached by Alzheimer's
Association pamphlets that have been translated into
Spanish. The content of the book, a page of which is
shown in figure 2-2, reflects values, customs, and
experiences that are common to Mexican-
Americans. According to the author, different text
and illustrations would be needed for Spanish-
speaking Cuban-Americans (146)

4. Information about dementia and services
for people with dementia must be availa-
ble through the existing ethnic minority
community infrastructure and ethnic mi-
rority agencies, where there are such agen-
cies.

For cultural, demographic, and historical reasons,
many ethnic minority people live in communities
iargely composed of members of the same group. In
these communities, there is generally an infrastruc-

ture of individuals and associations that are recog-
nized by the community as sources of information
and assistance with a wide range of problems
(380,867). Some communities also have agencies
that primarily serve one ethnic group in that
community. If information about dementia and
about services for people with dementia is to reach
patients and their caregivers in these communities,
it must be available through these individuals,
associations, and agencies.

It may not be obvious to outsiders which individu-
als and associations are recognized by an ethnic
minority community as sources of information and
assistance. The individuals’ occupations and the
associations’ stated objectives may have no apparent
connection with care of people with dementia. Yet
information distributed through other, seemingly
more apnropriate channels, is less likely to reach
those that need it or to be accepted by them (862).

The importance of the church as a source of
support and assistance in black communities is
widely recognized (642,770,782), and some com-
mentators have suggested that churches in those
communities could provide information about serv-
ices or refer people with dementia and their care-
givers to other sources of information (750). Service
providers in Los Angeles County told OTA's
contractors that pastors of some black churches are
enthusiastic about leeining about dementia and
making information available to their members. On
the other hand, some caregivers cannot lcave the
person with dementia alone and therefore cannot be
involved in church activities (160). Other black
caregivers are not connected to a church, and
alternate ways of reaching these caregivers also are
needed

Aithough churches in black communities may
play a role in providing information or referring
people to sovrces of information about dementia and
services for people with dementia, churches in some
ethnic minority communities are unlikely to play
such a role. A study of elderly Vietnamese itxuni-
grants in two Texas communities found, for exam-
ple. that 90 percent of the respondents said their
church or temple was important to them, but none
said they would turn to it for help with a problem
(165). They regarded the church or temple as a
spiritual and cultural institution and said they would
turn to public agencies for information and assis-
tance.
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Figure 2-2—lliustrations From a “Foto Novela'’ (Picture Book) on Alzheimer's Disease That Is Targeted to Mexican Americans
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Cleariy, not all ethnic minority people live in
communities largsly composed of one ethnic group.
Making information about dementia and about
services for people with dementia available to
geographically dispersed ethnic minority people
undoubtedly is more difficult than making it availa-
ble in self-contained minority communities. The
study conducted for OTA in Los Angeles and San
Diego Counties did not address this problem, and
OTA has not looked into methods that have been
used successfully to provide information about other
health problems for geographically dispersed ethnic
minority people.

PHYSICIANS’ ROLE IN
REFERRING PATIENTS AND
CAREGIVERS TO SERVICES

As discussed in the beginning of this chapter,
many families and other informal caregivers say that
physicians are not knowledgeable about services for
people with dementia and do not refer patients and
their caregivers to services (125,257,412,497,500,
531,599,934). For example, three-quarters of the
100 femily caregivers interviewed for the Connecti-
cut Governor's Task Force on Alzheimer’s Disease
in 1988 said that at the time of diagnosis, the

patient’s physician did not refer them to any services

(479).

Although other health care and social service
professionals also may not be knowledgeable about
services for people with dementia and may not
provide appropriate referrals, the focus of care-
givers’ complaints has been on physicians—
probably because of caregivers' expectations for
physicians. A physician is usually the one who tells
the caregivers the patient’s diagnosis, and since
physicians often refer all kinds of patients for other
medical services at the time of Giagnosis, caregivers
may expect the physician to refer them to services.
Similwly, throughout the course of a patient’s
illness, caregivers are likely to turn to the physician
when there are changes in the patient’s condition and
problems they cannot handle (292). They hope and
often expect that the physician will be able to
provide solutions, including referrals to appropriate
services. If that does not happen, the physician may
get blamed. Other health care and social service
professionals who might provide referrals seem to
get blamed less often—probably because patients,

families, and others do not have the same expecta-
tions for them.

Physicians are in a difficult position with respect
to providing information and referrals for their
patients with dementia. The literature idcntifies
many other tasks for physicians who are treating
people with dementia, even without considering the
task of providing information and referrals. The
identified tasks include making a diagnosis; treating
any intercurrent illness, managing the patient’s
medications; offering emotional support for families
and other informal caregivers; and providing educa-
tion and counseling for caregivers about the pa-
tient’s diagnosis and prognosis and caregiving
techniques to reduce patients’ behavioral problems
and maintain patient functioning (74,154,292,300,
368,679,915). As discussed earlier in this chapter,
helping caregivers of people wi*ii dementia identify
their service needs and select a service provider is
often time-consuming. In addition, in many commu-
nities, there is no source of accurate, comprehensive
information about what services are available, and
the service environment is so complex that it is
difficult and time-consuming for anyone to keep
current on available services. Given existing con-
straints on physicians’ time, it may be unrealistic to
expect physicians to provide information about
services and referrals to services for their patients
with dementia.

On the other hand, many caregivers expect
physicians to provide information and referrals.
Moreover, given the gencral feeling of respect for
physicians, caregivers are probably more likely to
use services if they have been referred to the services
by a physician than by someonc else. As discussed
in chapter 3, some caregivers of people with
dementia feel guilty about using services and believe
that they should provide all the patient’s care
themselves. This feeling is compounded for some
caregivers by doubts about whether the patient is
really ‘‘sick’’ and, therefore, whether the use of
services is justifiable. In the eyes of these caregivers,
a physician’s referral may give legitimacy to their
use of services (290,931).

Discussions about physicians’ role in providing
referrals for dementia patients and their caregivers
generally do not distinguish between a physician
furnishing information about community services
and referrals to specific providers and a physician
referring patients and their caregivers to another
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source of information and referrals. Some commen-
tators suggest that physicians should act as the
coordinator or manager of services for people with
dementia. Winograd and Jarvik say, for example:

In .ddition to providing medical care and psy-
chologic support, the physician can play a pivotal
role in developing comprehensive plans for de-
mented patients with the aid of other health profes-
sionals (e.g., discharge planners and visiting nurses).
Social workers can assist with referral to the
appropriate resources . . . (915).

This statement implies that the discharge planner,
visiting nurse, and social worker should be the
sources of information about specific service provid-
ers.

Many commentators recommend a multidiscipli-
nary team approach to care of people with dementia
(56,257,292,679,915). In that approach, a physician
may discuss potentially beneficial services with
caregivers and recommend their use, but the task of
identifying service providers usually is performed
by a social worker, nurss, or another team member.
Most physicians do not practice as part of a
multidisciplinary team, however. If their patients
and the patients’ caregivers are to receive informa-
tion about services and referrals to service providers,
the physician must either furnish them or refer the
caregivers to another source of information and
referrals.

Some and perhaps many physicians may prefer
not to be the primary source of information and
referrals for their patients with dementia. A study of
physicians’ roles in treating people with dementia
asked 57 physicians to rate the relative difficulty of
various tasks involved in caring for these patients
(257). The study’s findings show that the physicians
considered helping patients and their families obtain
health care and social services and advising them
about nursing home placement among the most
difficult and time-consuming tasks in treating these
patients. The 47 family caregivers interviewed as
part of the study said that physicians were least
helpful in these areas. The researchers concluded
from the physicians’ spontaneous comments during
the interviews that some of the physicians made a
distinction between coordinating medical services
and social services and did not regard referrals for
social services as their respunsibility.

Q

It is often said that physicians know less about and
refer patients less frequently to social services than
to medical services (125,133,257,927). It is also said
that some physicians are not knowledgeable about
home care services and sometimes recommend
nursing home placement when the patient could be
cared for at home with available services (500,934).
The same observations have been made with respect
to physicians’ knowledge of and referra's to services
for elderly people in general, and the findings of
some studies support these observations (661,927).

Some AAAs have attempted to increase physi-
cians’ awareness of services and encourage physi-
cians to refer elderly people and people with
dementia to an AAA for information and assistance
with arranging services (934,944). Sometimes these
efforts are initially successful. Referrals by physi-
cians to the AAA increase for a time but then drop
off. It is not clear why this occurs. Some physicians
may not be convinced of the value of certain services
for their patients, or their referrals to the AAA may
not work in some way that leads them to stop
referring.

The distinction between service consciousness
and service knowledge that was made eatlier in this
chapter with respect to caregivers’ knowledge about
services may be helpful in thinking about physi-
cians’ knowledge about services and their role in
providing information and referrals for people with
dementia. If physicians have service consciousness
(i.e., they are aware of the types of services that may
be useful for people with dementia) but lack service
knowledge (i.e., they do not know what specific
agencies or individuals provide the services in the
community), they still can talk with caregivers about
potentially beneficial services and encourage the
caregivers to use appropriate services. Then they
will have to refer the patients and caregivers to
someone who is knowledgeable about the details of
service availability in the community. If, on the
other hand, physicians lack service consciousness
(i.e., they are not aware of the types of services that
may be useful for people with deimnentia), they will
not be able to refer or advise caregivers appropri-
ately. They may recommend too often the services
they know about and fail to recommend others that
may be more appropriate for the patient’s and
family’s needs. Anecdotal evidence suggests that
some physicians lack service knowledge; others lack
both service consciousness and service knowledge;
and still others are well-informed about services that
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may be useful for people with dementia and about
the availability of those services in the community.

Physicians play a pivotal role in linking people
with dementia to services, and ways must be found
to ensure their effectiveness in that role. It may be
unrealistic to expect physicians to stay up-to-date on
available services and funding for services in other
than very small communities, and it probably would
be undesirable from a societal perspective for
physicians to spend their time in that way. A more
appropriate objective may be for physicians to be
awareg of the kinds of services that may be beneficial
for people with dementia, to discuss services in a
general way with patients and their caregivers, and
then to refer the patients and caregivers to another
individual or agency that can provide information
about specific service providers and funding for
services. Obviously, for this approach to work, a
source of accurate information about services and
service providers must exist in the community.

CONCLUSION

In many communities, accurate information about
services for people with dementia and about funding
for such services is not available. Other problems
usually receive more attention from policymakers
and dementia advocates, but when dementia care-
givers are asked, they stress the difficulties they face
in trying to obtain information about services and
funding. In the view of many caregivers and service
providers interviewed for this OTA assessment,
caregivers’ lack of knowledge about services is the
primary barrier to service use.

Knowledge about services has two components,
referred to here as service consciousness and service
knowledge. The study conducted for OTA in Cuya-
hoga County, Ohio, found that a significant propor-
tion of caregivers i people with dementia, 12 to 92
percent depending on the service in question, lacked
service consciousness—i.e., they had never heard of
the service. Again dependiug on the service, 35 to 96
percent of caregivers lacked service knowledge—

S
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Physicians play a pivota! roie in linking people with dementia to services.
Ways must be found to ensure their effectiveness in that role.
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i.e., having been told what the service is, they could
nci identify a specific provider in the community
(186).

A caregiver’s need for service knowledge proba-
bly is greatest at the time(s) when he or she is
selecting a specific provider. A caregiver’s need for
service consciousness, however, is longer lasting
and more general. An awareness of different types of
services can help a caregiver think realistically about
a demented person’s care, consider various alterna-
tives, and plan for the future—all of which may
increase the caregiver’s sense of being in control of
the caregiving situation.

Lack of service consciousness is probably ad-
dressed most effectively through public education
programs. Lack of service knowledge is addressed
most effectively through information and referral
programs. Neither approach is sufficient by itself
because people who lack service consciousness are
unlikely to call an information and referral source.
Conversely, the kind of information that can be
provided through public education programs often is
net detailed enough to allow people to locate the
services they need or to determine whether they are
eligible for various funding programs.

To link people with dementia to appropriate
services, an information and referral program must
have an up-to-date resource list that includes all
agencies and individuals in the community that
provide the kinds of services that may be needed for
people with dementia. Whether the information and
referral program is dementia-specific or not, it must
" be dementia-capable. The program’s staff must be
knowledgeable about dementia, the care needs of
people with dementia, and the common problems
families and others face in taking care of a person
with dementia. The program must be able to provide

accurate information about eligibility and coverage
for services through Medicare, Medicaid, and other
funding sources. If the program is not dementia-
specific, it must have inechanisms for identifying
people with dementia so that it can provide appropri-
ate information and referrals. Lastly, it must be
responsive to the special information and referral
needs of ethnic minority people with dementia.

Even if accurate information about services and
funding for services were available, however, it
would not mean that there would be enough services
or funding. Insufficient availability of services and
funding for services is a major public policy concern
that cannot be remedied by an accurate resource list
or by the best public education and information and
referral programs. On the other hand, without an
accurate resource list, no one can know with
certainty what is and is not available, except in small
communities with very few service providers.

In public policy discussions, a single-minded
focus on the problem of insufficient availability of
services and funding for services for people with
dementia precludes awareness of other problems
that restrict access to the services and sources of
funding that are available. Obviously, one of these
problems is the lack of accurate information about
services and funding for services. Underlying that
problem is the incredible complexity of services and
funding at the community level. An accurate re-
source list and public education and information and
referral programs can help caregivers and others
locate services and sources of funding but cannot
change the inherent complexity of the service
environment. If the complexity of the service
environment were reduced, obtaining accurate infor-
mation about services and funding would certainly
be less difficult.
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Chapter 3

The Need for Outreach and Case Management

INTRODUCTION

People with dementia and their caregivers cannot
be linked to services or sources of funding for
services that do not exist, and as noted throughout
this report, existing services and funding for services
for people with dementia are inadequate (9,831).1
Even when services and funding are available,
however, some patients and caregivers do not use
them. As discussed in chapter 2, one important
reason why they do not use services is that they do
not know about the services. To increase people’s
knowledge about services and sources of funding for
services. an effective linking system must include
public education and information and referral (see
ch. 2).

The analysis in this chapter indicates that some
people with dementia and some caregivers need
assistance that goes beyond public education and
information and referral if they are to be linked tn
appropriate services. The types of individuals who
are likely to need such additional assistance include:

e individuals with dementia who live alone and
have no family member or other informal
(unpaid) caregiver to help them,;

e individuals with .ementia who have an in-
volved family member or other informal care-
giver who is aware of services but reluctant to
use them even though the services are needed;
and

e individuals with dementia who have an in-
volved family member or other informal care-
giver who is aware of services but unable to
arrange them.

From the analysis in this chapter, OTA concludes
that in order to serve these types of individuals
effectively, a linking system must include outreach
and case management in addition to public educa-
tion and information and referral. Outreach in this
context is defined by OTA as any active method of
identifying individuals who need services but are
unlikely to respond to a public education program or
to contact an information and referral source on their
own. Case management in this context is defined as
a process that includes the five core functions shown
in table 3-1.

The first section of this chapter presents the
available data on the use of services by people with
dementia and their caregivers. The data show that
many of these individuals do not use services. Some
of them do not use services because the services do
not exist or are too costly or because they are not
aware of the services. Data from several studies
indicate, however, that some people with dementia
and their caregivers do not use services even when
the services are available and affordable and they
know about the services. As discussed in the second
section of the chapter, some people with dementia
and some caregivers have characteristics, feelings,
and perceptions that make them either unable to
arrange services themselves or reluctant to ask for or
accept services. To a great extent, these patient and
caregiver characteristics, feelings, and perceptions
explain why outreach and case management are
essential components of an effective linking system.

Many of the same characteristics, feelings, and
perceptions that interfere with the use of services by
some people with dementia and by some caregivers
also complicate the case management process with
these individuals, making it difficult for a case
manager to assess their needs and plan, arrange, and
monitor services for them. The third section of the
chapter discusses what is special about case manage-
ment for people with dementia and draws implica-
tions for the skills and training needs of case
managers who work with people with dementia and
their caregivers.

Many questions about the case management
component of a linking system for people with
dementia remain to be answered, including whether,
in general, families should be regarded by a linking
system as ‘‘co-case managers’’ or ‘‘co-Clients;’’
whether counseling should be part of the case
management component of a linking .ystem; and
how many people with dementia and their caregivers
need or should receive case management. These and
other unresolved questions pertaining to case man-
agement for people with dementia are discussed at
the end of this chapter. The answers to these
questions have implications for the design and
operation of the case management component of a

QO 1See table 1-2 in ch. 1 for a list of the services that may be needed for people with dementia.
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Table 3-1—The Flve Core Functlons of
Case Management

1. Assessing a dlent':' needs

2. Developing a plan of care

3. Arranging and coordinating services

4. Monitoring and evaluating the services that are delivered
5. Reassessing the client's situation as the need arises

SOURCE: Office of Technology Assessment, 1990.

linking system and for the skills and training needs
of case managers employed by the system.

This chapter relies heavily on the findings of two
OTA contract reports. One OTA contract report
describes a respite care demonstration project for
families of people with dementia conducted by Duke
University and identifies factors that interfered with
the timely use of respite services by some families
(291). The second OTA contract report describes an
exploratory study conducted for OTA in 1988 that
examined: 1) what case managers in five Penn-
sylvania area agencies on aging (AAAs) perceived
to be the unique aspects and difficulties of working
with people with dementia and their families; and 2)
how family caregivers perceived the process by
which the AAA case managers arranged services for
them (934). The Duke respite care demonstration
pro_)ect and the study conducted for OTA in Pennsyl-
vania are described later in this chapter as their
fin. ings are presented.2

THE LIMITED USE OF SERVICES

Available data from 11 small-scale studies de-
scribed below indicate that although the majority of
people with dementia use physicians’ services, only
a minority of them use in-home and other commu-
nity services. Several large-scale national studies,
such as the 1982 and 1984 National Long-Term Care
Surveys, also include information about subjects’
use of services, but it is difficult to determine with
any certainty which subjects in the surveys have
dementia (468). Thus, it is 1 ot possible to develop
valid figures on service use by people with demenua
from those studies. For that reason, OTA’s conclu-
sions about service use are based on the 11
small-scale studies that focus exclusively on service
use by people with dementia.

The source of the study sample, the severity of the
subjects’ dementia, and the time period and specific
services covered by the 11 studies vary; hence, their

findings are not directly comparable. Moreover, the
use of some services—mental health services, legal
services, benefits counseling, and certain other
services needed by some people with dementia—
was not considered in any of these studies. Neverthe-
less, the findings suggest that many noninstitutional-
ized people with dementia do not us¢ any paid
in-home or community services other than physi-
cians’ services.

1. A 1985 survey of 597 caregivers of ncninstitu-
tionalized individuals with dementia in 16 States
found that only one-fourth of the caregivers had
ever used any paid in-home or community
services (117).

2. A 1987 survey of 100 caregivers of noninstitu-
tionalized individuals with dementia in Con-
necticut found that 14 percent of these indi-
vidials were receiving services from community
agencies, an additional 12 percent were receiv-
ing services from ‘‘privately hired help,’’ and 3
percent were receiving services from both sources.
The results of a companion survey of 531
Connecticut health care and social service agen-
cies suggest that only 13 percent of all noninisti-
tutionalized individuals with moderate or severe
dementia in the State were receiving any services
from such agencies in 1987 (479).

3. A 1983 study of SO1 family ca-egivers of indi-
vidyals with dementia in North Carolina found
that 43 percent of the caregivers had used a paid
helper (usually a maid or sitter) to care for the
patient (242,243,291). Fewer than one-fifth of
the caregivers had used any other in-home or
community services for the individual with
dementia: of these, 19 percent had used in-home
nursing services, 12 percent had used adult day
care, and 13 percent had used homemaker or
chore services. Followup interviews with the
same caregivers a year later found that only
one-fourth of the caregivers had used any paid
services other than physicians’ visits for the
person with dementia in the intervening year.
The average duration of the demented individ-
uals’ illness in this study was 5 years (range: 6
months to 30 years), and most services were used
in the final year before the patient died or was
placed in a nursing home.

2The two contract reports are available from the National Technical Information Scrvice in Springficld, VA (sce app. A.)
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4. A study of 101 people with dementia seen at an
outpatient dementia clinic in Minnesota betwzen
1982 and 1984 found that 48 of them had severe
dementia at the time of their initial clinic visit; by
the time of the last followup (2 to 4 years after
their initial visit), 31 percent of these 48 patients
had died; 40 percent had been put in a nursing
home; and 29 perceat were still living at home
(411). Of those who were still at home, 79
percent, or 23 percent of the original sample,
were using either adult day care or in-home
nursing services. The same study found that 53
of the 101 people seen at the outpatient dementia
clinic between 1982 and 1984 had mild dementia
at the time of their initial visit; by the time of
their last followup (2 to 4 years after their initial
visit), about half of these 53 patients had died (9
percent) or been put in & cureing home (41
percent), and half were still living at home. Of
those still at home, 32 percent, or 13 percent of
the original sample, were using either adult day
care or in-Lome nursing services.

. A 1986 survey conducted for OTA of 569 family
caregivers of people with dementia found that 11
percent of 1 caregivers were using paid com-
panion or home health aide services at the time
of the survey, and 21 percent had used them in
the past but were not using them at the time of the
survey (926). Eight percent of the caregivers
were using visiting nurse services at the time of
the survey, and 17 percent had used them in the
past. Four percent were using adult day care
services, and . percent had used them in the past.
Three percent were using respite care services,
and 5 percent had used them ir. the past.

6. A study of 117 individuals with dementia who
were assessed from March to July 1987 by the
Alzheimer’s Project of Kennebec Valley, Maine,
found that 11 percent of these individuals were
using respite/adult day care, 11 percent were
using homemaker services; 4 percent were using
‘‘hired help'’; 4 percent were using a personal
care attendant; and 3 percent were using a nurse
assistant (223).

7. An analysis of data on 453 individuals with
dementia seen at California’s six Alzheimer’s
Disease Diagnostic and Treatment Centers in
1987 found that two-thirds of these patients had
used physicians’ services in the previous 6
:nonths (227). Only 10 percent or fewer of the

9. A 1983-8

patients had used home health aide, homemaker/
chore, or adult day services in that period.

. A study of 213 family caregivers of individuals

with deme=ntia in Michigan found that while 63
percent of the patients had used physicians’
services in tiie previous 3 months, fewzr than
one-third had used home health aide services (30
percent), visiting nurse services (18 percent),
adult day services (14 percent), housekeeping
services (8 percent), or respite care services (7
percent) (774). Moreover, many of the caregivers
who had used a service had used it very few
times. The researchers compared service use by
people with dementia from this study and service
use by people with stroke and other diagnoses
(e.g., cardiovascular and renal diseases) from
other studies and found that although the people
with stroke and other diagnoses were only
slightly more impaired than the people with
demeutia in temis of activities of daily living
(ADLs) and instrnumnental activities of daily
living (IADLSs), the people with stroke and other
diagnoses used in-home and community services
two to three times inore frequently (255).

) that compared the amount of
care received oy 20 elderly people who had
moderate to severe dementia nd 20 elderly
peoplc who had moderate to severe physical
impairments found that, on ave age, the people
with dementia received less than half the amount
of paid services received by the people with
rhysical impairments (7.5 hours per week v. 16
t ours per week of paid services, respectively)
(71).

10.In a 3-year respite care demoastration project

conducted 0y Duke University in North Caro-
lina, familie: of people with dementia were
offered two types of respite c.are: in-homs respite
or overnight care of the patient in a nursing horze
(291). Although the respite care was provided
regardless of a family’s ability to pay, only a
smazll percentage of the families eligible for the
respite services used thenmi. Furthermore, rnany
of the families in this study waited until just prior
to the patient’s death or placement in a nursing
home to use respite services: aboat half of the
people with dementia who received respite
services died or were placed in a nursing home
within 8 months of first receiving the services,
and half of those individuals died or were pluced
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in a nursing home within 30 days of first
receiving the services.?

11.In a 1-year respite care demonstration project
conducted by the Philadelphia Geriatric Center,
over 300 families of people with dementia were
offered three types of respite care: 1) in-home
respite care, 2) adult de’ care, and 3) overnight
nursing home care. About half of these families
used the respite services offered—35 percent
used in-home respite care, 2 percent used adult
day care, 7 percent used overnight nursing home
care, and 8 percent used more than one type of
respite care. Most of the families who used
respite services used very few hours: during the
year, only about one-third of the families who
used in-home respite care used more than 100
hours of this type of care; families who used
adult day care used an average of only 10 days of
such care, and families who used overnight
nursing home care used an average of only 11
nights of suck care (88,448).

As noted earlier, these 11 studies are not directly
comparable because of differences in the time period
and services covered, the source of the study sample,
and the severity of the subjects’ dementia. Neverthe-
less, the following general conclusions can be drawn
from the studies’ findings:

¢ only about one-fourth to one-half of all nonin-
stitutionalized people with dementia use any
paid in-hoir.e or community services other than
physicians’ services;

e among those noninstitutionalized people with
dementia who do use services, many use very
few services or use them infrequently;

¢ many noninstitutionalized people with demen-
tia who do use services use them very late in the
course of their disease; and

e on average, noninstitutionalized people with
dementia use fewer paid services than noninsti-
tutionalized people with physical impairments.

The percentage of people with dementia who use
nursing homes in the course of their dementing
illness is not known. Th . 1986 survey of 569 family
cazegivers conducted for OTA (study #5 above)
found that half of the individuals with dementia

being cared for had been in a nursing home at some
time in the course of their illness, including 36
percent who were in a nursing home at the time of the
survey and 15 percent who had been in a nursing
home previously but were not at the time of the
survey (926). The five other studies cited above that
included nursing home residents found that as few as
3 percent to as many as 33 percent of the individuals
in their samples were in nursing homes (223,227,
242,479,774)* The wide range in these figures
reflects differences in the source of the sample and
the time frame of the studies and differences in
Medicaid regulations, bed supply, and other factors
that affect the number of people with dementia in
nursing homes in different States.

The 1985 National Nursing Home Survey found
that 620,000 nursing home residents—47 percent of
all elderly nursing home residents—had senile
dementia or chronic organic brain syndrome (846).
That survey also found that 830,000 nursing home
residents—63 perceut of all elderly nursing home
residents—were .0 disoriented or memory-impaired
that their perfcrmance of the activities of daily
living, mobility, and other tasks was impaired nearly
every day. Using these figures from the National
Nursing Home Survey and OTA's estimates of the
prevalence of dementia nationwide,’ one could
estimate that from 9 to 33 percent of Americans with
dementia are in nursing homes at any one time. The
wide range in that estimate reflects uncertainty about
the percentage of nursing home residents with
dementia (e.g., 47 to 63 percent) and uncertainty
ahout the prevalence of dementia.

PERSONAL FACTORS THAT MAY
INTERFERE WITH INDIVIDUALS’
ABILITY OR WILLINGNESS
TO USE SERVICES

There are many reasons why some people with
dementia and some caregivers do not use services.
As discussed in chapter 2, researchers performing a
study for OTA in Cuyahoga County, Ohio, asked 26
caregivers of people with dementia to give their
opinions about why people do not use services
(186).6 The reasons most frequently identified by

3See box 3-A for further discussion of the Duke Univr ~+*v Respite Care Demonstration Project.

#Tae specific estimates by study were 3 percent (223,227,774); 28 percent (242); and 33 percent (479).

5In 1987, OTA estimated that 1.5 million Americans had severe dementia, and 1 to 5 million had mild or modefate dementia (831).
®For more information on the study conducted for OTA in Cuyahoga County, OH, see app. A.
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these caregivers were people’s lack of knowledge
about services and people’s inability to afford
services. In addition, many of the caregivers said that
certain characteristics, feelings, and perceptions are
barriers to service use for people in general and were
reasons they did not use services themselves. The
reasons these caregivers identified are listed in table
3-2.

Researchers in the study conducted for OTA in
Cuyahoga County, Ohio, also asked 24 representa-
tives of community agencies that provide services
for people with dementia to identify barriers that
kept people with dementia and their caregivers from
using services (186). As noted in chapter 2, all 24
agency representatives said that their clients’ lack of
knowledge about available services was often or
occasionally a barrier to the use of services, and most
(87 percent) of them said that their clients’ lack of
financial resources to pay for services was often or
occasionally a barrier. In addition, many of the
agency representatives said that the following per-
sonal characteristics, feelings, and perceptions were
often or occasionally barriers to service use:

o clients’ desire to remain independent of the
formal care system (identified by 91 percent of
the agency representatives);

o clients’ lack of recognition that they need
formal services (identified by 96 percent of the
agency representatives);

e clients’ inability to arrange services once they
know the services are available (identified by
88 percent of the agency representatives);

o clients’ feeling that the recommended service
was not needed (identified by 84 percent of the
agency representatives);

o clients’ feeling uncomfortable about using
recommended services (identified by 76 per-
cent of the agency representatives);

o clients’ unwillingness to pay for services even
though they are judged to have adequate
financial resources (identified by 58 percent of
the agency representatives); and

e clients’ feeling that others will disapprove of
their use of services (identified by 41 percent of
the agency represertatives) (186).

In the analysis that follows, OTA identifies the
personal factors—i.e., characteristics, feclings, and
perceptions—that may interfere with the ability or
willingness of some individuals with dementia or
their caregivers to use available services. A later
section of the chapter discusses the implications of
these patient and caregiver characteristics, feelings,
and perceptions for an effective linking system.

Personal Factors Related to Individuals
With Dementia

Most studies and commentaries about people’s
characteristics, feelings, and perceptions that may
limit their use of services pertain to family care-
givers. Relatively little has been written about
characteristics, feelings, and perceptions of individ-
vals with dementia that may limit their use of
services. At least 20 percent of people with dementia
live alone, however, and up to half of these
individuals have no family member or other infor-
mal caregiver to help them (see ch. 1). Such

Table 3-2—Careglvers’ Opinions About People’s Characteristics, Feelings, and Perceptions That Are Barriers
to the Use of Services, Cuyahoga County, Ohio, 1988 (N = 26)

Possible barriers to the use of services

How often Is It true for people in

is there a reason you did not use

People know what services are avallable but don't know how to

make arrangements to usathem . .........coovvviiinaeiinn,

People don't think they need the services recommended to them
People don't use the services because they do not want to lose

thelr INdePendence . .. .....coooriertirrrsrerrrorontoasons
People don't recognize the fact that they need services...........
Using services makes people feei uncomfortable ................
People are afraid others will not approve if they use services ... ...
Peopie have money bt are not willing to pay for services .........

general? the services?
Usually Yes
(In percent) {in percent)
N 42 50
..... 38 50
cees 38 19
cees Kk] 42
oo 27 31
ceee 19 19
ceee 12 8

SOURCE: S. Eckert and K. Smyth, “Methods of Locating and Arnogl;\ggHoalt

prepared for the Office of Technology Assessment, U.S.

h and Long-Term Care Services for Persons With Dementia,” contract report
ress, Washington, DC, 1888,
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individuals make decisions about services for them-
selves—either explicitly or implicitly—unless a
case manager, service provider, or other health care
or social service professional makes the decisions
for them,

OTA'’s analysis of characteristics, feelings, and
perceptions of individuals ‘vita dementia that may
interfere with their ability or willingness to use
available services is based primarily on two sources:

e case managers’ responses to an exploratory
study conducted for OTA in five Pennsylvania
AAASs (934); and

e OTA’s informal discussions with case manag-
ers, health care and social service professionals,
and others, including members of the advisory
panel for this study.

All of the case managers and other professionals just
mentioned emphasized that many of their clients
with dementia live alone and have no one to help
them with decisions about services. They noted that
clients who live alone with no one to help them are
generally more isolated and more resistant to using
services than people with dementia who have an
informal caregiver to assist them.

Individuals with dementia vary greatly with
respect to their cognitive and self-care abilities,
emotional and behavioral characteristics, and other
characteristics (e.g., age, ethnicity, socioeconomic
status, and coexisting physical conditions) that are
largely unrelated to their dementia. As an individ-
ual’s dementing illness progresses, some of these
characteristics change in ways that affect the indi-
vidual’s attitudes about services. It is important to
point out, therefore, that although some people with
dementia have the characteristics, feelings, and
perceptions discussed below, not all people with
dementia have them. Furthermore, people with
dementia who have them at one time do not
necessarily have them at another.

1. Some people with dementia do not know that
they need services.

Because of lack of judgment, other cognitive
deficits associated with dementia, or denial, some
people with dementia are not aware of their own
limitations. Consequently, they may not know they
need services (487,934).

2, People with dementia are unlikely to know
about potentially helpful services.

Because of loss of memory and diminished ability
to learn new information, many people with demer.
tia cannot remember or learn about potentially
beneficial services (934). People with dementia who
live alone and have no informal caregiver are both
physically and emotionally isolated. Even if they are
cognitively able to learn about services, such indi-
viduals may not receive the necessary information.

3. Many people with dementia are not able to
arrange services for themselves.

Because of cognitive deficits associated with
dementia, people with dementia are unlikely to be
able to remember or find the names and telephone
numbers of service providers. They may not under-
stand or remember what they are told about eligibil-
ity requirements, cost, reimbursement, and other
factors. They may not be able to give service
providers information the providers need to initiate
services. Some people with dementia cannot com-
municate clearly with providers. Some forget what
they are trying to do before the service arrangements
are complete.

4. Some people with dementia do not wunt
anyore to know about their cognitive and
other azficits and may isolate themselves
and refuse services for that reason.

At least in the early stages of dementing diseases,
some people with dementia are ashamed of their
memory loss and other impairments associated with
dementia and try to conceal those impairments from
other people to avoid embarrassment (535). Some
people try to conceal their cognitive and other
impairments because they are afraid that if the
impairments are recognized, other people will try to
take control of their lives (456). Anecdotal evidence
indicates that some people with dementia isolate
themselves completely, because they are afraid that
if anyone finds out how poorly they are managing,
they will be placed in a nursing home.

S.Some people with dementia are afraid of
being exploited by service providers and
may not use services for that reason.

Because of their memory impairment and lack of
judgment, people with dementia are easily exploited
by anyone who interacts with them (40,286). Many
people with dementia have been, or fear they will be,
exploited by service providers, especially nonpro-
fessional in-home workers (934). For that reason,
they may be reluctant to use services.
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Photo credit: Bill Adams

Some peopie with dementia who live alone and have no
relative or friend to help them refuse services because they
are afrald of being exploited by service providers or
afrald that if anyone finds out how poorly they are
managing, they will be placed in a nursing home.

In addition, research indicates that one-fourth to
one-half of people with Alzheimer’s disease are
paranoid. Beliefs that other people are stealing their
possessions or planning to harm them are common
(295,429,525,728,787). Realistic fears about exploi-
tation may exacerbate an individual’s paranoia, thus
increasing his or her reluctance to use services.

6. Some people with dementia have realistic or
unrealistic concerns about money that make
them reluctant to use services.

People with dementia who live alone and have no
relative or friend to help them may have both
realistic and unrealistic concerns about money that
make them reluctant to use services. On average,
elderly people who live alone have less income than
elderly people who live with someone else (687,838).
Realistically, therefore, these individuals may not be
able to afford services.

Some people with dementia whose memory for
events in the distant past is better than their memory
for events in the present may compare current prices
with prices they remember from long ago and refuse
to pay even very reasonable amounts for services
because they think they are being overcharged. If no
one else is legally empowered to spend the individ-
ual’s money (e.g., through guardianship, conserva-
torship, or a durable power of attorney), a person
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with dementia can effectively refuse services by
refusing to pay for them (181).

Personal Factors Related to
Informal Caregivers

Many studies and commentaries identify charac-
teristics, feelings, and perceptions of family mem-
bers and other informal caregivers that may interfere
with the caregivers’ ability or willingness to use
available services. The analysis that follows draws
on those studies and commentaries.

Not all informal caregivers of people with demen-
tia have the characteristics, feelings, or perceptions
that are discussed in this section. Nor are caregivers’
feelings and perceptions necessarily consistent,
clearly defined, or differentiated. Moreover, care-
givers’ feelings and perceptions change over time. If
and when caregivers have the following character-
istics, feelings, or perceptions, however, they are
likely to be reluctant to use services.

1. Some caregivers do not regard the indi-
vidual with dementia as being sick or having
a disec~~ and therefore do not perceive a
need for services,

Some caregivers do not acknowledge a patient’s
confusion and unusual behavior (if any). Some
ascribe the person’s symptoms to normal aging.
Others believe the symptoms are under the person’s
control—saying, for example, *‘If she paid attention,
she wouldn't be so forgetful,’’ or ‘‘He just does that
to annoy me’ (88). The fluctuating nature of
cognitive and other deficits associated vrith de-
menting diseases and the lack of overt physical signs
of many of the diseases make it easy for caregivers
not to acknowledge that an individual has a de-
menting disease, especially in the early stages of the
disease (286,643,936).

If a caregiver does not acknowledge that the
person with dementia is sick or has a disease, the
caregiver is unlikely to perceive a need for services.
Ironically, some caregivers seem to resist using
services because doing so would require them to
admit to themselves that their relative has a de-
menting disease and may not recover (936).

2. Some caregivers believe that the family is
morally obligated to provide all needed
services for a person with dementia and that
it is wrong to turn to agencies or outsiders
for help.

1:0:
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Probably most people believe that families are to
some degree morally obligated to take care of their
members. Family caregivers of people with demen-
tia frequently express this sense of obligation. Some
feel that they must take care of their spouse, parent,
or other relative with dementia to repay that person
for taking care of them in the past. Spouse caregivers
sometimes regard caregiving as a fulfillment of their
marriage vows or other solemn pacts they made with
their spouse. Adult children may have promised
their parents to take care of them in old age
(291,514,669). Whatever the source of their sense of
obligation, violating it can cause intense and pro-
longed feelings of guilt (514,670,933). These feel-
ings probably arise most often when family mem-
bers place the patient in a nursing home, but some
caregivers also feel guilty about leaving the patient
at home with a home health aide or homemaker or at
an adult day center (514). The fact that in caring for
a person with dementia, there are few required skills
that family caregivers do not have (or believe they
have) makes some caregivers feel even more guilty
about using services that they could—at least in
theory—provide themselves.

Because of different societal expectations about
the appropriate roles of men axd women, women are
more likely than men to feel obligated to provide all
the patient’s care themselves (85,669,936). Like-
wise, certain ethnic and social groups are more likely
than others to belicve that families—and sometimes
specific family members—are obligated to provide
all the patient’s care themselves and that it is wrong
to use paid services (330).

One might expect that family caregivers who have
had a difficult relationship with the patiert in the
past or who feel angry or frustrated about aspects of
the caregiving situation would feel less obligated to
provide all the patient’s care themselves, but re-
search and anecdotal evidence indicate that the
opposite is often true. Some of these caregivers fel
guilty about their negative emotions and conse-
quently redouble their efforts to provide all the
person’s care themselves (88,96,137,272,535,936).

3. Some caregivers do not feel burdened by
caregiving tasks that seem extremely bur-
densome to other people. Caregivers who do
not feel burdened are unlikely to perceive a
need for services.

Caregiver burden has been defined and studied in
terms of: 1) patient characteristics and behaviors that
create demands on the caregiver; 2) the caregiver’s
subjective experience of those demands; and 3) the
objective impact of caregiving on the physical and
mental health, social participation, and financial
status of the caregiver (932). Research has found a
surprising lack of correlation between patient char-
acteristics and behaviors that create demands on the
caregivers and the caregiver’s subjective experience
of those demands (244,643,668,938). Some care-
givers’ subjective experience of burden is lower than
might be expected given the objectively difficult
caregiving situations they face (241,937). Moreover,
many families have positive feelings about caregiv-
ing and pride in their ability to manage difficult
caregiving situations ( 125,242,448,514,555,643).

To note the positive feelings of some caregivers
and the lack of correlation between patient charac-
teristics and behaviors and caregivers’ subjective
feelings of burden is ot to suggest that caregivers of
people with dementia are not burdened. In fact,
researck indicates that caregivers of people with
dementia experience more subjective feelings of
burden and more negative consequences of caregiv-
ing (e.g., increased use of alcohol and psychotropic
drugs and reduced participation in social activities)
than caregivers of other elderly people or other
comparison groups (71,242,291,296,411,415,610,612).
The intent here is simply to emphasize the diversity
of caregivers' subjective experience of the demands
of caregiving.

Many factors mediate between patient character-
istics and behaviors that create demands on a
caregiver and the caregiver's subjective experience
of burden and explain some of the lack of correlation
between them. These factors include the age and sex
of the caregiver; the caregiver’s relationship with the
patient; whether the caregiver is employed; and
whether the caregiver lives with the patient. Duke
University’s studies indicate, for example, that male
(primarily spouse) caregivers of people with demen-
tia experience less subjective burden than female
caregivers (291). Although older spouse caregivers
are generally more objectively burdened, younger
adult child caregivers experience more subjective
burden (291). Employed caregivers generally expe-
rience less subjective burden than unemployed
caregivers (86,198,242), but caregivers who quit
work or reduce their hours because of caregiving
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responsibilities experience more subjective burden
than other caregivers (86).

Caregivers’ appraisals of patient characteristics
and behaviors affect whether they experience the
characteristics and behaviors as burdensome (297,
487,533,649,938). Anecdotal evidence suggests, for
example, that caregivers who view a patient’s
confusion and unusual behaviors as a direct conse-
quence of a disease are generally less bothered by
them than caregivers who view the same problems
as in the patient’s control. Caregivers’ use of certain
coping mechanisms, such as seeking information,
problem solving and emphasizing positive feelings
is associated with less subjective experience of
burden (295,487,610,649,938). Lastly, the amount
of social support provided by relatives, friends, and
voluntary assnciations seems to be associated with
the caregiver’s subjective experience of burden
(242,297,487,610,749,936,937), although some stud-
ies suggest that it is the caregivers’ perception of
social support, rather than the actual amount of
support received, that correlates with their subjec-
tive experience of burden (291).

Three general hypotheses have been proposed
about how family caregivers’ subjective experience
of burden changes over time (293). The ‘‘wear-and-
tear hypothesis’’ suggests that the longer the period
of caregiving, the greater the caregiver’s subjective
experience of burden. The *‘‘adaptation hypothesis’’
suggests that caregiving initially involves new
demands for which the caregiver is unprepared, but
that as time passes, the caregiver develops ways of
meeting the demands and is less burdened. The
“‘trait hypothesis’’ suggests that caregivers’ experi-
ence of burden remains the same despite changes in
the patient’s condition and the passage of time.

Caregivers’ subjective experience of burden has
been shown to predict service use (291). Caregivers
who do not feel burdened are unlikely to perceive a
need for services even if their caregiving situations
seem burdensome to others.

4. Caregivers who have devoted themselves to
the care of the patient, often for years,
sometimes find it difficult to ‘‘give up’’ and
use paid services.

Caring for a person with dementia is an ohjec-
tively difficult task that takes caregivers away from
other interests, activities, and relationships. To
function in this role for a prolonged period, ¢ we-

givers may have to commit themselves to it single-
mindedly, not allowing themselves to question what
they are doing or to focus on the negative aspects of
caregiving. In this state of mind, they may regard the
use of services as ‘‘giving up'’ and resist it for that
reason.

The feeling that using paid services constitutes
‘‘giving up'’ often occurs in the context of nursing
home placement (96). One 76-year-old woman who
placed her husband, who had Alzheimer’s disease, in
a nursing home described that feeling as *‘the trauma
of finally having to accept the fact that you cannot
care for him any longer’’ (670). Some family
caregivers also regard the use of in-home and
community-based services as ‘‘giving up,”’ some-
times because they regard the use of these servires
as the first step toward nursing home placement
(88,186).

5. Some caregivers are reluctant to use services
because they fear the disapproval of rela-
tives or friends.

Family caregivers who have come to accept the
need for services still may not use services because
they fear criticism from others. This often occurs
when one family member, particularly the spouse or
an adult child, has provided all the patient’s care.
Other relatives and friends who have been unin-
volved may not be aware of changes in the patient’s
cognitive ability and behavior or of the difficulty of
caring for the person. The primary caregiver may not
have told them about the problem, or they may not
have been willing or able to acknowledge it. In either
case, they do not understand the need for services
and may criticize the primary caregiver for shirking
his or her obligation to the patient by using paid
services. Such criticism, or even the anticipation of
it, compounds the caregiver’s guilt feelings and
discourages him o« her from using services (514,936).

6. Some caregivers are too overwhelmed with
various feelings to think clearly about how
services might benefit them or the patient.

Alzheimer’s disease and other diseases that cause
dementia create duvastating losses for the patient
and patient’s family. Every account of these diseases
by the spouses and adult children of patients conveys
the sadness and trauma for the family of witnessing
the deterioration of their relative with dementia and
losing meaningful aspects of their relationship with
the person. In addition, problems associated with

1.2
RV |



116 o Confused Minds, Burdened Families: Finding Help for People With Alzheimer's & Other Dementias

caregiving often cause feelings of frustration and
anger. Changing roles and responsibilities within a
family due to the incapacity of one family member
cause feelings of anxiety and resentment. Some
caregivers feel ashamed of their negative emotions,
guilty for not doing more for the patient, and
depressed about their own lives and the caregiving
situation. Some are so overwhelmed by these
feelings that they cannot think clearly about how to
solve their problems (39,88,129,137,201,535,
610,916,936).

Many caregivers become physically and emotion-
ally isolated from other people because of their
caregiving responsibilitics. Because of that isola-
tion, they may assume that they are the only ones
who have negative feelings. Family counseling and
family support groups often help caregivers under-
stand that other caregivers have similar feelings
(88,137,256,272,933,936). For some caregivers, that
understanding is the first step in coming to terms
with their own feelings so that they can begin to
think clearly about their caregiving problems and
consider possible solutions, including the use of
services.

7. Some caregivers do not use services because
they are unable to arrange the services.

Eighty-eight percent of the agency representatives
and 73 percent of informal caregivers interviewed in
Cuyahoga County, Ohio, said that people’s lack of
knowledge about how to arrange services is a barrier
to their use of services for people with dementia.
One half of the caregivers said that not knowing how
to arrange services was a reason why they did not use
services (186).

The complexity and fragmentation of services in
many communities makes it difficult for anyone to
arrange services (see ch. 2). If a person with
dementia has physical or other problems in addition
to dementia and so requires services from several
different providers, the task of arranging and coordi-
nating the needed services can be extremely diffi-
cult. Because of the constant demands of caring for
a person with dementia, some caregivers have
neither the time nor the energy to arrange services.
Language and cultural differences limit some care-
givers’ ability to arrange services. In families in
which the person with dementia was the ‘‘organ-
izer’’ or ‘‘arranger’’ prior to his or her illness, the
family member who has become the caregiver may
have no experience in these roles.

Q

Some people with dementia have a primary
caregiver, who provides most of their care, and other
relatives and friends who provide occasional assis-
tance. These ‘‘secondary ceiegivers’’ sometimes
help to arrange services. In 1986, 57 percent of
family members who were first-time callezs to a
California agency that provides information about
services for brain-impaired adults were not the
primary caregivers (199). Likewise, a study of 25
families of persons with Alzheimer’s disease who
had a secondary caregiver found that the secondary
caregiver sometimes helped by arranging appoint-
ments and handling legal and financial matters, in
addition to providing respite for the primary care-
giver (749). Anecdotal evidence suggests that be-
cause secondary caregivers often help to arrange
services, people with dementia who have a second-
ary caregiver are more likely than other people with
dementia to receive formal services (483).

8. Some caregivers do not use services because
they do not believe the services will help.

Family members and other informal caregivers
usually focus on the needs of the patient. Some
caregivers fear, often with good reason, that the
patient will be upset by any new service provider or
new service setting, or that the patient will feel
abandoned. Moreover, caregivers often are skeptical
about service providers’ capability to care for their
relative with dementia and fearful that the patient
may be abused or neglected. As a result, some
caregivers conclude that services will not benefit the
patient (88,117,291,670,936).

Caregivers who consider their own needs still
may conclude that services will not help because the
patient may be more agitated and difficult for them
to take care of afterwards than he or she otherwise
would have been. For some caregivers, services such
as adult day care that require the caregiver to dress
the patient and take him or her to another setting are
more trouble than they are worth. Lastly, some
caregivers anticipate, sometimes correctly, that they
will not be able to enjoy the time away from their
caregiving responsibilities because of guilt about
leaving the patient with strangers and worry about
the quality of care he or she is receiving. Caregivers
who have a bad experience with one service or
service provider for any of these reasons often are

_reluctant to try again (88,186,291,533,936).
>
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9, Some caregivers do not use services because
they are embarrassed about the patient’s
behavior.

Because of the stigms associated with mental
illness in our society, families of people with
dementia often are embarrassed by patient behav-
jors, such as hallucinations, delusions, and agitation,
that suggest the patient is mentally ill, Fanilies of
people with dementia who are verbally or physically
aggressive also may be embarrassed by these
behaviors (72,291,533,936). Some caregivers try to
conceal the behaviors from other people in order to
protect themselves and the person with demeutia
from potential embarrassment. They may choose not
to use services for this reason.

10. Some caregivers do not use services bz-
cause they do not want service providers in
their home.

Some caregivers are reluctant to use in-home
services because of the loss of privacy and control
that using such services may entail (450). One
caregiver may not want a ‘‘bossy’’ homemaker or
home health aide in his or her home. Another
caregiver may not want to *‘share the kitchen’’ with
an in-home service provider. Still another caregiver
may be afraid that the service provider will notice
that the caregiver has a substance abuse problem or
some other problem that the caregiver would prefer
to conceal.

11. Some caregivers feel uncomfortable about
making decisions for the patient, including
decisions about the use of services.

Informal caregivers may be reluctant to assume
authority for decisions for the patient (39,669). One
study that compared the caregiving styles of hus-
bands and wives of people with dementia (533)
found that husbands generally were more comforta-
ble than the wives about assuming control of
decisions for their cognitively impaired spouse. The
wives worried about their husbands’ reactions to the
decisions they made and to their assumption of
decisionmaking authority. ..necdotal evidence sug-
gests that' some adult children of peopic with
dementia also are troubled by taking over decision-
making authority for their cognitively impaired
parent.

Because of one or more of the characteristics,
feelings, or perceptions discussed in this section,
some caregivers never use paid services for their
Q

relative with dementia. Other caregivers eventually
use services, but not until long after the time when

an objective observer would have said they needed

help.

The results of the Du':e University Respite Care
Demonstration Project, mentioned earlier in this
chapter and described in box 3-A, emphasize the
extent of some family caregivers’ reluctance to use
services and the tendency of some family caregivers
to put off using services for as long as they can, even
when the services are available, affordable, and
specifically designed to respond to the caregivers’
needs and preferences (291). Some of the features of
the Duke Respite Care Demonstration Project that
were at least partially successful in overc ming
caregivers’ reluctance to use services are described
in box 3-A.

The objectives of respite services are to prevent or
reduce caregiver burden, to increase the effective-
ness and quality of caregiving, and to prolong
caregivers’ ability to provide home care for their
impaired relatives. These goals cannot be met if
caregivers delay using services until just before the
person with dementia dies or is put into a nursing
home. Thus, a major conclusion of the Duke Respite
Care Demonstration Project, in the opinion of its
directors, was that ways must be found to encourage
caregivers to use services on a timely basis (291).

One of the stated reasons why caregivers who
were eligible for respite services in the Duke project
did not use them or waited so long to use them was
the cost of the services. Interestingly, however, their
primary concern was not about current costs but
about future costs (291). Caregivers participating in
the project were charged for the respite services on
the basis of self-perceived ability to pay—i.e., they
were told the hourly cost for the services, asked what
portion of the hourly rate they could pay, and
charged that amount. Subsidies were available for up
to $40 a week for 20 families per site. Overall, the
carcgivers paid only 20 percent uf the cost of the
services, and many families received totally subsi-
dized care. Some caregivers wanted more respite
services than they received but felt they could not
afford the cost of services above the $40 per week
cap on subsidies. These caregivers had no idea how
long care would be needed for their relative with
dementia, and many of the older spouse car .givers
knew that they would have to spend most of their

assets before Medicaid would pay for nursing home

10~



118 o Confused Minds, Burdened Families: Finding Help for People With Alzheimer's & Other Dementias

Box 3-A—Findings From the Duke University Respite Care Demonstration Project
Regarding Family Caregivers’ Reluctance To Use Services

From 1985 through 1987, Duke University conducted a respite care demonstration project in four counties in
North Carolina. In earlier Duke studies, family caregivers of people with dementia had said they needed respite
services to provide temporary relief from the constant care and supervision of their relative with dementia. The
caregivers had said they wanted in-home .espite services provided by individuals who were knowledgeable about
the care of people with dementia. They wanted services that would be inexpensive or subsidized and that would be
available at night and on weekends, as well as on weekdays.

The Duke Respite Care Demonstration Project was designed to respond to these caregiver preferences. Respite
care was provided by nursing assistants who volunteered for the project and were trained by Duke University staff
to care for people with dementia. The respite services were available weekdays, nights, and weekends. To be eligible
for the services, an individual with dementia had to live in one of the four counties served by the project and had
to have a memory impairment severe enough so that he or she could not stay alone safely.

Over the 3-year period of the demonstration project, 100 families received respite services. Families used
services for an average of 8 months and received an average of 8 hours of respite care per week. Although more
than 95 percent of the families who used the services reported that they were helpful, only a small portion of the
families who were potentially eligible for the services used them. Moreover, 50 percent of the individuals with
dementia who received respite services through the project died or were placed in a nursing home within 8 months
of entry into the project, and half of those died or were placed in a nursing home within 30 days of entry into the
project. Some families used the respite services as a stopgap measure while they waited for a nursing home bed for
the patient. Indeed, some families waited so long to ask for help that a hospice model of care would have been more
appropriate for the patient than the companion-type respite services provided by the demonstration project.

Several features of the demonstration project were at least partially successful in addressing caregivers’
concerns about the use of services. The training provided for the respite workers reassured caregivers that the respite
workers could care for people with dementia effectively. The training was unique in that it was open to anyone, and
prospective client families were encouraged to attend. This open training offered families a preview of the workers
and their skills and created a sense of trust between the workers and the families.

The flexibility of the respite services that were offered and the workers’ responsiveness to the needs of both
the patients and their families also helped to overcome some caregivers’ reluctance to use respite ser '-:cs. Respite
workers performed housekeeping, meal preparation, personal care, and other functions. They also too: - .~.nts and
their caregivers to the doctor or beauty shop and provided companionship for the caregiver as well as the patient.
Because the demonstration project considered the family unit as the client, caregivers were accepted as legitimate
recipients of care.

The nurses who supervised the respite workers and functioned as case managers for the patients and families
were another strength of the Duke project. During their monthly visits to monitor the respite services, the nurse
supervisor/case managers provided a variety of services for the patients and caregivers, including screening
caregivers for high blood pressure and other health problems, reviewing and revising the patient’s plan of care, and
providing individualized tcaching and counseling. As caregivers developed a trusting relationship with a nurse
supervisor/case manager, they became more open to referrals, and many increased their use of other community
services.

Th- willingness of the nurse supervisor/case managers to accommodate patients’ and caregivers’ preferences
with respect to respite workers also helped to overcome caregivers’ reluctance to use services. Although all the
respite workers had similar training, some patients and families had strong positive or negative responses to certain
workers. Sc.netimes it was the worker’s gender, age, beliefs, race, or appearance that prompted these strong
reactions. When the nurse supervisor/case managers assigned respite workers in accordance with patients’ and
caregivers® preferences, the patients and caregivers were more comfortable with the services. Some caregivers fear
that accepting any outside help means relinquishing family control to strangers. Having the nurse supervisor/case
managers acknowledge their preferences with respect to respite workers reassured caregivers that they were still in

control. !
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came 10 cherish their time off, and tardiness or absence of the worker was disappointing. For some caregivers, it
was easier not to plan on time off than to plan the time ar. . disappointed. Continuity of respite wotkers was also
critical to caregivers’ acceptance of services. With too much turnover of assigned respite workers, some families
lost adaptive energy and stopped using the services,

One importaat finding of the Duke demonstration project was that many caregivers of individuals with
dementia can accept respite services more easily if the services are presented as being for the patient rather than the
caregiver. At the beginning of the project, the respite services were promoted as providing relief for caregivers. It

. quickly became apparent that many categivers were reluctant to spend money for relief for themselves when faced
with the deterioration of & family member. When the initial approach was changed, and the respite services were
preserted in terms of their potential benefits for patients, caregivers responded more enthusiastically.

Many of the family caregivers in the Duks project considered the use of services more if the services
were connected to the health care system rather than to the social service system. Social services seemed to have
a *charity stigma’’ that was troublesome to sow\e caregivers. Moreover, some caregivers who believed that their
rehlt.i:e;akse;‘sick"mdwwamumommdadmabmnmicubemdebyaphydchnmhathma
social worker,

In 1988, Duke University began another 3-year demonstration project to test an intervention intended to
facilitate the timely use of all kinds of services for with dementia, This new project is based in a health care
setting (an outpatient memory disorders clinic) because of the previous project’s findings that caregivers prefer
health-related services. Clinic physicians refer caregivers to social workers who are knowledgeable about services
forpeoplewid\duuenﬂa.'mesocialworkmd\endevebpanmdividuauzedservicephnwithmemgiverand
facilitate and monitor the plan over an 18-moath period.

SOURCE: L.P. Gwyther, “‘Barriers to the Appropriate Use of Community-Based Services by Families of Persons With Dementia,” contract

report prepared for the Office of Technology Assessment, U.S. Congress, Washington, IDC, June 1988,

care. Given these concerns about future costs, many
of the caregivers felt they could not afford even $10
a week for respite services.

Implications for an Effective System To Link
People With Dementia to Services

The characteristics, feelings, and perceptions
discussed in the preceding sections stop some people
with dementia and some caregivers from using
services. Some of these individuals probably do not
need the services, but others do. For example, some
caregivers who say that they do not need services or
that they do not need services ‘‘yet’’ actually do
need services for their own well-being and for the
well-being and safety of the patient (88,514). It is
unclear whether or to what extent caregivers should
be encouraged to use services the caregivers say they
do not want or need. On the one hand, encouraging
people who say they do not want services to use
them seems absurd when there are not enough
services to meet the needs of people who are asking
for them. On the other hand, some commentato ‘s
have noted that it is often the most isolated and
objectively burdened caregivers who say they do not
want or need services (88,291,418,688). Likewise,
some people with dementia who refuse services, or
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are unaware that they need services, or are unable to
arrange services are very confused, afraid, and
perhaps in physical danger because of their demen-
tia.

Everyone has a different opinion about who needs
services, but there is little question that some people
with dementia and some caregivers who do not use
services for any of the reasons discussed in the
preceding sections do in fact need services. Im-
proved public education and information and refer-
ral programs might make it possible for some of
these individuals to contact service providers on
their own, but some patients and families still would
not be willing or able to do so. For this reason, OTA
concludes that in addition to public education and
information and referral, outreach and case manage-
ment are essential components of an effective
system to link people with dementia and their
caregivers to services.

The Need for Qutreach

Outreach is defined in this OTA report as any
active, individualized method of identifying people
who need services but are unlikely to respond to
public education programs or to contact an informa-
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tion and referral source on their own.” Outreach may
be needed for people with dementia who live alone
and have no relative or friend to help them; these
individuals are particularly unlikely to request
services on their own. Outreach also may be needed
for overburdened caregivers who are not connected
to a community agency or individual health care or
social service provider. It is not clear how many
patients or caregivers are included in these catego-
ries. It is clear, however, that the best possible public
education and information and referral programs
would not be effective in linking many of these
individuals to services.

Outreach to identify people with dementia who
are in need of services can take any of several forins,
One way to conduct outreach is to screen individuals
at places like senior centers and senior nutrition
sites. Another way is to have health care and social
service professionals and other service providers
who interact with elderly people and their families
identify people with dementia who may need
services.

Although the two methods of outreach just
mentioned would reach some people with dementia
and their caregivers, neither approach would reach
isolated patients and caregivers who do not go to
senior centers or senior nutrition sites and who do
not interact with health care and social service
professionals or other service providers. A third
method of outreach is to send paid or volunteer
workers out specifically to look for potential clients
(97). Although this method has been successful in
reaching people with various kinds of service needs
who would not have been reached otherwise, the
method requires a major commitment of resources
by the sponsoring agency and is therefore difficult to
sustuin for long periods of time.

An outreach method that can be sustained over
time and is likely to reach isolated people with
dementia and isolated caregivers is a ‘‘gatekeeper
program’’ that makes use of *:; ubservations of
individuals such as mail carriet: and utility meter
readers who come into contact witk many individu-
als in the course of their regular daily activities. The
gatekeeper programs that have been implemented in

Spokane, Washington, several rural counties in
Iowa, and in other jurisdictions offer models for
outreach that closely match the needs of isolated
people with dementia and their caregivers (97,
148,456,688)%. The Spokane program recruits mail
carriers, utility meter readers, and other individuals
who interact with many people in the course of their
regular activities and trains them to identify isolated
elderly people who may need assistance and to
notify a central agency. In addition to mail carriers
and utility meter readers, gatekeepers may include
apartment managers, police, pharmacists, grocers,
delivery persons, and others. To become gatekeep-
ers, these individuals do not have to become case
workers or counselors; they do have to be trained to
notice signs that an elderly person is confused, ill, or
otherw ise at risk. When a gatekeeper identifies an
individual who seems to be at risk, the gatekeeper
phones a central agency. The central agency takes
responsibility for contacting the person and assess-
ing his or her need for assistance.

The Need for Case Management

The term case management is used in a wide range
of contexts, and its precise meaning is often unclear.
Many commentators agree, however, that case
management includes the five functions shown in
table 3-1—nam=ly, assessing a client’s needs, devel-
oping a plan of care, arranging and coordinating
services, monitoring and evaluating the services
delivered, and reassessing the client’s situation as
the need arises (22,43,59,110,271,382,572,574,581,
657,757,769,891,902). As defined by OTA in this
report, case management is a process that includes
these five functions.

Individuals with dementia who are likely to need
case management include those who live alone and
have no relative or friend to help them and those
whose relatives live too far away to monitor their
care or reevaluate their needs on aregular basis. Case
management is also likely to be needed by some
individuals with dementia who have an informal
caregiver, including those whose caregivers are
unable to define their service needs, reluctant to use
needed services, or unable to arrange services for
any reason. Because of the complexity and fragmen-

Some agencies and commentators use the term outreach in a sense that is different from the scase in which it is used by OTA in this report. They
us~ it to refer to programs Or services that an agency provides outside the agency. Some of these programs and services—e.g., lectures given by agency
staff members to senior citizens, caregiver support, and other community groups—are effective in reaching some people with dementia and their
caregivers but are unlikely to reach isolated, confused patients or isolated caregivers. In the context of OTA's model in this report, such programs and

services are considered public education.

$The gatekeeper program in Spokane, WA, is described further in box 8-C in ch. 8.
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tation of services in many communities, individuals
with dementia who need several different services
are likely to need case management to arrange and
coordinate the services of multiple providers. It is
not clear how many people with dementia or how
many caregivers are included in these categories.

Despite the general agreement about the five case
management functions listed earlier, there are many
unresolved definitional and practice issues with
respect to case management,. First, some commenta-
tors include other functions—e.g., case finding,
screening, patient and family education, and coun-
seling—in their definitions of case management.’
Second, the implementation of each of the case
management functions varies, depending on factors
such as the goals and trair. ..g of the case manager,
the number of clients the case manager has, the type
of the agency for which the case manager works (if
any) and the other functions of that agency, and the
extent to which the agency or independent case
manager provides services in addition to providing
case management. The same factors also influence
the relative importance case managers place on
different functions. Depending on these factors, for
example, one case manager may focus primarily on
arranging and coordinating services, spending most
of her or his time making arrans ements for specific
services and less time on assessing the client’s needs
and developing a plan of care. Another case manager
may focus more on the assessment and care planning
functions, spending most of her or his time talking
with patients or caregivers about the problems they
are facing and what services, if any, would be
helpful.

A third unresolved issue is the relationship
between case management as an adininistrative
process and case management as a clinical process.
In agencies that allocate services and funding for
services, case managers are frequently responsible
for ‘‘administrative’’ tasks such as determining
people’s eligibility for services, authorizing services
and funding for services, and monitoring the provi-
sion of services. When case managers are responsi-
ble for these administrative tasks, the five case
management functions shown in table 3-1 are
modified to include the tasks. Thus, for example, the
function of assessirg a client’s needs is modified to

Photo credit; Bl Adams

A method of outreach that closely matches the needs of

isolated people with dementia s a “gatekeeper” program
that refies on mail carriers and others who have dally

interactions with many peopie to identify eiderly people
in need of assistance.

include administrative procedures for determining a
client’s eligibility for services. The functions of
developing a plan of care and of arranging and
coordinating services are modified to include ad-
ministrative procedures for selecting service provid-
ers and authorizing benefits. The functions of
monitoring the services delivered and of reevalu-
ating the client’s needs are modified to include
procedures to recertify the client’s eligibility for
services and to account for the services and funds
that are used.

In some agencies that allocate services and
funding for services, case management seems to be
primarily a series of administrative tasks intended to
allocate benefits in accordance with agency or
program regulations. In other agencies, case man-
agement seems to be primarily a ‘‘clinical’’ process
in which the case manager functions more as a
professional helper, counselor, and client advocate
than as an administrator of benefits. If it were
possible to make a clear distinction between case

’(nﬂ:eoontextofthemodelforalhkingsyﬂunduaibedhdﬁuqaoﬂ.OTAwnddewﬂﬂduthummdlyhvdvedmweﬁmm
andmeenlngtobemnofthepubﬁceduuﬁon.hfam;ﬁmandmmeandwmehoompmuoﬂhcsynanmdduwﬁmamohhe

case management

of the system. Patleuundfunﬂyeducaﬁonmcomidaedmvicuﬂmmybemededpreopbwithdemwda(seeuble

l-zmchl).mwonofwhethacounselingshmﬂdbcpmofthecuemntgunentcomponentohIinhngsynunhdhcuuedwainthhdnpu.

ERIC

IToxt Provided by ERI

1))



122 o Confused Minds, Burdened Families: Finding Help for People With Alzheimer's & Other Dementias

management as an administrative process and case
management as a clinical process and call one case
management and the other something else, it would
be easier for everyone to understand and communi-
cate clearly &bout case management. In reality,
however, that distinction does not hold up. Many
case managers who administer benefits for their
agencies perceive themselves as professional help-
ers, counselors, and advocates and perform the five
core functions in much the same way as case
managers who do not administer benefits.

In a study by the University of Washington, 127
case managers in agencies that allocate services and
funding for services in Oregon and Washington
State were asked to rate the importance of 11
possible goals of case management (47). All these
case managers’ jobs involved administrative tasks
related to allocating services and funding for serv-
ices, but the goals they identified as most important
had to do with helping and advocacy. Table 3-3 lists
the goals of case management in order of their
average ranking by case managers in Oregon and
Washington. In the view of these case managers, at
least, the administrative and clinical aspects of case
management are intertwined.

In addition to these definitional and practice
issues with respect to case management, there are
many other unanswered questions about case man-
agement in a system to link people with dementia to
services. These questions are discussed in a later
section of this chapter.

WHAT IS SPECIAL ABOUT
CASE MANAGEMENT FOR
PEOPLE WITH DEMENTIA?

Except for anecdotes and case histories, very little
has been written specifically about case man-
agement for people with dementia. OTA is not av-are
of studies specifically designed to compare case
management for people with dementia and case
management for nondemented people. Many re-
search and demonstration projects that involve case
management have included subjects with dementia,
but with a few exceptions, the findings of those
research and demonstration projects have not been
analyzed for demented v. nondemented subjects.

Table 3-3—Ranking of Certain Goals of
Case Management by Case Managers in

Oregon and Washington State
Rank Goals

1 To assure that services given are appropriate for the
needs of a particular ciient.

2  To facilitate the development of a broader array of
noninstitutional services.

3 To follow clients to guarantee the continued appropri-
ateness of services.

4  Toimprove client access to the continuum of long-term
care services,

5 To target Individuals most at risk of nursing home
placement in order to prevent inappropriate Institution-
alization.

€  To support the client’s careglvers.

7  Toserveasbridges between institutional and community-
based care systems.

8 To promote quality and efficiency in the delivery of
long-term care services.

9  Toenhance the coordination of iong-term care service
delivery.

10 To prevent inappropriate use of hospital Inpatient
sarvices.

11 Tocontaln costs by controlling cller’ accessto servives,
especially high cost services.

SOURCE: C.D. Austin, E.F. Borgatta, EA. Roberts, et a., Improving
Access for Eiders: The Role of Case Management: Final Report
(Seattle, WA: University of Washington, January 1987).

Some aspects of case management are undoubt-
edly similar for demented and nondemented people,
but it is easy to imagine ways in which the
characteristics and care needs of people with demen-
tia might change the case management process,
make it more difficult, and/or limit its effectiveness.
The process of assessing an individual’s needs may
be more difficult in the case of individuals with
dementia, e.g., because such individuals often are
not a good source of information. The process of
planning care may be more complicated for individ-
uals with dementia because of the fact that some
demented individuals are unable to participate in
decisions about services.!? The process of arranging
services may differ for peopls with dementia be-
cause such people (unlike many nondemented eld-
erly people) often are nc- able to assist with the
arrangements. It also may be more difficult to find
services for people with dementia or to select an
appropriate service provider. Since people with
dementia are often unaware that they need help, the,
may be more likely than people without dementia to
refuse needed services. Lastly, the process of moni-
toring and evaluating services may be more Cuficult

10The problems involved in determining the decisionmaking capacity of individuals with dementia and making decisions about services for people
with dementia who are not capable of making decisions for themselves are discussed in ch. 4. -
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if the individual receiving the services is too
confused to report problems with the services.

To expiore the question of what is different or
special about case management for people with
dementia, OTA contractsd for an exploratory study
that involved interviews with case managers in five
Pennsylvania #.3As and family caregivers, most of
whom had interacted with the AAA case managers
(934). The results of the study are discussed in the
following section.

Findings From an Exploratory Study of Case
Management for People With Dementia

In 1988, a study was conducted for OTA in
Pennsylvania to learn about:

e case managers’ views regarding the unique
aspects and difficult‘es of working with people
with dementia and their families, and

o family caregivers’ views regarding the process
by which case managers arrange services for
their relative with dementia (934).1!

The study was done in four counties in central
Pennsylvania and involved in-depth interviews with
15 staff members from five AAAs and 46 family
caregivers of people with dementia, most of whom
had received some services through one of the AA As
(934). The 15 AAA staff members who were
interviewed for this OTA study inciud.d {ue case
management supervisor and two other staff mera-
bers selected by the supervisor at each AAA; the
staff members selected by the supervisors inclucled
eight case managers and two case aides. All 15 AAA
staff members are referred to as ‘‘case managers’’ in
the following discussion.

The AAAs in Pennsgylvania provide some services
directly or through contracts with other agencies.
Elderly people who come to an AAA in need of
services are generally evaluated by a case manager,
who may then arrange the services for them. If they
are not eligible for the AAA’s services or if they
need services the AAA does not provide, the ~ase
manager refers them to other agencies.

Case managers in Pennsylvania’s AAAs dv not
necessarily perform all five case management func-
tions for all their clients, and the AAA case
managers interviewed for this OTA study interacted
with some of their clients only briefly to determine
eligibility or refer them to other agencies. In that
sense, they were not always providing case manage-
ment. Moreover, some of the family caregivers the
case managers interacted with may not bave needed
case management. The observations of the case
managers and the family caregivers are instructive,
however, with respect to the question of what is
special about working with and arranging services
for people with dementia.

The samples of case managers and family care-
givers who were interviewed were both samples of
convernience, not representative groups, and thus
allow for a preliminary (rather than a definitive)
inquiry into questions about working with and
arranging services for people with dementia. The
case managers did not know which family caregivers
were interviewed for the study. When they sp-.ke
about families of people wi*: <{ementia, they wer
reflecting on their entire cas -Jad, and their com-
ments do not refer specifically to families that were
interviewed.

Perceptions of the Case Managers

The interviews with the case managers were based
on a questionnaire designed to elicit information
about the types and adequacy of services provided
for people with dementia and problems case manag-
ers confront in working with and arranging services
for people with dementia and their families!2 (934).
Although discussions with the case managers inevi-
tab'y turned to the limited availability of needed
services, the rrimary focus of the interviews was the
linking process.

The Types and Adequacy of Services Provided
for People With Dementia.—Most of the case
managers said that some of the needs of people with
dementia are being met (934). They indicated a need
for more respite services and more in-home personal
care. Another proble.1 noted in some counties was
the insufficient availability of nursing homes and
board and care facilities able to manage patients with

1A complete repeat of the OTA-commissioned study in Pennsylvania is available from the National Technical Information Service in Springfield,

VA (sec app. A).

12To ensure that the case nmngers had a uniforns set about what ¥as meant by dementia, they were told that the researchers were ‘nterested in their
memory-impaired'’ clients. **Memory-impaired'’ was defined o aaving a diagnosis of Alzheimer’s disease or dementia and/or significant functional

hnplirmem due to cognitive deficits,

83-150 - 90 - 5
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disruptive behavior. A third problem noted by some
of the case managers was ‘ransportation. They said
that although people with dementia often need
transpor ation—e.g., to a doctor’s appointment—the
exi::'.y transportation services are not appropriate
for wiem because no escort is provided, and the
patient could ;.t lost, forget why he or she was out,
or encounter otier difficulties.

Even with existing ressurce const-aints, some
case managers showed coi siderable ingenuity and
persistence in stretching limited resources to the
maximum (934). One case mana_ er commented:

There’s a huge gap betweep what is needed to
. intain someone in the comraunity and when they
need nursing home care. We patch and bandaid, and
people see it as a lifeline and are glad for it (934).

Unique Aspects and Difficulties of Working
With People With Dementia and Their Far:ilies—
Several general themes emerged in case managers’
comments abuut working with people with dementia
and their families (934). First, the case managers
unanimously agreed that working with people with
dementia and their families takes more time and
effort than working with other clients. Second, the
case managers indicated a need for mcre flexibility
in their jrbs to work cffectively with dementia
clients. They said they neea to be able to take the
person to a service program for the first time, to be
present when an aide first comes into the hom-, and
to take clients to the doctor, drug store, or other
places. These kinds of assistance may be needed
even for clients with a supportive family, since the
family is not always available.

Problems in Working With People With De-
mentia Who Live Alone—The: case managers said
that many people with dementia who are served by
the AAAs live alone and have no family or other
caregiver to help them (934). They noted several
ways in which working with these patients is
difficult. One problem is getting the patient to
recognize his or her need for help and to accept
services. They also pointed out that assessment is
difficult if a reliable informant is not available at the
initial assessment. One said:

You have to call other people if the pieces of the
dementia patient’s story don’t fit. You have to put a
puzzle together. Call a daughter. Find out who else
is involved. To determine eligibility, you have to
hunt for papers. Finding information takes time

(934). 1

The case managers said that people with dementia
usually cannot make arrangements for services
themselves or remember arrangements that are made
for them. One case manager noted:

When they need SSI or other benefits or services,
ihey can’t do it for themselves. They couldn’t handle

the phone calls or remember the details (934).

Case managers said that people with dementia
who live alone are often fearful and suspicious. One
said that she calls clients with dementia before a
service provider is scheduled to arrive: ‘‘I make
them aware someone else is coming to provide the
service, and it’s not me who will be coming out. A
lot of them are skeptical and have been taken
advantage of (934).”’

Another case manager described how she works
with a confused client who lives alone and has no
family:

To get in to see her, I told her I was from the senior
center, not the agency. That seemed to help establish
trust at first. She doesn’t really know who I am or
where I come from, but she thinks I'ma godsend. We
go from problem to problem with her. I take care of
o~e .iced, and then wait for a new problem to arise

(934).

A third case manager told abcut a case of hers that
illustrates the difficulty of wcrking with someone
who cannot report his or her problems (934). The
client liveZ alone in a senior housing facility. Her
personal hygiene was sometimes 2 problem, but the
case manager did not think to racck her feet. One
day, a home health nurse visited the client for other
reasons and found the woman'’s toenails had curled
around and were growing into the bottom of her feet.
The case manager had taken her to the doctor a week
earlier, but the doctor did not check her fect either.
A nurse comes to the senior housing facility once a
week but stays in her office, waiting for people to
come to her. As the case manager noted, confused
residents cannot remember when the nurse is there
and often fail to report problems, as happened in this
instance.

Some case managers vere clearly more comforta-
ble than others working with dementia patients who
live alone, and they seemed to do it well (934). They
would find an entree, establish a relationship and
give the client reminders rather than expecting
him/her to remember The case managers who

7appeared successful with this task also tended to
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view it as a challenge in which they would somehow
piece together a service program from the patchwork
of available services. Sometimes this task involved
bending procedures a little, and it always involved
spending more time with the person than with other
clients.

Problems in Working With Families of People
With Dementia—The case managers said that
families of people with dementia often wait until a
crisis to seek help (934). At that point, the family
may be too desperate to wait for services, or the
available services may be insufficient to meet the
patie:at’s and family’s needs. One case manager said:

A lot of times, the family has burned out before we
get the referral. They want us to do everything. They
want someone to come stay with the patient, help
with bathing, or do the finances. Families don't give
us the time to work out all these things, though we

could do it (934).

The case managers cited many of the same
reasons discussed earlier in this chapter as to why
families wait until a crisis to seek help, e.g., families
believe they should ‘‘care for their own,’’ they do
not want to leave their relative with strangers, and
they feel guil & »ut using services (934). The case
managers also .4id that some families are deterred
from seeking help because the patient denies need-
ing help or resists when it is provided.

Although most of the case managers noted
families’ reluctance to seek help, two case managers
reported that families of people with dementia were
more eager than the families of other elderly clients
to use services (934). One case manager said:

Families are anxious, stressed, overwhelmed,
scared. They will seek out help more readily than
families of physically disabled (934).

According to the case managers, the amount of
stress experienced by families of people with
dementia contributes to the difficulty of helping
them (934). This problem is exacerbated, of course,
when Jamilies wait until they are at the end of their
rope to seek help.

Some case managers distinguished between fami-
lies who are already involved with the patient and
families who are drawn in reluctantly (934). In their
view, reluctant families become involved only when
the situation has gotten so serious it cannot be

ignored, or when they are told to get involved by
someone else, such as the patient’s doctor, neigh-
bors, or the AAA. Often they are particularly
reluctant to get involved if doing so would require
managing the patients’ finances or placing the
patient in a nursing home. The case managers said
reluctant families are difficult to work with because
they often do not follow through on treatment plans.

Several case managers commented on some
families’ fear that agencies will take control of the
patient (934). One said, ‘‘There is a fear of agencies,
that they may pull the elder out of the home.”
Another said, ‘‘They fear I will take over, and I
won'’t.’’ This issue of control arose again strongly in
the interviews with families.

Some case managers raised another issue that was
difficult for them in working with families of people
with dementia—that the families persisted in pro-
viding care at home beyoud what the case manager
or physician felt was appropriate (934). Four case
managers referred to families’ refusal of nursing
home placement in these circumstances as ‘‘denial’’
and saw their role as breaking down the family’s
denial and arranging nursing hone placement. They
put more emphasis on that activity than on arranging
services for home care. OTA’s contractors con-
cluded that these case managers were doing what
they felt was in the patient’s and family’s best
interest. The case managers felt that some families
were coping with intolerable caregiving situations
and that too few services could be provided to
support continued caregiving at home.

Other case managers saw their role as doing what
they could to support home care (934). They
provided information about and assisted with nurs-
ing home placement. “ut they wanted families to
make the decision at-out olacement, except in cases
of clear danger to the pat.ent.

Perceptions of the Family Caregivers

The 46 family caregivers interviewed for the
study in Pennsylvania included some caregivers
who were identified by the AAA case managers and
some who were recrv’ :d independently (934). The
primary sources of the independent sample were
support groups, an adult day program, and other
sources. Despite these sources, it turned out that all
but two of the caregivers had been in contact with
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and received at least minimal assistance from an
AAA

All the caregivers were contacted by an inter-
viewer who explained the study and arranged an
interview (934). Interviews were conducted in the
family’s home or the patient’s home if they lived
separately. There were very few refusals.

The mean age of the patients whose caregivers
were interviewed was 77 years (934). Thirty-six of
the patients were living at home; 9 were living in a
nursing home or board and care home; and 1 had just
died. All but four of the patients had a diagnosis of
Alzheimer’s disease or another dementing disease,
and in those four cases, the patient’s history and
functioning were consistent with dementia.

The mean age of the 46 caregivers was 55.
Eighteen of the caregivers were spouses of the
patient; 20 were daughters or daughters-in-law, and
8 were other relatives (934). Duration of caregiving
averaged 4 1/2 years, with a range of 3 months to 14
years. Nineteen of the 46 caregivers (41 percent) said
they had someone they could count on as backup
caregiver, whereas 27 (59 percent) said they did not
have a backup caregiver.

Sources of Information About Services—The
caregivers said they most often learned about formal
services from the AAA, physicians, and other family
members (934). When asked whom they would turn
to for more information, caregivers noted the AAA
most frequently. Many caregivers said the patient’s
doctor did not refer them for case management or for
home care. Most physician referrals apparently were
for nursing home care.

Overall, about half the family caregivers said they
had received enough information about services, and
half said they had not. Forty-one caregivers (89 per-
cent) said it would be extremely or very helpful to
have a central source of information about services.

Use of and Satisfaction With Formal Services—
The caregivers reported using various kinds of
services, including personal care (22 families),
respite care (14 families), and adult day ca-e,
homemaker, legal and financial services, and home-
delivered meals (11 families each) (934). They
generally were satisfied with the services they were
using. Almost unanimously, however, they said they

could use ‘‘a little more help.’’ Sometimes, ‘‘a little
more’’ was a global understatement of the despera-
tion the caregivers felt, but in other cases, it meant
that a litrie assistance—an occasional phone call or
a couple of hours of respite a week—would go along
way.

Despite their general satisfaction with services,
some caregivers complained about respite and per-
sonal care workers who did not show up or were
poorly trained (934). Many of the caregivers also
complained about the inflexibility of the service
system. They were upset about not being able to
schedule helpers at a convenient time or specify a
particular worker. They complained about the lack
of services on evenings and weekends and about
services that excluded patients with behavioral or
emotional problems or severe functional impair-
ments.

As a result of these difficulties, many caregivers
were frustrated (934). Some dropped out of the
service system altogether and used no services. A
few hired home health aides privately. Others said
they learned how to work with agencies to get what
they wanted. One caregiver said that she had gone
through three home health agencies and 10 nurses
whom she thought were not adequate. She now has
worked out an arrangement with a home health
agency so they send only their better trained nurses.

The caregivers said that they could accept serv-
ices more easily if the services were therapeutic, not
just ‘‘babysitting (934).’* Moreover, like the care-
givers who received services from the Duke respite
care demonstration project, many of these caregivers
said they had difficulty accepting services if the
focus is on their needs and that they could accept
services more easily if the services are for the
patient. Many of the caregivers did not see a
connection between their own physical and psycho-
logical well-being and their ability to continue
caring for the patient.

Interactions With AAA Case Managers—As
mentioned earlier, all but 2 of the 46 family
caregivers in this study had had at least some contact
with an AAA (934). The caregivers’ overall satisfac-
tion with all these interactions was quite high. One
caregiver, a 53-year-old woman who was caring for
her mother-in-law with Alzheimer’s disease, said:

13This finding should not be interpreted as indicating that most families are in contact with an AAA or are receiving services from an AAA; the result
is probably a function of the sampling method, since poople who attend support groups or a day care program are likely to use other services (934).

Q
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The AAA is the best link for help with the elderly.
We have been well pleasec’. We recommend them to
anyon¢ with an elder. They can linx you up to all the
help that is out there. They are concerned, they
follow-up, and they do their homework (934).

Another caregiver, a 63-year-old woman who had
taken care of her mother with Alzheimer’s disease
until the miother was placed in a nursing home, also
was very pleased with AAA case management. The
primary assistance she received was an assessment
and help with nursing home plac¢ment. She said:

The AAA returned calls, the staff was compas-
sionate and helpful. They gave us time. They didn't
make us feel unimportant or an imposition (934).

Despite the caregivers’ generally positive atti-
tudes about AAA case management, they did note
several problems (934). Caregivers complained
about overly bureaucratic procedures, particularly
when steps they considered unnecessary were re-
quired in order to arrange services. For example, one
caregiver felt si.e received a ‘‘runaround’’ when
scheduling respite services that were already author-
ized by the AAA case manager. She said she first had
to call the case manager, who then called the agency
providing the services. In her view, this process led
to additional slipups. She said she would have
preferred to arrange the services herself. Other
caregivers agreed. When asked, *‘If someone were
available to arrange services, who would you prefer
that person to be?’’ 12 caregivers (26 percent) said
they would prefer to do it themselves; 29 (63
percent) said an agency should do it; 3 (7 percent)
said both; and 2 (4 percent) named other alternatives.

One caregiver, a 33-year-old woman who had
been caring for her mother-in-law for 14 years, said
that the critical factor in case management is having
someone to talk to (934). She said the AAA case
manager had helped her by spending time with her,
allowing her to talk out some of her frustrations, but
that she would have preferred to arrange services
herself.

Some of the caregivers understood the process by
which AAA case managers authorized and arranged
services, but most did not (934). Several said they
did not know how they were identified to receive
help in the first place. They said someone from the
AAA ‘‘just showed up one day,’’ or they received a
letter saying they were eligible. One caregiver said
he felt the AAA came in almost surreptitiously,
without involving him. Some said they did not
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understand how benefits were determined, but they
did not want to ask because they were afraid of
losing the services they were receiving.

The primary concern of caregivers was not case
managers, however, or the positive or negative
aspects of the case management process. For them,
the bottom line was services (934). Several care-
givers were angry at the AAA case manager or the
AAA because of policies that denied them services
they needed. OTA's contractors in Pennsylvania
reported the following example:

One 49-year-old widow was takir ¢are of both
her 87-year-old mother with dementia and a severely
disabled 29-year-old daughter. The mother was
attending a day care program, which the caregiver
liked. She also got some in-home help for her
daughter. She used this help to care for both her
mother and daughter but felt that doing so was unfair
to the helper. Because of an AAA policy, she was not
able to get any in-home help for her mother as long
as the mother was in the day care program. She did
not understand this policy and was very angry with
the AAA (934).

An important aspect of satisfaction for caregivers
wes having a relationship with someone in the
service system who would give them emotional
support and help them navigate the system (934).
For some caregivers, this person was the case
manager; in many cases, however, it was someone
else, e.g., the person who delivered meals to the
home or the aide who provided personal care. To the
caregivers, having an advocate in the system seerned
to make the difference between getting what they
needed or giving up. OTA's contractors noted that
such a relationship seemed more important for less
educated and less sophisticated caregivers.

Implications for an Effective System To Link
People With Dementia to Services

The overriding consensus of the 15 case managers
in the Pennsylvania AAAs was that working with
and arranging services for people with dementia is
more difficult and more time-consuming than work-
ing with and arranging services for their other clients
(934). Many people with dementia deny their need
for services and refuse services. They cannot provide
information or remember arrangements that have
been made for them. Some are fearful and suspi-
cious. Case managers need special skills to work
with these patients. Problems that arise in working
with families of people with dementia—particularly
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. Case managers need special skilis to work effectively with people with dementia and their families.

problems related to the tendency of families to hold
back from seeking services until the situation is
desperate—also may require special skills.

Judging fiom examples the AAA case mangers
gave, OTA s contractors concluded that some of the
case managers dealt with people with dementia and
their families in very skillful ways (934). The case
managers had received no formal training for this
ability, however. Given the difficulty of providing
case management for some people with dementia
and their families, it is reasonable to suggest that
case managers need special training to work effec-
tively with these patients and families.

The majority of the 46 family caregivers inter-
viewed for the study in Pennsylvania were satisfied
with the services they had received and with their
contacts with the AAA case managers (934). Their
primary conce.ns were that not enough help is
available and that the quality of personal care and
respite services is sometimes poor.

Another concern of the family caregivers was
control (934). Caregivers want to have control over
services, particularly in-home services. They want to
have some say as to when services are provided and
who provides them. A lot of resentment was directed
at the AAAs for not allowing families to request a

particular nurse or aide. They also were angry when
bureaucratic procedures resulted in services not
being delivered. One-fourth said they would rather
arrange services themselves than have a case raan-
ager act a. an intermediary.

OTA does not know whether families of people
with dementia are more likely than families of
nondemented elderly people to want to retain control
over services and how the services are provided. It
is possible that families of people with dementia
become more protective than families of nonde-
mented people in response to the diminishing ability
of the dementia patient to plan or advocate for
himself or herself. In -y event, a recognition of
families’ desire to have control over services should
be built into the case management component of a
system that links people with dementia to services.

One aspect of control is understanding the rules of
the game—in this context, how eligibility is deter-
mined and services are authorized (934). Many of
the family caregivers interviewed for the study in
Pennsylvania were mystified about how the level of
service was determined or why they received help at
all. This lack of understanding undermines their
sense of control. In the view of the advisory panel
and contractors for this OTA asscssment, an impor-
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tant objective of case management with families of
people with dementia is to help them understand the
basis for decisions about services so as to increase
their sense of control.

Finally, some case managers interviewed for the
study regarded the more impaired dementia patients
as needing institutionalization, regardless of the
their families’ wishes (934). They believed that the
families could not continue to provide adequate care
and that available services were not sufficient to
supplement the families’ efforts. Other case manag-
ers made extensive efforts to support home care,
even when services were limited, if that was the
preference of th~ family. These differences in
approach were due to several factors, including how
comfortable case managers were in working with
people with dementia and the advice they received
from *‘experts,’’ including one geriatric assessment
team that frequently urged nursing home placement.

In the interactions of health care and social service
professionals, case managers, and families, the issue
of when institutionalization should occur is often
couched as a professional or even medical decision.
Except in cases where there is abuse or neglect,
however, the timing of institutionalization is prob-
ably more appropriately and realistically viewed as
a questicn of individual values and perceptions.
Some families are willing to make tremendous
sacrifices to keep a relative at home, and, as
discussed earlier, some apparently do not perceive
objectively difficult caregiving situations as over-
whelmingly burdensome. It is probably inappropri-
ate for case managers to regard these enduring
caregivers as neurotic or to label their feelings as
‘‘/denial.”” That some caregivers have conflicted
motives is obvious; they may also have sincere and
profound beliefs about what they are doing. They
often continue home care despite intense pressure to
institutionalize from doctors, service providers, and
other family members. If a case manager pushes
family members to institutionalize their relative,
they may withdraw from the service system com-
pletely and consequently receive no services (934).

It is the opinion of OTA’s contractors and the
advisory panel for this study that except in cases of
abuse or neglect, case managers should inform
family caregivers about all their options, including
nursing home placement, and allow them to make
the decision. The question of what constitutes
sufficiently poor family care to trigger a decision to
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institutionalize a dementia patient over the objec-
tions of his or her family requires further analysis.

UNRESOLVED QUESTIONS ABOUT
CASE MANAGEMENT IN A
SYSTEM TO LINK PEOPLE WITH
DEMENTIA TO SERVICES

Although OTA has concluded that case manage-
ment is an essential component of an effective
system to link people with dementia to services,
many questions remain to be answered about case
management in such a system. Several of these
questions are discussed further below:

¢ To what extent should a linking system try to
maintain at home individuals with dementia
who live alone and have no informal caregiver?

¢ Should counseling be part of case management
in a linking system?

¢ In general, should families be regarded by a
linking system as ‘‘co-case managers’' or
‘‘co-clients’’?

¢ How many people with dementia need case
management?

e How much would case management in a
linking system increase the use of services?

The answers to these questions have implications for
the design and operation of the case management
component of a linking system and for the job
description and skills of case managers employed by
the system.

To What Extent Should a Linking System Try
To Maintain at Home Individuals With
Dementia Who Live Alone and Have No
Informal Caregiver?

At least 20 percent of people with dementia live
alone, and as many as half of them have no informal
caregiver to assist them (see ch. 1). In developing a
system to link people with dementia to services, it is
important to decide how the system should respond
to these individuals, who may require a lot of
involvement on the part of a case manager if they are
to remain in the community.

People with dementia who live alone and have no
informal caregiver are at risk for injuries and other
problems. Some home health care agencies will not
accept them as clients because the agencies do not
want to be liable for problems that occur when the

10
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individuals are alone (239). One question in devel-
oping a linking system is the degree of risk to an
individual that can or should be tolerated, but that
risk needs to be weighed against problems people
with dementia encounter ir. institutional settings. A
related question is what liability the linking system
or its case managers would incur for people with
dementia who live alone, have no informal care-
giver, and are maintained at home with intermittent
services and supervision by a case manager. Both
questions require further analysis.

The case managers in the study conducted for
OTA in Pennsylvania said that providing services
that are not ordinarily considered case management—
e.g., taking a client with dementia to a program the
first time, being in the person’s home when a new
aide arrives, or driving the person somewhere if no
other source of transportation is available—is some-
times essential in implementing a client’s plan of
care (934). Such services are especially likely to be
needed for people with dementia who live alone and
have no informal caregiver. Sometimes, a case
manager can arrange to have these services provided
by a volunteer or a paid chore worker. But what if
that is not possible and the case manager judges that
failure to provide the services could cause a major
disruption to the client’s already precarious func-
tioning? Should case managers employed by a
linking system provide the services themselves?

Some private geriatric case managers who are
hired by patients or families to provide case manage-
ment provide services that are peripheral to case
management but may be essential to supporting the
patient and maintaining the patient’s independent
functioning. A 1986 survey of private geriatric case
managers conducted by Interstudy found that 16
percent of the 117 respondents provided transporta-
tion; 16 percent provided homemaker services, and
11 percent provided chore services (357). In some
cases, however, the services were provided by case
aides or other support staff members who worked
with the case manager.

Some case managers also make themselves avail-
able to their clients at any time for emergencies.
Eighteen percent of the private geriatric case manag-
ers who responded to the Interstudy survey just cited
said they provided a 24-hour hotline (357). Some
public and private case management agencies also
provide a 24-hour hotline (746). One private geri-
atric case manager, speaking to a National Council
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on the Aging symposium on case management, told
about an instance in which one of her clients, an
elderly woman with dementia who was living alone,
became very confused in the middle of the night.
Ordinarily, a paid homemaker helped the woman get
ready for bed before she left for the evening. On this
particular night, the usual routine was not followed
for some reason. The woman with dementia became
agitated and called a friend, who then called the case
manager. The case manager went to the woman'’s
house, helped her get into her nightgown, and waited
until she fell asleep to leave (136).

OTA does not known whether instances like this
occur more often in the case of individuals with
dementia than in the case of other individuals
receiving case management, but such instances do
raise questions about the appropriate role and
functions of case managers. If the occasional provi-
sion of ‘‘non-case-management’’ services enables
case managers to maintain at home clients with
dementia (and perhaps other clients) who live alone
and have no informal caregiver, should a linking
system build into the case managers’ job description
sufficient flexibility to allow them to provide such
services? Alternatively, should case aides of some
sort be available in the system to provide the services
at the direction of the case manager? These ques-
tions remain to be answered.

Should Counseling Be Part of Case
Management in a Linking System?

In the context of a linking system, counseling is
most likely to be needed for caregivers who do not
use services because they feel guilty about accepting
help, fearful that others will disapprove ~f their use
of services, ashamed of the patient’s behavior,
reluctant to make decisions for the patient, or simply
too overwhelmed by various feelings to think clearly
about solutions to their problems. Counseling also
may be needed when family members disagree about
the patient’s care and what services are appropriate.
Lastly, counseling may be needed for some patients
who are reluctant to use services, although in many
cases the effectiveness of counseling for patients is
problematic.

It is unclear whether counseling should be part of
case management in a linking system or whether
patients and their caregivers who need counseling
should be referred by the linking system to other
sources of counseling. If counseling is to be pro-
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vided by the linking system, however, the individu-
als hired as case managers by the system must have
the necessary education and training to provide it.

In General, Should Families Be Regarded
as ‘‘Co-Case Managers’’ or ‘‘Co-Clients’’
by a Linking System?

Families of frail older people frequently perform
case management tasks themselves, acting 23 inter-
mediaries between the ~ider person and formal
service providers (85,92,110,467,477,753,778). Some
commentators have suggested that maximizing a
family’s performance of case management tasks
might increase the family’s sudsfaction with serv-
ices, meet patients’ needs more appropriately, mini-
mize costs, and eventually decrease the need for a
paid case manager (271,753,754,758). Despite this
suggestion, few attempts have been made to help
families become better case managers (175).

One project did train and assist some families of
elderly people (including some families of people
with dementia) to perform case management tasks,
such as arranging and monitoring services (753,754,758).
Together, a social worker and a family member
developed a ‘‘case management service plan’’ that
allocated case management tasks between them.
Family members were given information about
community resources, and the social worker con-
tacted them at least every 2 weeks to answer
questions, monitor their performance of case man-
agement tasks, and provide supportive counseling.
The results of the project showed that the families
who received the training and assistance accom-
plished significantly more case management tasks
than did a control group of families that did not
receive the training and assistance. Additionally, the
total duration of services was significantly shorter
for the older people whose families received the
training and assistance than for older people whose
families did not (753).

Interestingly, whether families received this train-
ing and assistance was not the largest predictor of
their performance of case management tasks. The
largest predictor was the cognitive status of the
patient. For both the experimental and control
groups, families of people with dementia were more
likely than families of other individuals to perform
case management tasks (753).
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A linking system could regard families primarily
as ‘‘co-case managers'’ and attempt to maximize
families’ performance of case management tasks by
providing training and assistance to help them
perform the tasks successfully. Alternatively, a
linking system could regard families primarily as
part of the client unit, or ‘‘co-clients,’’ whose needs
are assessed along with the patient’s needs and
incorporated into the patient’s care plan. Families
differ, of course, and whether a specific familv is
most appropriately regarded as a co-client or a
co-case manager depends on the characteristics of
the family and the caregiving situation. The pre-
sumption of the system—i.e., whether the System
generally regards families as ~o-case managers or as
co-clients~ is likely to affect how comfortable
families are with the system. Certainly, at least some
families of people with dementia would prefer to be
regarded as co-case managers than as co-clients,
because the role of co-case manager would allow
them a greater degree of control over services that
may be used for their relative with dementia.

Even if a linking system gcnerally regarded
families as co-case managers, some families would
be more appropriately treated as co-clients. Deter-
mining which families could function successfully
as co-case managers (with or without training and
assistance) and which families should be treated as
co-clients would require difficult judgments by case
managers in at least some instances. To make these
judgments and to help families become better case
managers would require special skills on the part of
the case nianagers employed by the linking system.

How Many People With Dementia
Need Case Management?

Although OTA has concluded that case manage-
ment is an essential component of an effective
system to link people with dementia to services, an
important question that remains to be answe.red is
how many people with dementia need case manage-
ment. Most people would probably agree that people
with demectia who live alone and have no informal
caregiver to help them all need case management—
at least at the point when they become unable to plan
for themselves or manage their affairs independently
(a point that to some extent rests in the eye »f the
beholder).

15
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A somewhat more difficult question is how many
people with dementia who have an informal care-
giver need case management. As noted in the
previous section, families often perform case man-
agement tasks for elderly people, including people
with dementia. If accurate information about serv-
ices and funding for services were readily obtaina-
ble, more families and other informal caregivers
would be able to arrange services themselves, and
fewer people with dementia would need case man-
agement. If training and assistance were available to
help families and other caregivers perform case
management tasks, as suggested above, still more
caregivers would be able to arrange services them-
selves. On the other hand, some family caregivers
have intense feelings that still would make it
difficult or impossible for them to arrange services
themselves, as illustrated in one woman'’s descrip-
tion of the process of placing her husband in a
nursing home:

Finally the dreaded conciusion was reached that
he had to go io a nursing home. No one can imagine
the devastation I reached at this time. Bu. it had to be
done, so I had to find a way to cope. At the time of
transition to the nursing home, the most important
help I received was from the social service worker.
She made phone calls and gathered and gave me
information. There was nothing easy about it, but she
was a real buffer (670).

The woman just quoted probably could have
made the phone calls and arranged for her husband’s
admission to a nursing home herself if she had not
been so upset. There are also situations in which the

informal caregiver of a person with dementia is .

almost as impaired as the patient and is totally
incapable of arranging services. In both types of
situations, most people would probably agree that
case management is needed for both the caregiver
and the person with dcmentia.

The advisory panel for this OTA study was
unanimous in the view that not all ‘eople with
dementia who need services also need case manage-
ment. The panel particularly rejected the idea that all
family caregivers need a case manager to help them
define their service needs. While recognizing that
some caregivers need help to define their service
needs, panel members pointed out that many family
caregivers can define service needs themselves.

In apparent conflict with the advisory panel’s
view that not all people with dementia who need
services also need case management, many of the
congressional proposals to provide expanded long-
term care services that were introduced in 1988,
1989, and 1990 (100th and 101st Congress) specify
that everyone who received the expanded services
would also receive case management. Under these
proposals, even people who have informal care-
givers who are (or believe they are) capable of
defining their needs and arranging and monitoring
services themselves would receive case manage-
ment. The case management in the congressional
proposals generally includes both *‘administrative’’
tasks (e.g., authorizing services in accordance with
program regulations) and ‘‘clinical’’ tasks (e.g.,
helping people define their service needs and select
appropriate services in their communities).!4

One way for Congress to address this apparent
conflict would be to conclude that case management
is, in effect, the price of receiving long-term care
services and to assume that caregivers and others
will be willing to accept case management to get
the services—probably a reasonable assumption in
most cases. Case management is an expensive
addition to the cost of services, however (105,114).
For that reason, Congress might prefer to limit the
case management that is required for everyone to
those administrative tasks that are essential to
allocate services in accordance with program regula-
tions, and to require or allow case management
beyond those administrative tasks only for people
who are identified as needing them by some
specified criteria.

As noted earlier, the term ‘‘case management”’
means different thing: to different people. Thus,
various commentators’ views about whether case
management is needed in certain contexts or for
certain types of people may or may not refer to the
same ‘‘case management.’’ In addition, although a
major purpose of case management is to help people
obtain the services they need, ideas about what case
management is and who needs it have come almost
exclusively from academics, administrators, policy
analysts, and case managers—not from people who
might need or use it. When people who might need
or use case management are asked, their opinions
about case management are quite different from the

14The distinction between case management as an administrative process in which the case manager is primarily responsible for allocating services
in accordance with program regulations and casc management as a clinical process in which the case manager functions more as a professional helper
and advocate than as an administrator of services was discussed earlier in this chapter.
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ideas of those other individuals, as illustrated by
findings from several studies and a fee-for-service
case management program discussed below. The
discussion below is not comprehensive, nor is it
intended to suggest that the ideas of people who have
used or may use case management are necessarily
correct about what case management is and who
needs it and that other people’s opinions on these
topics are incorrect. Rather the discussion is in-
tended to highlight certain opinions of current and
potential users of case management that are relevant
to the questions of how many people need case
management and how many might use it.

Some insight into people’s opinions about case
management can be derived from the findings of
market research conducted for the Robert Wood
Johnson Foundation’s Supportive Services Program
for Older Persons. The research indicates that many
older people and their caregivers do not understand
what case management is or why they might need it
(318). The Supportive Services Program for Older
Persons is intended to demonstrate the feasibility of
developing a private market for in-home and com-
munity services and to design a package of such
services that people will purchase. The first phase of
the Supportive Services Program involved market
surveys in 13 localities to determine the demand for
services of various kinds. The market surveys found
that elderly people and their caregivers have three
problems with case management:

e They do not see themselves as ‘‘cases’’ to be
managed.

e They do not understand why they would need
a special person or a special set of functions in
order to obtain services.

¢ They do not understand why they should pay
for something that, in the private sector, might
be viewed as customer service or public rela-
tions (318).

Many people who were contacted for the market
surveys expressed confidence in their ability to
define their own service needs and did not think they
would need a case manager to help (91).

Case management generally is perceived by
academics, administrators, policy analysts, and case
managers as a series of interrelated steps the.
constitute a logical problem-solving process that is
directed by a case manager. The results of interviews
conducted for OTA with 46 family caregivers of
people with dementia in Pennsylvania suggest that
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the caregivers had different perceptions about case
management. For example, there is no evidence
from the interviews that the caregivers perceived
case management as a logical problem-solving
process or that they regarded the case manager as the
central figure directing that process (934). Famiiy
caregivers who were looking for services used
various sources of information and assistance. Some
of them relied less on a case manager for help in
negotiating the service system and obtaining needed
services than they relied on an in-home aide, a
volunteer who delivered meals, or the director of an
adult day care program. These caregivers saw
themselves, rather than the case manager, as direct-
ing the case management process.

The experiences of Connecticut Community Care,
a private case management agency, suggest that
people often want only certain case management
functions. Connecticut Community Care has been
providing case management for publicly funded
long-term care programs for some time and began
offering fee-for-service case management in 1986
(75). The agency markets a comprehensive case
management service that includes all the case
management functions discussed earlier in this
chapter, plus counseling, but people often purchase
single case management functions—e.g., client as-
sessment or service coordination. Many of the
agency’s case managers have been uncomfortable
with splitting up what they perceive as interrelated
case management functions—separating client as-
sessment from care planning, for example, or care
planning from service arrangement.

Connecticut Comnmunity Care’s fee-for-service
case management is controlled by the client, not the
case manager, and many of the agency’'s case
managers have been uncomfortable with their loss of
control (75). Despite that feeling, the case managers
have been pleased with the flexibility they have in
responding to these clients’ needs and with some of
the positive outcomes they have seen. The agency’s
fee-for-service clients have been happy with the case
management services they have purchased.

The results of the Robert Wood Joinson Founda-
tion’s market research, the interviews with family
caregivers conducted for OTA in Pennsylvania, and
Connecticut Community Care’s experiences with
fee-for-service case management suggest that differ-
ent people want and need different ki~ds of help with
defining their service needs and selecting, arranging,
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and monitoring services. An underlying theme,
however, is that people perceive themselves as being
in control of the linking process and that they want
to retain that control.

The American Nurses’ Association, the National
Association of Social Workers, the National Council
on the Aging, and other commentators state that the
pnmary goals of case management include empow-
ering people, increasing people’ sense of control
over their own lives, and helping people attain their
own objectives (22,48,572,581,893). Achieving the:se
goals is difficult in a complex, fragmented service
environment in which resources are limited and the
services people want are sometimes unavailable or
too expensive—and the difficulty is probably com-
pounded when a person is cognitively impaired and
the person’s caregiver is unsure of what he or she
wants or is ambivalent about using services at all.
The difficulty is probably further compounded when
the case manager is responsible to an agency for a
series of administrative procedures to authorize and
account for the use of resources.

If the objectives of a linking system include
empowering people, increasing their sense of con-
trol, and helping them achieve their own objectives,
several requirements must be met. First, there must
be a clear recognition that these are objectives of the
system. Second, there must be guidelines for imple-
menting them, and third, therc must be training for
case managers to help them achieve the objectives.

How Much Would Case Management
Increase the Use of Services?

The extent to which case management would
increase the use of services probably depends in part
on whether the case manager has funds and authority
to purchase services for clients or just arranges
services for them, The National Long-Term Care
Channeling Demonstration compared use of serv-
ices by elderly people in three groups:

1. a ‘“‘basic case management group,’’ in which a
case manager had only limited funds to pur-
chase services and primarily brokered available
services for the clients;

2. a ‘‘financial control group,’’ in which a case
manager had funds and authority to purchase
services for the clients; and

3. a control group, in which the clients received no
case management or services through the pro-
ject (although some clients received case man-

Q

agement and/or services from other sources);
(147).

Elderly people in the basic case management group,
in which the case manager primarily brokered
services, were using 11 percent more in-home
services than the control group after 6 and 12 months
and 6 percent more in-home services after 18 months
(147). Elderly people in the financial control group,
in which the case manager had funds and authority
to purchase services, were using 22 percent more
in-home services than the control group after 6
months, 18 perceat more in-home services than the
control group after 12 months, and 14 percent more
after 18 months. Thus, basic case management
without funds to purchase services increased service
use by 6 to 11 percent over the use which would have
otherwise occurred, while case management with
funds and authority to purchase services increased
service use twice that amount.

The results of a recently completed respite service
demonstration project ccnducted by the Philadel-
phia Geriatric Center (88,448) also show that case
management with funds to purchase services in-
creased service use, but overall use was still lower
than one might have expected, given caregivers’
expressed need for respite services. The project
made respite services available to family caregivers
of Alzheimer’s patients through a case management
process. The caregivers who volunteered for the
project received an initial assessment and were
randomly assigned to a control or experimental
group.

Caregivers in the control group were givea a list
of local service providers and were reassessed at the
end of the study, a year later. Caregivers in the
experimental group were offered respite services to
be provided in their home, in an adult day center,
and/or in a hospital or nursing home (88,448). A case
manager was available to help the caregivers iden-
tify their needs, to develop a care plan, to assist in
arranging respite or other services, and to provide
counseling to help caregivers with problems that
might interfere with their use of services. Interac-
tions between the case managers and the caregivers
in the experimental group varied. The caregivers
were contacted at least every 2 months; in some
cases, contact was much more frequent.

As noted earlier in this chapter, only about half the
caregivers in the experimental group in this study
used any respite services over the course of the year
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(88,448). Thirty-five percent used in-home respite;
2 percent used adult day care; 7 percent used
overnight nursing home care, and 8 percent used
more than one kind of respite care. Moreover, most
of the caregivers who used respite care ugzd very
little of it. Even though the case managers encour-
aged the use of respite services, therefore, overall
use of the services was still low. According to the
researchers, some caregivers were so emotionally
invested in their role as caregiver that they were
unable to accept any services, even with extensive
counseling and support. Other caregivers only slowly
came to understand the concept of respite care and
might have begun to use respite services if the
demonstration project had continued beyond the
1-year period.

A comparison of the experimental and control
groups at the end of the respite service demonstra-
tion project showed that the project intervention—
i.e., the case management, the offer of respite care,
and the respite services that were used—had no
significant effect on caregivers’ attitudes, perception
of burden, or self-reported physical or mental health
(448). The project intervention did have a significant
effect on the number of days that patients remained
in the community (447). Dementia patients whose
caregiver was in the control group were institution-
alized or died an average of 22 days sooner than
dementia patients whose caregiver was in the
experimental group. Interestingly, this difference
was not between caregivers who used respite serv-
ices and those who did not. Rather, it was between
caregivers who received the whole intervention—
case management, counseling, education, the offer
of respite, and any respite services that were
used—and caregivers who did not. The researchers
suggest that the whole intervention, including the
knowledge that respite services would be available
if needed, that ‘‘constituted a strain-reducing influ-
ence that fortified caregivers in the experimental
group in their resolve to defer institutionalization as
long as possible’ (447).

CONCLUSION

Some people with dementia and some caregivers
have characteristics, feelings, or perceptions that
make them reluctant to use services or unable to
arrange services themselves. These individuals are
unlikely to respond to public education programs
and may be unwilling or unable to contact an
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information and referral source on their own. Some
of them do not need services, but many undoubtedly
do. These individuals often include some of the most
isolated patients and objectively burdened care-
givers. Outreach and case management programs are
needed to connect these people to services. Although
it is unclear how many people with demeatia need
outreack or case management, it is clear that
outreach and case management are essential compo-
nents of an effective system to link people with
dementia to services.

Outreach must be active and individualized to
reach isolated people with dementia and isolated
caregivers. Some initiatives that often are called
outreach, such as lectures to community groups and
publicity in various media, are effective in reaching
some people with dementia and some caregivers but
not those who are most isolated. Individualized
approaches are needed for those persons. The
gatekeeper model described in this chapter is most
likely to be successful in reaching them.

The five core functions of case management
identified in table 3-1—assessing a client’s needs,
developing a plan of care, arranging and coordinat-
ing services, monitoring and evaluating the services
that are delivered, and reassessizg the client’s
needs—are clearly relevant to many of the character-
istics, feelings, and perceptions that keep some
people with dementia and their caregivers from
using needed services. Clearly, case managers need
special knowledge and skills to work effectively
with people with dementia. Moreover, some adjust-
ments may be needed in case management proce-
dures to accommo..te some—and perhaps many—
families’ preference and ability to control the
process of locating and arranging services them-
selves.

Finally, it is important to note that neither
outreach nor case management can compensate for
the insufficient availability of services and funding
for services. Outreach programs can find people who
need services, and case managers often can piece
together services and funding for a client from the
fragmented service system, but the services and
funding first must exist. Outreach and case manage-
ment are essential components of a system to link
people with dementia to services, but they are not a
panacea for all the problems of long-term care.
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Chapter 4

Questions That Arise in Making Decisions About Services

INTRODUCTION

Linking people with dementia to services in-
volves many important decisions—what services
are needed, who will provide them, who will pay for
them, aud, perhaps most importantly, whether the
person will be cared for at home or in a nursing home
or other residential care facility. Because of their
cognitive impairments, people with dementia gener-
ally become less capable of making decisions for
themselves. Thejr diminished decisionmaking ca-
pacity! raises difficult questions for individuals and
agencies involved in linking them to services. This
chapter considers two of these questions:

e How should the decisionmaking capacity of
people with dementia—in this context, their
capacity to make decisions about services—be
determined?

¢ How should decisions about services be made
for people with dementia who are not decision-
ally capable? In other words, who should be the
surrogate decisionmaker und what criteria
should guide the decisions?

Questions about how to determine whether indi-
viduals are capable of making decisions and about
how to make decisions for those individuals who are
decisionally incapable have been analyzed and
‘ebated at length in contexts involving other popula-
tions, including mentally ill, unconscious, and
terminally ill people, and other decisions, particu-
larly decisions about the use of life-sustaining
medical treatments and about participation in re-
search. So far, however such questions have pot
received much attention in contexts involving peo-
ple with dementia and everyday decisions about
health care, long-term care, social, and other services
that such people may need (93,327).

At the policy level, questions sbout how to
determine demented individuals' decisionmaking

capacity and how to make decisions about services
on behalf of those demented individuals who are not
capable of making such decisions themselves are
often obscured by overtiding concerns about the lack
of sufficient services and funding for services.z At
the level of individual case n.anagers and others who
arrange scrvices for people with dementia, the
questions are often obscured by the practical diffi-
culties of locating and arranging services in a
complex service enviconment. They may also be
obscured by pressures on case managers to vomplete
service arrangements quickly (e.g., because the
client is in an unsafe situation, the client’s informal
support systeri is overwhelmed, the case manager
has many other clients, or the hospital wants the
client discharged ‘‘yesterday’’).

It is important to recognize that although ques-
tions abou: how to determine a demented person’s
decisionmaking capacity and hcw to make decisions
on behalf of decisionally incapable demented clients
are often obscured, such questions are inherent in the
process of linking people with dementia to services.
Whenever the linking process goes beyond public
education and information and referral to include the
actual arranging of services, these questions are
unavoidable.? Every individual or agency that ar-
ranges services for people with dementia necessarily
answers the questions in one way or another—<ither
by following explicit procedures for determining
decisionmaking capacity and making decisions on
behalf of clients who are decisionally incapable or
by making implicit judgments. If Congress man-
dated a system to link people with dementia to
services, the agencies that constituted the system
would confront the problems of determining deci-
sionmaking capacity and designating surrogate deci-
sionmakers whenever they helped to select or
arrange services for people with dementia.

1As discussed later, this chapter distinguishes between the terms °‘decisionmaking capacity,” ‘‘decisionally capable,” and ‘‘decisionally
incapable’’ on the one hand and the terms *'competency,’* *‘competent,” and *‘incompetent,’* on the other, The terms ‘‘competency,’’ *'competent,”’
and *'incompetent* are used only to refer a person's legal status. The terms *‘decisionmaking capacity,'* **decisionally capable®’ and **decisionally
incapable®’ are used to refer to a person's capacity to make decisions in 8 more general sense. These terms are unfamiliar to many peopic and their use
sometimes results in cumbersome sentence constructions, but OTA belicves that these terms are more accurate than other available terms that might be
used to represent the concepts being discussed. OTA apologizes to readers who find the terms unfamiliar or their use contorted.

*The lack of sufficient services and f.ading for services is a topic that was addressed in OTA's 1987 report Losing a Million Minds: Confronting

the Trage.ly of Alzheimer’s and Other Dementias (831).

IThe need for a linking system to go beyond public education and information and referral in order to serve certain types of dementia patients and

their caregivers is discussed in ch. 3,
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Most agencies that link people with dementia to
services have no explicit policies or procedures for
determining their clients’ decisionmaking capacity
or for making decisions about services on behalf of
clients who are decisionally incapable. In the
absence of explicit policies and procedures, case
managers and others who arrange services in these
agencies must act on their own judgments about
whether their clients are capable of making deci-
sions about services and about how such decisions
should be made ‘or clients who are not decisionally
capable. Some of these case managers and others
may not be aware of the implications of these
judgments, and some of fuem may not even be
conscious of making the ji dgments.

Judgments about a person’s decisionmaking ca-
pacity and about how decisions should be made for
people who are decisionally incapable involve
fundamental legal rights and complex legal and
ethical issues, some of which are discussed in this
chapter. If an agency, case manager, or other
individual that arranges services for people with
dementia is not aware of the legal rights and legal
and ethical issues involved in decisionmaking, there
is little likelihood that those rights and issues will be
adequately considered when decisions about serv-
ices are made.

In the context of linking people with dementia to
services, one major objective in determining deci-
sionmaking capacity is to ensure that people who are
decisionally capable will be given the opportunity to
make decisions about services themselves and that
people who are not decisionally capable will be
protected from decisions that may be harmful to
them. The ultimate objective in designating a
surrogate decisionmaker and establishing criteria to
guide surrogate decisions is to ensure that the best
possible decisions are made for people who are not
decisionally capable. Establishing explicit agency
policies and procedures for determining decision-
making capacity and for making surrogate decisions
would not guarantee the a.hievement of these
objectives. Nevertheless, establishing explicit poli-
cies and procedures could help focus agencies’ and
case managers’ attention on the important legal
rights and legal and ethical issues at stake in

decisionmaking and thereby increase the likelihood
that those rights and issues would be considered
when decisions about services are made.

This chapter discusses certain concepts and dis-
tinctions that are important in thinking about how to
determine people’s decisionmaking capacity and
how to make decisions on behalf of people who are
not capable of making decisions themselves. The
chapter also discusses some approaches that agen-
cies and individuals that arrange services for people
with dementia might use to determine their clients’
decisionmaking capacity and to make decisions
about services for clients who are decisionally
incapable. Some of the concepts, distinctions, and
approaches discussed here ase derived from analysis
and debate about other types of decisions (e.g.,
decisions about the use of life-sustaining medical
treatments and participation in research) and about
other client populations (e.g., mentally ill, uncon-
scious, or terminally ill people), and they may or
may not be directly applicable to decisions about
services for people with dementia. Other concepts,
distinctions, and approaches discussed here are
derived from recently completed and ongoing re-
search and demonstration projects that address the
problems of ducisionmaking for people with demen-
tia more directly.*

The chapter discusses many unresolved issues.
For some of the issues, there is, as yet, no agreement
about the correct theoretical resolution. For other
issues, there is agreement about the correct theoreti-
cal resolution but little understanding about how to
apply it in the context of linking people with
dementia to services.

If Congress mandated a national system to link
people with dementia to services, it could require
that the agencies that constitute the system have
explicit policies and procedures for determining
their clients’ decisionmaking capacity and for mak-
ing decisions for people who are not capable making
decisions themselves. The concepts, approaches,
and issues discussed in this chapter are relevant to
the content of such policies and procedures and the
questions that would have to be answered in
developing them.

“These projects irclude: 1) studies under the **Personal Autonomy in Long-Term Care Initiative’’ funded by the Retirement Research Foundation
(327): 2) a study of hospital discharge planning for elderly rcople with diminished decisionmaking capacity, funded by the Florence V. Burden
Foundation and the Retirement Research Foundation (181,241); and 3) a project funded by the Ittleson Foundation and the Retirement Rescarch
Foundation (o train ‘‘temporary treatment guardians'* and to refine and disseminate & *‘values history questionnaire’’ that allows individuals to document
their preferences and values so that if surrogate decisionmaking becomes necessary in the future, it will reflect the individual's wishes (252,802).
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DETERMINING THE
DECISIONMAKING CAPACITY OF
INDIVIDUALS WITH DEMENTIA

The extent to which individuals with dementia are
capable of making decisions about services varies.
Some people with dementia, especially in the early
stages of their disease, are quite capable of making
some or all decisions about services tor themselves.
Others, in the opinion of everyone who knows them,
are incapable of making even simple decisions.
Mary people with dementia fall somewhere between
these extremes.

Under U.S. law, adults are presumed to be com-
petent unless and until factual evidence that refutes
the presumption of competency has been presented
to a court and the court has declared the person
incompetent (945). Adults who have not been
adjudicated incompetent have a legal right to make
decisions about their medical care, where and how
they will live, and how they will manage their own
affairs. The vast majority of people with dementia
have not been adjudicated incompetent. A 1986
survey of nursing homes in New York State found,
for example, that under 3 percent of the homes’
residents had been declared legally incompetent
(609), even though at least 40 percent of the State’s
nursing home residents have dementia (217).

Since individuals with dementia who have not
been adjudicated incompetent are presumed under
U.S. law to be competent, they have a legal right to
make their own decisions. Nevertheless, some peo-
ple with dementia who have not been adjudicated
incompetent are, in the opinion of virtually everyone
who knows them, incapable of making important
decisions about their lives. This chapter uses the
terms ‘‘competent,’”’ ‘incompetent,’’ and *‘compe-
tency’’ only to refer to a person’s legal status. It uses
the terms ‘‘decisionally capable,’’ ‘‘decisionally
incapable,’’ and ‘‘decisionmaking capacity’’ to refer
to a person’s ability to make decision in a more
general sense.

People who make judgments about dementia
patients’ decisionmaking capacity—physicians, other
health care and social service professionals, hospital
discharge planners, case managers, service provid-

Photo credit; Bill Adams

Soma Individuals with dementia are quite capable of
making decisions about services for themssives,
especially In the early stages of thic disease. Surrogate
dedisions should not be substituted for an Individual’'s own
decislons unless it |s clear that the Individual is Incapabie
of deciding for herself or himseif.

ers, and others—often err by automatically assum-
ing that any person with a diagnosis of a dementing
disease is incapable of making decisions and by
turning immediately to the person’s family for a
surrogate decision.’ Many commentators agree that
this practice is wrong and that surrogate decisions
should not be substituted for a person’s own
decisions unliess it is clear that the person is
decisionally incapable (4,27,93,139,210,301,
417,671,901,945). On the other hand, some people
who make judgments about dementia patients’
decisionmaking capacity err in the opposite direc-
tion by asswning that a person with dementia is
decisionally capable when he or she is not. Many
commentators also agree that this practice is wrong
because it fails to protect the decisionally incapable
person from potentially harmful decisions
(93,119,176,183,288,671).

Criteria for Determining Decisionmaking
Capacity

Legal scholars and others have distinguished
three gencral types of criteria for determining
individuals’ decisionmaking capacity:

SLikewise, many of the State task forces and committees that have studied the problem of dementia begin with a statement that people with dementia
gradually lose their decisionmaking capacity, but then jump immediately to a discussion of methods for surrogate decisionmaking, (99.531,713) leaving
out any discussion of methods for determining individuals' decisionmaking capacity or supporting their ability to make decisions for themselves.

Q
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e status criteria,
e outcome criteria, and
¢ functional criteria (27,671).

If one uses status criteria to determine a person’s
decisionmaking capacity, the determination is based
on the person’s status in a specific category such as
diagnosis, consciousness, or age. If one uses out-
come criteria to determine a person’s decisionmak-
ing capacity, the determination usually is based on
the ‘‘cormrectness’’ or ‘‘reasonableness’ of the per-
son’s decision as judged by other people. If one uses
functional criteria, the determination is based on
some aspect of the individual’s functioning or
potential functioning in a decisionmaking situation
(27,671).

Some of the physicians, case managers, and others
who make ;..gments about the decisionmaking
capacity of people with dementia are probably not
even conscious of making the judgments, and it is
very unlikely that many of them consider whether
their judgments are based on status, outcome, or
functional criteria. Anecdotal evidence suggests,
however, that many of these individuals rely more
on status and outcome criteria than on functional
criteria.

Physicians, case managers, and others who auto-
matically assume that any person with a diagnosis of
a dementing disease is unable to make decisions are
using a status criterion—a diagnosis of a dementing
disease. As noted earlier, the use of this criterion to
judge a person’s decisionmaking capacity is not
appropriate, because people with dementing dis-
cases vary greatly in their cognitive abilities, and
many of them retain sufficient cognitive abilities to
make decisions for themselves, especially in the
early stages of their disease.

Physicians, case managers, and others who use the
‘““correctness’’ or ‘‘reasonableness’’ of an individ-
ual’s decision to judge the individual’s decision-
making -capacity are using outcome criteria. If a
coguitively impaired person’s decision conflicts
with a recommendation or decision of the individ-
ual’s physician, case manager, hospital discharge
planner, or some other caregiver, the person’s
decision may be calied ‘ unreasonable’’ and auto-
matically regarded as evidence that the person is
decisionally incapable. If a cognitively impaired
person’s decision does not conflict with the recom-
mendations or decisions of his or her caregivers, the

Q
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issue of the person’s decisionmaking capacity may
not even arise,(386,901,947).

Two different arguments are made about the
appropriateness of using outcome criteria such as the
“‘correctness’’ or ‘‘reasonableness” of a person’s
decision to judge the person’s decisionmaking
capacity. On the one hand, some argue, competent
adults have a legal right to take risks and make
foolish decisions so long as their decisions do not
encroach on the rights of others or violate the law
(41,93,181,539); people with cognitive impairments
should not be deprived of that right. On the other
hand, some argue, physicians and other health care
and social service professionals have a legal and
ethical obligation to protect vulnerable people from
danger and neglect; if these professionals think that
a cognitively impaired person’s decision threatens
the person’s safety, they are obligated to question it
(41,93,181). A middle ground that reconciles these
two arguments, in theory at least, is the view that if
a cognitively impaired person makes a decision that
seems unreasonable to others, the decision should
trigger a careful evaluation of the person’s decision-
making capacity but should not result in an auto-
matic judgment that the person is decisionally
incapable (945).

Physicians, case managers, and others who use
some aspect or aspects of an individual’s function-
ing in a decisionmaking situation to judge the
individual’s decisionmaking capacity are using
functional criteria. Two commentators discussing
discharge planning for elderly people with dimin-
ished decisionmaking capacity have defined func-
tional decisionmaking capacity in terms of a per-
son’s ability to comprehend the possible conse-
quences of a plan he or she proposes (181). Other
commentators have identified four functional cri-
teria for determining a person’s decisionmaking
capacity. Those criteria are listed below in the order
of increasing strictness:

1. making a choice;

2. evidencing an understanding of relevant infor-
mation and issues;

3. rationally manipulating the relevant informa-
tion; and

4. in addition to 2 and 3 above, appreciating the
nature of the situation (29).

The few courts that have considered criteria for
determining decisionmaking capacity have gener-
ally adopted functional criteria rather than status or

14)
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Photo cradit: Rush-Freebyterian/St. Luke's Medical Center, Chicago, IL

A person with dementia may be capable of making some decislons but not others.

outcome criteria (27). Most commentators also favor
the use of functional criteria to deterniine a person’s
decisionmaking capacity, primarily because such
criteria pertain directly to the person’s actual or
potential functioning in a decisionmaking situation
(27). Functional criteria for determining a person’s
decisionmaking capacity are more ambiguous than
status or outcome criteria, however. For that reason,
a person who uses functional criteria has to exercise
more independent judgment than a person =/ho uses
status or outcome criteria and may therefore need
more training to make these determinations.

At least one observer has suggested that cognitive
assessment tests, such as the Mini-Mental State
Examination (218), could be used as an objective
measure of decisionmaking capacity (613). That
idea has intuitive appeal, but OTA is not aware of
any research that compares people’s cognitive abil-
ity as measured by their scores on a cognitive
Q

assessment test and their decisionmaking capacity as
measured by some other standard, and anecdotal
evidence suggests that such scores and decisionmak-
ing capacity may not be highly correlated. More-
over, in some cases, people’s scores on cognitive
assessment tests are not even an accurate indicator of
their cognitive abilities. Sometimes, the tests incor-
rectly identify people as cognitively impaired who
are cognitively normal; this situation is particularly
likely to occur when the tests are used for ethnic
minority people and people with very little formal
education (831,865).

Although commentaries on criteria for determin-
ing people’s decisionmaking capacity favor the use
of functiopal criteria over status or outcome criteria
as a general principle, it is important to note that
mos: of the discussion on this topic has occurred in
the context of decisions about life-sustaining medi-
cal treatments and about participation in research.
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Moreover, discussion has often focused on people
other than those with dementia (¢.g., mentally ill and
terminally ill people). The implications of using
functional rather than status or outcome criteria to
determine dementia patients’ capacity to make
everyday decisions about health care, long-term
care, social, and other services have received very
little attention. Thus, it is unclear whether there are
any special considerations in the use of functional
criteria for this purpose and whether there may be
certain functional criteria that are especially appro-
priate for this population.

The Concept of Decision-Specific
Decisionmaking Capacity

A concept that has emerged in the legal and
ethical debate about determining decisionmaking
capacity is the concept of decision-specific cepacity.
That concept is that a person’s capacity to make a
decision may differ for each decision. A person may
be capable of making a simple decision carrying
little risk but not capable of making a more complex
decision carrying significant risks (176,178,945).
Furthermore, ‘‘a person may be [capable of making]
a particular decision at a particular time, under
certain circumstances, but [incapable of making]
another decision, or even the same decision, under
different conditions’’ (93).

The concept of decision-specific decisionmaking
capacity is widely advocated and accepted (27,93,
177,671,672), but discussion about the application
of the concept has occurred in the context of single
decisions about the use of life-sustaining medical
treatments or participation in research. So far, very
lit*}5 nas been written about the application of this
concept in the context of situations that call for
making multiple interrelated decisions about a
person’s living arrangements and the .se of various
health care, long-term care, social, and other services
over time.

Applying the concept of decision-specific capac-
ity in situations involving multiple interrelated
decisions over time may be corsiderably more
difficult than applying the concept in situations
where a single decision is needed. As an example,
consider the dilemma raised in the following in-
stance. A cognitively impaired man who requires
supervision and personal care decides that he wants
to remain at home with homemaker assistance
instead of entering a nursing home. The man'’s
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physician, the case manager, and others agree that
the man is capable of making that decision, and so
the case manager arranges for homemaker services.
Subsequently, however, the man refuses to pay or
repeatedly fires the homemakers who are sent to help
him. What should be done in a case like this—when
a cognitively impaired person refuses to implement
his or her own decision?

Several commentators have pointed out that some
people who are capable of making a decision are not
necessarily capable of implementing it (ie., they
have decisional autonomy but not executional au-
tonomy), and that such people need assistance in
implementing their decisions (139,179,384). The
application of that principle is clear with respect to
peorle who are physically unable to implement their
decisions, but it is less clear in the case of a
cognitively impaired person who refuses to imple-
ment his or her own decision. Does it make sense to
conclude that such a person is decisionally capable
with respect to one decision and decisionally incapa-
ble with respect to other decisions that are needed to
implement that decision? Raising this dilemma is
not intended to dispute the validity of the concept of
decision-specific decisionmaking capacity. Rather,
it is intended to illustrate the difficulty that a case
manager or other arranger of services mightencoun-
ter in seeking ¢t apply the conceptto decisions about
services for people with dementia.

Who Should Determine Decisionmaking
Capacity?

Many commentators believe that a person’s deci-
sionmaking capacity should be determined without
court involvement whenever possible and that the
courts should be called on as a last resort only if an
irreconcilable disagreement about a person’s deci-
sionmaking capacity arises among those who are
caring for the person (177,253,539,945). Such deter-
minations are better made without court involve-
ment, they say, in part because court proceedings
tend to be expensive, time-consuming, and emotion-
ally stressful for everyone involved. In addition,
many months may pass before a court hears a case
and issues a decision, and applying the concept of
decision-specific decisionmaking capacity would be
virtually impossible if many decisions about a
person’s care had to be made over time, and a court
hearing had to be held to determine the person’s
capacity to make each decision.

12,
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If, as a general practice, determinations of peo-
ple’s decisionmaking capacity are to be made
without court involvement, some person or body
other than the courts has to make them. Some
hospitals and nursing homes have established ex-
plicit institutional policies that delineate procedures
to be followed in making decisions about the use of
life-sustaining medical treatments, and their policies
often include procedures for determining patients’
decisionmaking capacity (475,833). In addition,
some hospitals and nursing homes have an ethics
committee—a multidisciplinary group established
to address ethical dilemmas that arise within the
facility and advise staff about difficult treatment
decisions. Hospital and nursing home ethics com-
mittees sometimes assist facility staff in determining
whether patients are capable of making decisions
about their medical care (833).

Agencies that arrange services for people with
dementia could establish explicit policies, not unlike
the institutional policies just mentioned, that would
delineate procedures to be followed when decisions
about services are needed for clients of questionable
decisionmaking capacity. The agency policies could
specify procedures for determining such individu-
als’ decisionmaking capacity, including instructions
about who should be involved in making the
determinations.

Some agencies that arrange services for people
with dementia might be able to 2 .apt the model of
a hospital or nursing home ethics commiitee for
determining their clients’ decisionmaking capacity
(179). OTA knows of one community mental health
center in Spokane, Washington, that has established
a multidisciplinary team consisting of a psychiatrist,
a nurse, and a social worker to determine its clients’
decisionmaking capacity (689).5 Other agencies
could use a similar approach.

In judging individuals’ legal competency, courts
frequently rely on the opinions of psychiatrists and
psychologists. Some of the agencies OTA studied
that arrange services for people with dementia-—
e.g., community mental health centers—have psy-
chiatrists and psychologists as employees or con-
sultants. These agencies might assign a psychiatrist
or psychologist the primary responsibility for deter-
mining their clients’ decisionmaking capacity.

Agencies that arrange services for people with
dementia also might assign case managers the
primary responsibility for determining their clients’
decisionmaking capacity. OTA has heard different
opinions about the wisdom of this approach, and
some people’s opinions depend on the educational
background, experience, and training of the -ase
managers who would be performing the function.
Citing the important legal rights and legal and
ethical issues involved in judgments about an
individual’s decisionmaking capacity, some people
argue that only those case managers who have
received special training in determining decision-
making capacity—either in addition to or irrespec-
tive of their having a certain educational background
and/or experience—are qualified to determine their
clients’ decisionmaking capacity. Other people argue
that case managers with certain types of educational
background and experience (e.g., those with a
master’s degree in nursing or social work and some
amount of experience) are qualified to determine
their clients’ decisionmaking capacity. Still other
people argue that case managers are not qualified to
determine individuals’ decisionmaking capacity re-
gardless of the case managers’ educational back-
ground, experience, and/or any special training they
may have received.

It is important to note in this contexi that in many
and perhaps most agencies that arrange services for
people with dementia, case managers are the ones
who determine their clients’ decisionmaking capac-
ity, even though there may be no explicit agency
recognition that they are performing that function
and some of the case managers may not aware that
they are doing so. Some people might argue that the
current situation is satisfactory, although OTA has
not heard that opinion expressed (except with
respect to case managers with certain educational
background and/or experience).

The educational background and experience of
individuals who function as case managers in
agencies that arrange services for people with
dementia varies greatly, but to OTA’s knowledge,
the question of how education and experience affect
case managers’ ability to determine people’s deci-
sionmaking capacity has not been systematically
investigated. It is reasonable to belisve, though, that
whatever their background, case managers and
others who arrange services for people with demen-

6The Elderly Services Program of the Spokane Community Mental Health Center is described in box 8-C in ch. 8.
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In many agencies that arrange services for people with
dementia case managers are the ones who determine their
cllents’ decisionmaking capacity, even though there may
be no explicit agency recognition thet they are
performing that function.

tia would benefit from training in determining
decisionmaking capacity. The form such training
should take and who should provide it are unclear,
however.

A resource center established at the Univers.:y of
Minnesota in 1988 might be able to develop training
materials about determining decisionmaking capac-
ity for case managers and others who arrange
services for people with dementia. This center, the
Long-Term Care Decisions Resource Center, was
established by the Federal Administration on Aging
to conduct research and to provide State units on
aging and area agencies on aging (AAAs) with
training and technical assistance related to decision-
making in long-term care. The Minnesota center is
addressing a variety of topics related to long-term
care decisionmaking, including client asses>ment,
care planning, and other case management func-
tions. in relation to its work on these topics, the
center might be able to develop training materials
about methods of determining decisionmaking ca-
pacity and about legal and ethical issues involved in
judgments about an individual's decisionmaking
capacity. Such materials could be used to train case
managers in AAAs and then be disseminated to
other agencies.

Methods of Enhancing Decisionmaking
Capacity
Several commentators believe that physicians,

other health care and social service professionals,
hospital discharge planners, case managers, and

Q

others have an obligation to support and enhance the
decisionmaking capacity of people with dementia
(93,177,945). They also have an obligation to make
the most of the variability in such individuals’
decisionmaking capacity to allow individuals to
make decisions for themselves to the greatest extent
possible (93,177,945).

The decisionmaking capacity of a person with
dementia is diminished first and foremost by cogni-
tive deficits caused by the person’s dementing
disease. Since the cognitive abilities of a person with
a dementing illness typically vary from day to day
and even in the course of the same day, the person’s
decisionmaking capacity may be greater at some
times than others. To allow the person to make his
or her own decisions about services to the greatest
extent possible, physicians and other health care and
social service professionals must be available and
willing to make the most of periods of relative
lucidity (93,181).

In addition to being affected by the person’s
dementing disease, the decisionmaking capacity of
a person with a dementing disease may be dimin-
ished by a variety of other factors that are more or
less susceptible to interventions by physicians or
others who are caring for the person. Such factors
include medications, coexisting illnesses, stress, and
unfamiliar environments that exacerbate the per-
son’s cognitive deficits, as well as sensory impair-
ments that interfere with the person’s ability to
receive information relevant to decisions (93,414,945).
Other factors include language barriers that interfere
with communication; the lack of information about
possible living arrangements and services, the form
in which information about services is presented,
and the ways in which questions about services and
living arrangements are framed (4,179,386,798).
Eliminating or compensating for factors that ad-
versely affect decisionmaking capacity is one way to
enhance a person’s decisionmaking capacity and
support the person’s autonomy.

Unfortunately, the decisionmaking capacity of
most individuals with dementia deteriorates over
time. Another way to enhance the decisionmaking
capacity and support the autonomy of such individu-
als, therefore, is by anticipating their mental deterio-
ration and encouraging them to take advantage of
legal arrangements that allow them to document
their wighes or preferences with respect to certain

igions, so these wishes and preferences
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can inform future decisions by surrogate decision-
makers. Such legal arrangements include the follow-
ing:

e trust agreements, which allow individuals to
document their wishes for the management of
their financial affairs in the event that they
become decisionally incapable;

e living wills, which allow individuals to docu-
ment their preferences about the use of life-
sustaining medical treatments in the event that
they become decisionally incapable; and

o durable powers of attorney, which allow indi-
viduals to designate someone to make health
care and/or financial decisions for them (i.e., a
surrogate decisionmaker) if the individual be-
comes decisionally incapable.

Many commentators have noted the importance of
these legal arrangements and have emphasized that
physicians, other health care and social service
professionals, service providers, hospital discharge
planners, case managers, and others who work with
people with dementia and their families have a
responsibility to encourage the patients and their
families to have the necessary documents executed
while the person is still decisionally capable
(38,137,180,253,539,644,945).

If agencies that arrange services for people with
dementia had expli.it policies and procedures for
determining their clients’ decisionmaking capacity,
they could incorporate available methods for en-
hancing decisionmaking capacity into their proce-
dures. Implementing methods for enhancing deci-
sionmaking capacity may be difficult, however,
because the methods are often time-consuming; they
do not fit easily into the time constraints of the
typical hospital discharge planning process or situa-
tions in which services must be arranged quickly
because the patient and family are in crisis by the
time they come to the attention of the case manager
(4,139,179,417,901).

The reason for enhancing individuals’ decision-
making capacity is to allow people to make deci-
sions for thumselves to the greatest extent that they
are able. Efforts to preserve the automomy of
individuals with dementia have to be balanced,
however, with a recognition that such individuals are
often decisionally incapable and therefore may need

protection from decisions that may be harmful to
them (119, 183,288). Designating someone to make
decisions about services for a person who is deci-
sionally incapable is not depriving that person of
autonomy. In fact, allowing such a person to make
decisions for himself or herself may be more
correctly construed as abandonment than as support-
ing autonomy (41,417,547).

A full discussion of the difficult legal and ethical
considerations involved in supporting the autonomy
of a person with questionable decisionmaking ca-
pacity v. protecting the person from potentially
harmful decisions is beyond the scope of this report.’
The main point here is that those seeking to support
autonomy must balance their efforts with the recog-
nition of realistic limits on autonomy caused by the
person’s dementing disease (41,178,546). Striking a
balance between supporting a decisionally capable
individual’s autonomy and protecting a decisionally
incapable person from potentially harmful decisions
often requires subtle judgments on the part of
whoever is determining the person’s decisionmak-
ing capacity—an observation that again suggests the
need for training of the individuals who have to
make these judgments.

Implications for an Effective System To Link
People With Dementia to Services

As the preceding discussion points out, physi-
cians, other health care and social service profes-
sionals, hospital discharge planners, case managers,
and others who are involved in arranging services for
people with dementia sometimes simply assume that
anyone with a diagnosis of a dementing discase is
decisionally incapable, without carefully evaluating
the person’s decisionmaking capacity. Furthermore,
most agencies that arrange services for people with
dementia do not have explicit policies and proce-
dures for determining their clients’ decisionmaking
capacity. Judgments about clients’ decisionmaking
capacity in these agencies are frequently made by
case managers and others who may or may not be
knowledgeable about methods for determining deci-
sionmaking capacity or about the complex legal and
ethical issues involved in such judgments. (Some of
these individuals may not even be aware that they
are making the determinations.)

TFor further discussion of these issues and considerations as they relate to decisions about services for pcople with dementia, the reader is referred
to the summer 1987 issue of Generations, **Coercive Placement of the Elderly: Protection or Choice?” and the June 1988 supplement to The

Gerontologist, **Autonomy in Long-Term Care' (241,251). .
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If Congress mandated a national system to link
people with dementia to services, Congress could
require the agencies that were designated to consti-
tute the system to have explicit policies and proce-
dures for determining clients’ decisionmaking ca-
pacity. The questions that would have to be ad-
dressed by agencies in establishing such policies and
procedures include the following:

e What criteria should be used to determine
decisionmaking capacity?

e Who should be involved in determining client’s
decisionmaking capacity?

e What procedures should be used to enhance
clients’ decisionmaking capacity while at the
same time protecting decisionally incapable
people from potentially harmful decisions?

None of these questions is easily answered. Some
of the possible answers discussed in the preceding
sections were developed in discussion and debate
about determining decisionmaking capacity for other
client populations and other types of decisions. More
research and analysis is needed about procedures for
determining decisionmaking capacity in people with
dementia and in the context of decisions about the

“health care, long-term care, social, and other services

that may be needed for them. Training about
determining decisionmaking capacity could benefit
case managers and others who arrange services for
people with dementia. Such training is especially
needed for case managers or other individuals who
have primary responsibility for determining their
clients’ decisionmaking capacity.

MAKING SURROGATE
DECISIONS ABOUT SERVICES FOR
INDIVIDUALS WITH DEMENTIA

If an individual with dementia is decisionally
incapable, decisions about services must be made for
the individual. It is important to reemphasize,
however, that making decisions for such a person is
the second step. The process of making decisions
about services should begir with a presumption that
the individual is decisionally capable. Only after that
presumption is refuted should other people make
decisions for the person (946).

When decisions are made on behalf of an individ-
ual who is decisionally incapable, someone or some
group of people is chosen as the surrogate decision-
maker, whether that choice is made explicitly or
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implicitly. Furthermore, the surrogate decisions are
based on some criteria, whether those criteria are
explicit or implicit. When decisions about services
are made for an individual with dementia, the choice
of a surrogate decisionmaker and the criteria for
surrogate decisions are probably more often implicit
than explicit. Nevertheless, who is chosen as the
surrogate decisionmaker and what criteria are used
for surrogate decisions can have a profound impact
on the life of the individual with dementia.

Who Should Make Surrogate Decisions
About Services?

As mentioned earlier, people who are decisionally
capable can designate someone to make decisions on
their behalf through the legal mechanism of a
durable power of attorney. In some States, people
who are decisionally capable also can designate
someone to make decisions for them through another
legal mechanism—a living will. Very few people
have executed either a durable power of attorney or
a living will. Moreover, the types of decisions that
can be made with a durable power of attorney vary
from State to State, and it is often unclear whether or
to what extent a durable power of attorney authorizes
the designated surrogate to make decisions about the
kinds of health care, long-term care, social, and other
services that may be needed for a person with
dementia. State living will laws that allow the
designation of a surrogate decisionmaker generally
only authorize surrogate decisions about the use of
life-sustaining medical treatments and, in some
States, only for terminally ill individuals.

If a decision about services is needed for a
decisionally incapable person with dementia and the
person has not formally designated a surrogate
decisionmaker, physicians, other health care and
social service professionals, service providers, hos-
pital discharge planners, case managers, and others
usually turn to the person’s family (if the person has
one). Available evidence, including a 1982 Harris
poll and a more recent study, indicates that most
people want a family member to make decisions for
them if they are not able to make the decisions
themselves. The 1982 Harris poll found that 57
percent of the 1,251 people interviewed nationwide
said they wanted a family member to make impor-
tant medical decisions for them if they were not
capable of doing so themselves; about one-third
wanted their doctor to make such decisions (476). In
another, more recent study, 90 percent of the 40
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elderly persons interviewed said they wanted a
family member or family members to make health
care decisions for them if they were not capable of
doing so themselves; the remaining 10 percent
wanted their doctor, a lawyer, or a close friend to
make the decisions (322).

The 1982 Harris poll and the more recent study
both focused on health care decisions, and although
the majority of respondents in both studies said they
wanted family members to make surrogate decisions
for them, the next largest number of respondents said
they wanted their physician to make the decisions
(322,476). Physicians are probably perceived by
most people as more qualified to make decisions
about health care than about some of the other kinds
of services that may be needed for individuals with
dementia. No data are available, but it is likely that
if the studies had focused on decisions about social
and other nonmedical services, the preference for
family members as surrogate decisionmakers would
have been even stronger.

Despite the fact that most people prefer to have
family members make decisions for them if they
become decisionally incapable, many States provide
no legal authority for family members to make the
decisions unless the family member is designated as
a surrogate decisionmaker by a durable power of
attorney or a living will, as just described (36,531,945).

As of April 1987, only 15 States had ‘‘family
consent laws’’ (ie., statutes that authorize family
members to make decisions for relatives who are
decisionally incapable), although courts in 5 addi-
tional States had ruled that family members could
make such decisions (539,540). These family con-
sent laws and court rulings generally only apply to
certain types of patients and certain types of
decisions. The laws and court rulings in some States
authorize families to make decisions for a decision-
ally incapable relative only if a physician has
certified that the person is terminally ill (540). Many
existing family consent laws and court rulings only
address decisions about life-sustaining medical treat-
ments, and it is not clear whether they apply to
decisions about the other kinds of health care,
long-term care, social, and other services that may be
needed for people with dementia.

In States that do not have family consent laws, the
legal rights and responsibilities of family members
and others in making decisions for decisionally
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Most people want family members to make decisions for
them If they are not capabie of making the decislons
themselves.

incapable people are unclear. In these States and in
many of the States that already have family consent
laws, legislation is needed to clearly delineate the
extent of, and limitations on, the decisionmaking
authority that is granted to family members and
others, including any limitations on the types of
decisions that the law authorizes them to make. The
designation of surrogate decisionmakers, including
family members, for decisionally incapable people
with dementia will continue even in the absence of
such legislation, but State statutes that clearly define
the rights and responsibilities of family members
and others in making decisions for decisionally
incapable people and also delineate the types of
decisions that a designated surrogate is and is not
authorized to make would create a firm legal basis
for determining who should make decisions about
services for decisionally incapable people with
dementia.

Several problems cc aplicate the practice of using
family members as surrogate decisionmakers. One is
that a person’s relatives may dizagree about which
one(s) should make the necessary decisions. Such
disagreements may arise between the demented
person’s adult children, between adult children and
the spouse, or between siblings and other relatives
who have been involved in caring for the person
(85,137,186,514,670,936). Some States’ family con-
sent laws address this problem by specifying the
order in which certain family members (e.g., the
spouse and the adult children) are authorized to
make surrogate decisions (539). OTA has not
analyzed the pros and cons of this approach.
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Some of the other problems that complicate the
practice of using family members as surrogate
decisionmakers probably would persist even if all
States had clear, comprehensive statutes on desig-
nating surrogate decisionmakers. One such problem,
as discussed in chapter 3, is that some family
members are not comfortable making decisions for
a relative with dementia (307,487,533,669,936).
Despite their concern about their relative’s welfare
and knowledge about his or her wishes, some family
members are reluctant to take control. Such reluc-
tance is evident in following statement of a 74-year-
old woman whose husband had dementia:

My husband refuses to believe that there is
anything wrong with him. Sometimes he does seem
to be better than others, so how do I tell him that he
needs help? (669)

A study of 15 spouses of people with dementia found
that wives were much more likely than husbands to
have difficulty making decisions for their demented
spouses (533). The researcher concluded:

The males’ assumption of authority over their
wives was . . . a natural extension of their authorita-
tive role in the family. For the wives, assuming an
authority position over another adult, especially a
man who had probably been the authority figure in
the marriage, was one of the hardest aspects of the
caregiving role (533).

Another problem that complicates the practice of
using family members as surrogate decisionmakers
is that some families are not appropriate surrogate
decisionmakers. The practice of turning to a per-
son’s family for surrogate decisions assumes that
family members are more likely than other people to
know the patient’s values and preferences and to be
concerned about his or her interests. That assump-
tion is valid in many cases, and perhaps most, but
certainly not in all (93,945). Furthermore, even
family members who know a patient’s values and
preferences and are concerned about the patient’s
interests, do not always make decisions on the basis
of those values, preferences, and interests.

It 1s sometimes assumed that the only thing a case
manager has to do with respect to designating a
surrogate decisionmaker for a person with dementia
who has a family is to note the name and telephone
number of one or more family members in the
person’s medical record or care plan. Sometimes,

however, problems arise—e.g., the person’s rela-
tives disagree about who should be the surrogate
decisionmaker, or the obvious surrogate is either
reluctant to make decisions for the person or
unconcerned about the person’s well-being—that
make designating a surrogate a more difficult task,
Such problems suggest a need for agency policies
and procedures for designating surrogate decision-
makers (written to comply with existing State laws
if there are relevant laws) and training for case
managers and others who are involved in selecting
surrogate decisionmakers,

Designating a surrogate decisionmaker for a
person with dementia who has no family is likely to
be even more difficult than doing so for a person who
has a family. One unresolved issue is the appropriate
role of nonfamily caregivers in making decisions
about services for decisionally incapable people
with dementia. That issue was brought to OTA’s
attention by the findings of an exploratory study
conducted for OTA in Los Angeles and San Diego
Counties, California in 1988 and 1989 (866). One
component of the study was interviews with 88
ethnic minority caregivers of ethnic minority people
with dementia. The 88 caregivers included 35 black,
25 Hispanic, 18 Japanese, and 10 American Indian
caregivers.3 The study found that 17 percent of the
caregivers were friends or neighbors of the person
they were caring for, i.e., not family members, and
34 percent of the black caregivers were not fainily
members.

OTA’s contractors, the individuals who inter-
viewed the black caregivers, and others have pointed
out that in many black communities, long-time
friends and neighbors are frequently regarded and
spoken about as if they were family members
(247,866). When it comes to making decisions about
services for a decisionally incapable person, how-
ever, these “‘fictive kin’’ are in the same or perhaps
an even more uncertain position legally than family
caregivers in States that do not have family consent
laws. Although a nonfamily caregiver may know
more than anyone else about the wishes and values
of the person he or she is caring for—and therefore
be the best surrogate decisionmaker for that person—
there is no legal authority for the nonfamily care-
giver to make the necessary decisions.

SAl of the components of the study conducted for OTA in California are described in app. A. A complete report on the study is available from the

National Technical Information Service in Springficld, VA.
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The study conducted for OTA in Los Angeles and
San Diego Counties found that the percentage of
nonfamily caregivers was higher among the black
caregivers than among the Hispanic, Japanese, and
American Indian caregivers (866). These findings
cannot be generalized with any certainty because of
the small size of the samples and the way the
samples were recruited. OTA’s contractors believe,
however, that there is probably a higher percentage
of nonfamily caregivers of people with dementia in
the black population than in the Hispanic, Japanese,
or American Indian populations in the areas studied
(865). On the other hand, anecdotal evidence sug-
gests and OTA'’s contractors believe that the phe-
nomenon of nonfamily caregivers of people with
dementia exists in all population groups, including
the majority white population. It is likely, therefore,
that agencies, case managers, and others that arrange
services for people with dementia routinely encoun-
ter dementia patients who have nonfamily care-
givers. Although the appropriate role of tiese
caregivers in decisions about services for the pa-
tients is unclear, it is clear that unless the caregivers
are involved in the decisionmaking process in some
way, decisions about services for the patients they
are caring for will be made without the benefit of
their knowledge of the patients’ wishes and values.

For individuals with dementia who have no
family member or other person to make decisions
about services for them and for individuals whose
family or nonfamily caregiver is not an appropriate
surrogate for any reason, one option would seem to
be guardianship—in which a court appoints some-
one to manage money and make decisions for an
individual who has been declared legally incompe-
tent (the ward).? Many commentators regard guardi-
anship as a last resort, however, because it usually
entails the drastic deprivation of rights for the ward;
because, as discussed earlier, court proceedings are
often expensive, time-consuming, and emotionally
stressful for everyone involved (177,253,361,945);
and because guardianship does not necessarily result
in the designation of a reliable surrogate decision-
maker.

A full discussion of the many problems with
ianship in this country is beyond the scope of
this report. It is sufficient to note some of the

findings of a study conducted by the Associated
Press in a1l 50 States in 1986 and 1987, in which
judges, guardians, and others were interviewed and
the court files of more than 2,200 individuals who
had been declared legally incompetent and assigned
a guardian were reviewed (11). That study found that
in one-fourth of the cases, no hearing was held to
determine whether the person was incompetent. In
many cases, once guardianchip was established, the
court lost track of the papgerwork, the guardian, and
the ward. Although there are reporting and account-
ing requirements for court-appointed guardians in all
50 States, the required annual or periodic account-
ings of the ward’s money were missing or incom-
plete in half the files. Only 16 percent of the files had
any kind of report on the status of the ward, and 13
percent of the files were empty except for the
original decision that the individual was incompe-
tent and the granting of guardianship powers. One
judge interviewed by the Associated Press said:

I don’t know where the wards are, who's caring
for them, or what they’re doing. I have no support
staff; I have no welfare workers; I have no aides; 1
have no assistants; and I have no money (11).

In 1983, Montefiore Hospital in New York added
a lawyer to its multidisciplinary geriatric team to
resolve legal problems that prevented effective
hospital discharge planning for or appropriate place-
ment of elderly patients with diminished cognitive
abilities (181). For some patients, the lawyer initi-
ated legal proceedings in order to have a guardian
appointed to manage the patient’s money so that
needed services could be purchased. After several
protracted and generally unsatisfactory experiences
with the guardianship process, the lawyer concluded
that guardianship was an inadequate method of
designating a surrogate decisionmaker for the pur-
pose of hospital discharge planning (179). Another
lawyer connected to the project described the
guardianship process as ‘‘anonexistent alternative’’
with respect to hospital discharge planning (946).
The guardians appointed by the court generally were
untrained and unsupervised. Moreover, in at least
two cases in which a guardian was appointed after a
lengthy court process, the person appointed did not
even contact the patient or patient’s caregivers for
months after the court decision (181).

9Some States use the terms **guardian’’

ip,’* other States use the terms “‘conservator'' and *'conscrvatorship. "’ and some States use

both terms to refer to the court-appointed person and the mechanism(s) by which that person is appointed to manage the assets and/or make other decisions
on behalf of people who are determined to be decisionally incapable (539). In the following discussion, the terms *‘guardian’’ and '‘guardianship’’ are

intended to include both sets of terms,
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The American Bar Association has recommended
reforms in the guardianship process, and the Center
for Social Gerontology in Ann Arbor, Michigan, has
developed standards for individuals and agencies
that function as guardians for decisionally incapable
adults (738). Various other organizations have
developed alternatives to guardianship for decision-
ally incapable people who have no family member
or other surrogate decisionmaker.

The University of New Mexico’s Institute of
Public Law, for example, recently trained 20 volun-
teers (social workers, lawyers, nurses, and others) to
act as ‘‘temporary treatment guardians’’ to make
decisions about medical treatment for hospitalized
elderly people who are decisionally incapable and
have no other surrogate decisionmaker (802). The
volunteers underwent a 16-hour training program
that involved didactic presentations, case discus-
sions, and role playing. In the course of the 1-year
project, the volunteers assisted a total of 50 elderly
people. As it turned out, the temporary treatment
guardians discovered that some of the elderly people
they were called in to assist were decisionally
capable after all and that other clients had family
members or close friends who could be located with
a little ‘“sleuthing’’ and were able to make decisions
for the person.

Since 1985, New York State has had a program
whereby volunteer surrogate decisionmaking com-
mittees make decisions about medical treatments for
mentally ill and mentally retarded people who have
no other surrogate decisionmaker (777). The com-
mittees are composed of at least 12 members who
meet in 4-member panels to consider treatment
decisions. Each 4-member panel must include a
health care professional, a former patient or relative
of a patient, a lawyer, and an advocate for the
mentally disabled. For each mentally ill or retarded
individual, the 4-member panel determines, first,
whether the person is decisionally capable and,
second, whether there is a family member or a
legally appointed guardian who can make the
necessary treatment decision. If the answers to both
questions are no, the panel makes the treatment
decision. In the first year of the program, surrogate
decisions about treatment were made in 192 cases.
The decisions were made in an average of 14 days
from the time the committees received the applica-
tion—much less time than is required for the typical
guardianship proceeding. Some observers feared
that it would be difficult to recruit professionals to
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serve on the committees, but recruiting volunteers
has not been a problem except in some rural areas of
the State.

Both the University of New Mexico program and
the New York State program provide only a one-
time or temporary surrogate decisionmaker and
address only decisions about medical treatment.
Other guardianship diversion programs provide
money management and counseling services for
decisionally incapable people, sometimes on a
long-term basis (900). All of these programs exem-
plify methods other than guardianship by which
surrogate decisionmakers can be provided for people
who are decisionally incapable and have no family
member or o surrogate to made decisions for
them. To make surrogate decisions for these people,
agencies that arrange services for people with
dementia could create their own surrogate decision-
making committee, recruit and train volunteer surro-
gate decisionmakers, or affiliate themselves with a
program that provides surrogate decisionmakers (if
such a program is available in the agency's area).

What Criteria Should Guide Surrogate
Decisions About Services?

Court rulings and legal analysis of decisions about
the use of life-sustaining medical treatments made
on behalf of people who are decisionally incapable
have identified two standards to guide surrogate
decisionmaking:

e the best interest standard, and
e the substituted judgment standard.

The best interest standard requires the surrogate to
make decisions from the perspective of a hypotheti-
cal reasonable person, using objective, societally
shared criteria (945). The substituted judgment
standard requires the surrogate to make decisions
from the perspective of the patient, using the
patient’s personal values and preferences (945).

The best interest and substituted judgment stan-
dards, respectively, represent two fundamental val-
ues in surrogate decisionmaking—patient autonomy
and patient well-being (671). The tension between
those two values is as central to surrogate decisions
about services for people with dementia as it is to
surrogate decisions about the use of life-sustaining
medical treatments for people who are permanently
unconscious or terminally ill. In the context of
surrogate decisions about services for people with
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dementia, patient well-being as a value is manifested
in decisions by physicians, service providers, case
managers, or an individual’s friends or family that
the individual should receive certain services or live
in a certain place ‘‘for his or her own good,”’
regardless of the individual’s wishes. Patient auton-
omy as a value is manifested in surrogate decisions
that an iadividual with dementia should be allowed
to refuse services and live as he or she chooses, even
if there is risk associated with those choices. The
latter perspective also is reflected in efforts to
enhance an individual’s decisionmaking capacity, as
discussed earlier, and to support the ‘‘residual
autonomy’’ of the individual (177).

Somne people generally favor surrogate decisions
based on patient well-being, whereas others gener-
ally favor surrogate decisions based on patient
autonomy. Clearly, however, neither value by itself
is sufficient for every decision or for every patient.
The process of making surrogate decisions about
services for people with dementia probably should
retain atension between the two values, but retaining
that tension means that in many cases the ‘‘right”’
decision will not be obvious.

When case managers, hospital discharge planners,
and others who arrange services for people with
dementia make or influence decisions about serv-
ices, those decisions are likely to reflect their
preference for one value or the other, either in
general or in the particular situation. Yet some of
those individuals may not be aware of the values
involved in such decisions or the implications for the
patient of decisions that favor one value over the
other.

The relationship between patient well-being and
autonomy has been discussed and debated exten-
sively with respect to decisions for all kinds of
people who are decisionally incapable, and the
resulting ideas and principles seem both relevant to
and adequate for thinking about criteria for surrogate
decisions pertaining to the use of services for people
with dementia. In contrast, another issue—how the
needs, preferences, and best interests of the patient
and of the family should be weighed—has received
less attention in discussion and debate about deci-
sions for all kinds of people who are decisionally
incapable, and the resulting ideas and principles are
less helpful in thinking about decisions about
services for people with dementia.

Photo credit: Bill Adams

Agencies that arrange services for people with dementia
could create a surrogate decisionmaking committee to
make decislons about services for people with dementia
who are not capable of making the decisions themsalves
and have no one else to make the decisions for them.

The members of the advisory panel for this OTA
study talked at some length about the question of the
relative weight that should be given to the needs,
preferences, and best interests of the family v. the
patient in decisions about services for persons with
dementia. No consensus was reached, but several
important points emerged from the discussion. First,
it is clear that when family members are necessary
participants in a plan of care because the person with
dementia lives with them or for any other reason,
their needs and preferences must be considered in
decisions about services because their interests are at
stake in the decisions and because they may not
cooperate with the plan of care otherwise. Second, it
is sometimes very difficult in practice to separate the
needs, preferences, and best interests of the person
with dementia and of the family.

Beyond those two points, the OTA advisory panel
divided into two groups. Some panelists tended to
regard the person with dementia and family as a unit
and to consider that unit the appropriate client of the
case :uanager. Those panelists generally were not
especially concerned about the difficulty of separat-
ing the needs, preferences, and best interests of the
patient and those of the family; and they seemed to
regard positively the idea of using the needs,
preferences, and best interests of the family as
criteria for decisions about services. Other panelists
tended to regard the person with dementia and
family as separate; and they were worried about the
potential for conflicts of interest if the peeds,
preferences, and best interests of the family, rather
than those of the patient, were used as criteria for
decisions about services.
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Both grours of OTA advisory panel members
were critical of case managers who represent them-
selves as advocates for a person with dementia but
in fact have their primary allegiance to a relative of
the person, a trust officer, or someone else who is
paying for their services. This is one of the situations
that commentators refer to with the phrase, ‘‘Who's
the client?’’ The allegiance of the case manager to
the impaired person v. a family member, trust
officer, or someone else is in part a question of
professional ethics that should be addressed in case
management standards and is addressed, to some
degree, in the case management standards of the
National Association of Social Workers (572) and
the National Council on the Aging (581).

A more complex issue is the relationship between
the long-term needs, preferences, and best interests
of a person with dementia and the needs, prefer-
ences, and best interests of his or her primary
caregiver, who is usually a family member. Argua-
bly, the long-term best interests of many people with
dementia is to remain with a family caregiver even
if the care they receive from that person is much less
than ideal. It may be in the demented person’s best
interest to remain with the family caregiver because
the alternative to being cared for by the family
caregiver is objectively worse, is worse in the view
of the patient, or both; because the person knows the
family caregiver; or because families often provide
what one commentator has called *‘substituted
memory of shared happenings’’—i.e., a knowledge
of the patient’s past (which a formal service provider
generally does not have) that is reassuring to the
patient and may to some degree compensate for his
or her memory loss (177).

On the other hand, there is clearly some point at
which the long-term best interests of a patient with
dementia are not served by remaining with the
family caregiver. Different observers undoubtedly
would disagree about when that point has been
reached for an individual patient.

If by basing decisions about services on the needs
and preferences of the caregiver, one can support the
caregiver and prolong the time he or she is willing
and able to continue caring for the patient, doing so
would seem to be in the patient’s long-term best
interest, even if it required disregarding the patient’s
‘‘spoken choice’’ or short-term best interest. ‘‘Spo-
ken choice’’ here refers to a clearly articulated
preference of the person which, because of the
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person’s cognitive impairment, may or may not
reflect his or her real needs, preferences, or best
interests (181).

Consider, for example, a situation in which a
person with dementia is placed in a nursing home for
2 weeks against his or her wishes, s0 that the pri
caregiver will be temporarily relieved of caregiving
tasks. Even if the placement results in short-term
worsening of the impaired person’s cognitive and
emotional status, some people would say that it is in
that person’s best interest because it serves the
person’s presumed long-term interests. Additional
situations also might be imagined in which disre-
garding the spoken choice and short-term best
interest of a decisionally incapable person could be
regarded as being in that person’s best interest.

The point of this discussion is not to resolve the
question of the relative weight that should be given
to the needs, preferences, and best interests of the
person with dementia v, the family in decisions
about services but simply to emphasize the complex-
ity of the issue. Three additional considerations
further complicate the matter. First, some people
with dementia live with and are cared for by a person
who is almost as impaired as they are and who might
be legitimately regarded as a client. When there are,
in effect, two clients in the home, how should their
needs, preferences, and best interests be weighed in
decisions about services? Second, some, and per-
haps many caregivers can be pressured into doing
more than they should do for their own good. Are
there limits that could or should be applied to what
a caregiver is expected, asked, or even allowed to
do? Lastly, as a patient’s condition deteriorates, is
there a point at which the interests and well-being of
the caregiver should take precedence over the
interests of the patient?

There are no simple answers to any of these
questioas. Case managers and others who arrange
services for people with dementia regularly confront
situations in which decisions must be made that
could favor the needs, preferences, and best interests
of the family over those of the patient, or vice versa.
They may be more or less aware of the issues
involved in those decisions and the implications for
the patient and family of decisions that favor the
needs, preferences, or best interests of one over the
other.

The question of the relative weight that should be
given to patients’ v. families’ needs, preferences,
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and best interests in decisions about services re-
quires further analysis, In the meantime, it is unclear
what guidelines might be given to case managers
and others who arrange services for people with
dementia and thus regularly confront situations in
which a decision must be made. One approach
would be to create within agencies variou.. forums
(e.g., multidisciplinary team meetings, formal case
conferences, and supervisory conferences) in which
those situations could be discussed and deliberated.

Implications for a System To Link People With
Dementia to Services

The preceding discussion points out that choosing
surrogate decisionmakers for decisionally incapable
people with denuentia and determining what criteria
should guide surrogate decisions about services for
them involve complex legal and ethical issues and
raise many unanswered questions. State legislation
that clearly defined the rights and responsibilities of
family members and others in making decisions for
decisionally incapable people and delineated the
types of decisions that designated surrogates are and
are not authorized to make would eliminate many of
the existing problems in designating surrogate
decisionmakers. Even without such legislation, how-
ever, agencies, case managers, and others that
arrange services for people with dementia have to
turn to someone for surrogate decisions for decision-
ally incapable clients. Furthermore, it is likely that
regardless of the. specificity of State legislation, the
designation of appropriate surrogate decisionmakers
for people with dementia will entail difficult judg-
ments in some and perhaps many cases because of
the idiosyncrasies of each patient’s situation.

Likewise, although it is generally agreed that
patient autonomy and patient well-being are the
values that should guide surrogate decisions, the two
values often imply different decisions in the same
situation, and neither value is appropriate for every
situation. Applying the two values in decisions
about the use of services for an individual client
therefore entails difficult judgments in many cases.
Balancing the needs, preferences, and interests of an
individual with dementia and the needs, preferences,
and interests of the individual’s family also requires
difficult judgments.

The need for these difficult judgments suggests
that agencies that arrange services for people with
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dementia should have explicit policies and proce-
dures for designating surrogate decisionmakers and
making decisions about services for people with
dementia who have no surrogate decisionmaker. It is
reasonable to believe that case managers and others
who are involved in arranging services for people
with dementia would benefit from training about the
issues involved in surrogate decisionmaking. To the
extent that case managers and others who arrange
services for people with dementia actually designate
surrogate decisionmakers and/or make decisions
about services for their decisionally incapable cli-
ents, their need for such training is increased.

If Congress mandated a national system to link
people with dementia to services, Congress could
require the agencies that were designated to consti-
tute the system to have explicit policies and proce-
dures for designating surrogate decisionmakers (writ-
ten to comply with existing State laws if there are
relevant laws) and for making surrogate decisions in
instances where the agency had to make surrogate
decisions for any reason. To formulate such policies
and procedures, the agencies that constitute the
linking system would have to address many of the
unresolved questions discussed in this chapter,
including questions about what to do when a
decisionally incapable client’s relatives disagree
about which one of them should make the necessary
decisions, how nonfamily caregivers should be
involved in decisions about services, and when
formal guardianship is needed for a client.

To support agencies’ efforts to develop policies
and procedures for designating surrogate decision-
makers and for making decisions for decisionally
incapable clients who have no surrogate, more
research and analysis pertaining to many of the
questions discussed in the preceding sections is
needed. Especially problematic is the question of
how to balance the needs, preferences, and interests
of an individual with dementia and the needs,
preferences, and interests of the individual’s family
or other informal caregiver. Perhaps it would be
useful for government, private agencies that arrange
services for people with dementia, and professional
associations that represent social workers, nurses,
and other professionals who function as case manag-
ers to jointly sponsor forums for further discussion
of this and related issues.
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CONCLUSION

Questions about how to determine the decision-
making capacity of people with dementia and how to
make surrogate decisions about services for people
who lack the capacity to make such decisions
themselves are inherent in the process of arranging
services for people with dementia. The way such
questions are answered involves fundamental legal
rights of the patient and raises complex legal and
ethical issues. Those rights and issues are at stake
regardless of whether the individuals who make or
participate in the decisions are aware of them.

In many agencies that arrange services for people
with dementia, questions about the methods used to
evaluate clients’ decisionmaking capacity and to
make surrogate decisions about services for clients
who cannot make such decisions themselves are
obscured by other problems and concerns and by the
severe constraints on the time within which deci-
sions about services must be made. In such agencies,
concerns about clients’ legal rights, and about the
legal and ethical issues involved in the way deci-
sions about services are made for people with
diminished decisionmaking capacity seem to be
second-level concerns to be considered when other
problems have been solved.

This chapter has suggested that if Congress
mandated a national system to link people with
dementia to services, Congress could require that
any agency that is part of the system have explicit

policies that delineate the procedures to be followed
when decisions about services are needed for clients
with diminished decisionmaking capacity. Policies
that specify procedures for determining a client’s
decisionmaking capacity and/or assign responsibil-
ity for determining a client’s decisionmaking capac-
ity to a person or group of people could help increase
the likelihood that clients’ rights and the legal and
ethical issues involved in decisionmaking are ade-
quately considered.

The chapter has discussed some concepts, distinc-
tions, and approaches that may be useful in develop-
ing such agency policies and procedures and in
training case managers and others who are involved
in arranging services for people with dementia. As
noted repeatedly, many of the concepts, distinctions,
and approaches that have been discussed were
derived from analysis and debate about the use of
life-sustaining medical treatments or participation in
research, not the kinds of decisions that are the topic
of this OTA report. Furthermore, some of the
concepts, distinctions, and approaches discussed in
the chapter apply more to decisionmaking by and for
mentally ill and terminally ill people than to
decisionmaking by and for people with dementia. To
address the difficult questions and issues that are
likely to arise in situations involving decisions about
the many kinds of services to which an effective
linking system could link people with dementia,
further research, discussion, analysis, and debate is
needed.
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Chapter §

Concerns About the Quality and Appropriateness of Services

INTRODUCTION

The quality of al. kinds of health care, long-term
care, social, and other services that may be needed
for people with dementia varies greatly from one
agency and individual service provider to another.!
Numerous reports document the poor quality of care
provided by some nursing homes (563,759,813,835),
board and care facilities (66,166,775,816), and to a
lesser extent home care agencies (821,305,852). At
the same time, these reports indicate that other
nursing homes, board and care facilities, and home
care agencies provide excellent care, Differences in
quality are typical not only of these types of services,
but of all kinds of services that may be needed for
people with dementia.

In addition to differences in quality, there are
differences in services provided by various agencies
and individuals that make the services more or less
consistent with the needs of people with dementia.
In communities that have more than one nursing
home, home care agency, adult day center, physi-
cian, lawyer, or any other type of agency or
individual service provider, the services offered by
one agency or individual may be much more
appropriate for people with dementia than the
services offered by another agency or individual.

A(ll people who need health care, long-term care,
social, or other services are at risk of poor quality or
inappropriate care, but people with dementia are
particularly vulnerable. Because of their cognitive
deficits, they may be unable to identify or articulate
their care needs, to evaluate the services they
receive, to remember and report instances of poor
care, or to b2 believed. Realizing that people with
dementia are so vulnerable, families and other
informal caregivers are often extremely concerned
about the quality and appropriateness of services
they may use for these people.

This chapter focuses on the potential role a
federally mandated linking system might play with
respect to the quality and appropriateness of services
to which it connects people with dementia. The
quality of a service is defined here as the extent to

which the service increases the probability of
desired outcomes and reduces the probability of
undesired outcomes, given the constraints of exist-
ing knowledge.2 The appropriateness of a service
denotes the aspects of a service that make it con-
sistent with the needs of people with dementia.

In theory, a federally mandated linking system
could take any of several different approaches with
respect to the quality and appropriateness of services
to which it connects people with dementia.

e The linking system could not concern itself
with the quality and appropriateness of the
services; it could provide no information about
the quality and appropriateness of services and
rely on families and others who are concerned
about quality and appropriateness to obtain for
themselves any information they need to evalu-
ate the services.

e The linking system could refer families and
others to specific sources of information about
the quality and appropriateness of services.

e The linking system could provide families and
others with information about the quality and
appropriateness of the services.

e The linking system could refer people to or
arrange for them only services that met speci-
fied standards of quality and appropriateness.
(In the case of a linking system that also pays
for services, this alternative would mean that
the system would only pay for services that met
the specified standards.)

o If the linking system provides services, it couid
assure the quality and appropriateness of those
services directly.

In practice, three problems would make it difficult
to implement these approaches or would limit their
potential effectiveness. First, several of the ap-
proaches assume that there are accepted criteria for
evaluating the quality and appropriateness of serv-
ices for people with dementia. In fact, as discussed
in this chapter, there is currently no consensus about
criteria for evaluating the quality and appropriate-
ness of services for people with dementia.

1See uble 1-2 in chapter 1 for a list of services that may be needed for people with dementia.
2This definition of quality was also used by OTA in its 1988 assesament, The Quality of Medical Care: Information for Consumers (832).
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Second, several of the approaches assume that
accurate information about the quality and appropri-
ateness of services for people with dementia is
available from various sources. Although one hears
many recommendations about possible sources of
such information, the analysis in this chapter indi-
cates that accurate information about quality and
appropriateness is not consistently available from
any of the recommended sources.

Third, several of the approaches assume that
families and other informal caregivers are able to
gather information about the quality and appropri-
ateness of services from one or more sources or to
use lists of questions and criteria to evaluate services
themselves—in short, that families and others are
able to function as ‘‘informed consumers’’ in
evaluating the quality and appropriateness of serv-
ices. Although some families and other informal
caregivers of people with dementia are certainly able
to function as ‘‘informed consumers’’ in this con-
text, others are not for a variety of reasons described
in the chapter.

Probahly the most important step that could be
taken to enable a federally mandated linking system
to connect people with dementia to the best available
services would be the development of criteria to
evaluate services. Certainly, if a federally mandated
linking system were going to refer people to or
arrange for them only services that met ceriiin
standards, the standards would have to be based on
accepted criteria. If such criteria were available,
some families could use the criteria to evaluate
services themselves. Other agencies and organiza-
tions could also use the criteria to evaluate services,
thus making accurate information about the quality
and appropriateness of services available from these
sources. The development of criteria for evaluating
the quality and appropriateness of services for
people with dementia is not the function of a linking
system, but ways in which the necessary criteria
might be developed and some criteria that might be
considered are discussed later in this chapter.

The chapter focuses primarily on quality assess-
ment (i.e., the measurement and evaluation of
quality) rather than on quality assurance (i.c.,
procedures and activities to safeguard and improve
quality by assessing quality and taking action to
correct any problems found). The focus on quality
assessment reflects the perspective of families and
others who are trying to identify good services for a

person with dementia, but who usually are not
involved in assuring the quality and appropriateness
of services.

Some agencies that link people to services also
provide services and therefore can assure (i.c., assess
and correct problems in) the quality of those services
directly. Other agencies that link people to services
contract for some of the services, and some of those
agencies have procedures for monitoring and con-
trolling the quality of contracted services. The last
section of this chapter describes some of those
agencies’ procedures for monitoring and controlling
quality, including procedures that involve patients
and families in monitoring and controlling the
quality of the services they receive.

Quality of care and methods of assessing and
assuring quality are currently a concern of Congress
and the topic of many publicly and privately funded
research projects. Interest in quality of care has
increased because of widespread concern that cost-
containment measures introduced in the past few
years may be reducing quality of care (111,831,925).
Attention has focused primarily on the quality of
hospital and nursing home care, but the focus is
expanding now to include in-home and other nonin-
stitutional services (206,216,471,658). In consider-
ing the potential role of a federally mandated linking
system with respect to the quality and appropriate-
ness of services to which it links people with
dementia, this chapter is discussing all types of
services that may be needed for these people.

FAMILY CAREGIVERS’ CONCERNS

Numerous studies and anecdotal reports empha-
size the strong commitment of many family care-
givers to their relative with dementia. With this
commitment comes a deep concern about the quality
and appropriateness of any services provided for the
person. According to one Office of Technology
Assessment (OTA) contractor who studied 500
family caregivers of people with dementia:

What was most impressive from (the) caregiver
studies was the emotional investme:.t that caregivers
have in their responsibilities. This emotional tone
may be reflected in rage at unsympathetic agencies
or professionals, fear, grief, advocacy, resignation,
humor, but most of all love for and commitment to
an impaired older person. With such a strong per-
sonal investment, these family caregivers were
predictably critical consumers of services and pro-
grams in their behalf (291).
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A 1986 survey of family caregivers conducted for
OTA found that family caregivers were indeed
“‘critical consumers’* who were concerned about the
quality and appropriateness of services available to
their relatives and other people with dementia (926).
Other studies report similar findings (145,412).
Many of the State task forces and committees that
have studied the problem of Alzheimer’s disease and
related disorders also note families’ grave concerns
about the quality and appropriateness of services
(99,143,246,360,396,408,531,541,598,621,870,920).

Some family caregivers are fearful about using
services for a person with dementia because they
believe that the quality of care provided will be poor
and that the service providers will not know how to
take care of a person with dementia (88,145,291,
396,599). Some family caregivers feel—often real-
istically—that no one will take as good care of their
demented relative as they do. Some fear that their
demented relative’s inability to express needs or
report inadequate care will cause service providers
to neglect the person. Others fear that their demented
relative’s troublesome behavior or psychiatric symp-
toms will cause that person to be physically or
verbally abused. Some families are apprehensive
about using in-home services for a relative with
dementia because they are afraid that the workers
will be poorly trained and unreliable. Fami.ies who
have had problems with onc service provider may be
afraid to try another one.

Some health care and social service professionals,
case managers, government planners, policy ana-
lysts, and others seem to regard concerns about the
quality of services as secondary to the problem of
insufficient availability of services. A number of the
people whom OTA asked about evaluating the
quality and appropriateness of services for people
with dementia responded that there is often no
choice about services. In many localities, they said,
families are lucky if there are any services available—
let alone services that are appropriate for a person
with dementia and of high quality.

The concern about insufficient availability of
services is legitimate. The important point to be
made here, however, is that even when services are

available, there are some situations in which fami-
lies’ concerns about the quality and appropriateness
of the services are the determining factor in their
decisions about whether or not to use the services.
Some families may choose not to use an available
service because they believe that the service is in-
appropriate for the patient or of poor quality. Like-~
wise, some families who have been reluctant to
accept help may decide to use a service if they be-
lieve it is appropriate for the patient and of good
quality.

OTA does not know how often either of the
situations just mentioned occur or whether the
frequency of their occurrence varies for different
types of services. That there are situations, however,
in which considerations of quality and appropriate-
ness are the determining factor in families’ decisions
about service use suggests that although somehealth
care and social service professionals, case managers,
government planners, policy analysts, and others
may regard concerns about the quality and appropri-
ateness of services as secondary to the problem of
insufficient availability of services, the families of
people with dementia may not always agree. In the
view of at least some families in some situations,
services that are available but of poor quality or
inappgopriate for the patient may just as well not
exist.

CONCEPTUAL AND PRACTICAL
DIFFICULTIES IN EVALUATING
SERVICES

Many people think they know quality when they
see it, but they have difficulty defining its compo-
nents precisely. This predicament is described in a
frequently cited passage from Zen and the Art of
Motorcycle Maintenance:

Quality you know what it is, yet you don't know
what it is. But that’s self-contradictory. But some
things are better than others, that is, they have more
quality. But when you try to say what quality is apart
from the things that have it, it all goes poof! There's
nothing to talk about. But if you can’t say what
Quality is, how do you know what it is, or how do
you know it even exists? (663).

3Clearly, considerations of quality and sppropriatencss do not always play a critical role in family caregivers’ decisions about the use of available
services for an individual with dementia, Somewegiveumlolevaelybwdcnedthntthcymyhavewuseanywdhblcmvicc.mdlmoﬂu
quality and appropriateness. Other families, even severely burdened ones, may choose not to use an available service even though the service is of high
qulityandnppmpthlc.l‘*‘ondhcudonofwmeofthemsomwhytumiﬁunndothucmgivmofpeoplcwithdumnﬁamyhemlucnmwm

available services, see ch. 3.
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Bacause of thelr strong commitment to their relative with

dementia, familles are often deeply concerned about the

quality and appropriateness of any services they may use
for the person.

People’s judgments about quality are often im-
pressionistic. With respect to services for people
with dementia, someone might observe something
about an agency and decide the agency’s services are
good or it good without thinking about how he or
she reachcd that conclusion. Likewise, someone
might hear from a friend, the family physician, or
another source that a certain provider is good or not
good and accept that judgment as true without
questioning its basis.

Impressionistic judgments about quality may be
correct, but quality is not necessarily obvious or easy
to judge, and people sometimes differ in their
impressions about the quality of a particular service.
For judgments about quality to be more than
inpressionistic, they must be based on criteria that
are derived from specified goals or desired outcomes
of care and from methods of care that are known to
achieve those goals or outcomes (174,385,737,832,
925). At present, however, there is no consensus
about the goals or desired outcomes of care for
people with dementia, and the efficacy of many
methods of care has not been proven (482,510,675).

The lack of a consensus about the goals of some
services for people with dementia and the lack of
proven methods to achieve those goals is not
surprising. Although a few agencies and individuals
have focused on providing appropriate services for
people with dementia for many years, most health
care and social service professionals and other
providers have only begun to think about the service
needs of people with dementia in the past few years,
if at all. Moreover, many treatment methods and
service interventions that are used routinely for
people with other diseases and conditions have not
been evaluated rigorously and are simply assumed to
be effective (31,832). Services for people with
dementia are not unique in this respect.

A major factor that complicates the development
of valid criteria to evaluate the quality of services for
people with dementia is the current uncertainty
about what distinguishes appropriate services for
these individuals from appropriate services for
people with other diseases and conditions.* Many
service providers who work with people who have
dementia believe that such people have special
service needs. The difficulty arises in determining
exactly what is or should be different about service
goals and methods of care for this patient population.

Over the past decade, as awareness of Alz-
heimer’s disease and other diseases that cause
dementia has increased, nursing homes, board and
care facilities, adult day care centers, and home care
agencies have developed some services specifically
for people with dementia. Anecdotal evidence indi-
cates that these ‘‘special’’ services vary considera-
bly. To a great degree, this variation reflects the lack
of agreement about goals and methods of care for
people with dementia. Box S5-A discusses the
variation among special nursing home units for
people with dementia, often referred to as ‘‘special
care units,”’ and points out the difficulty families and
others may have in evaluating a special care unit and
in determining, for example, whether ©. gziven special
care unit will provide more appropriate care than a
regular nursing home unit for an individual with
dementia.

Knowledge about what constitutes appropriate
care for people with dementia is constantly evolving,
and, in fact, special care units and other specialized
services for people with dementia provide ideal

4The validity of criteria t0 evaluate quality refers to the extent to which the criteria measure what they purport to measure (832).
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. Box SeAr"Special Care Unis” for People With Dementla =" . ..

One might aséure tht, by definition, thése units would provide apgeopriao cars for peogls with demectix. Maoy
special care units do provide cate, but anecdotal evidence sugpests that some special care units donot

vide sppropriate cate (144,317,321,404,425,482,831). It is s2id chat some marsinig m 28 s the waeds “epecial -
caré” as a marketing tool and actizally eovide no special scevices for peoplo with detentli, 1t 5 alic éaid that some .
nursiiig homes with special care units ate misinformed sbout what is appropeiate care for people with demientla.

One study of special care units for people with démentia found that the units differed greatly in their goals and

methods of care (624). According to the researchiors: ~

These differences are of such significance that tity appear t place special units in direct opposition to cach other..

Noastheless, without exception, their propondnts have hafled the mwocem of thounita (624). -~~~ -~~~
It is easy to understand why families and others who are trying o locate 8 nursing home for a person with
dementia could be confused about special care units. They need a way to evaluate special care units and to compare
the units with nufsing home units that do not claim to. provide special care, Otheewise, ‘some fumilies may
unwittingly select a ‘special care unit that provides inferior:-care or is inconveniently ‘located, when a
nondementis-specific nursing home is neatby and provides as good or better care. In this context, the director of
a regional Alzheimer’s center has told OTA that she knows families who feel guilty about not having placed their
relative with dementia in a nursing home with & special c&re nit, even though the nursing home they chose is nearer
to their home and provides excellent care, whereas the nunsing home with the special care unit is too far from their
home to allow them to visit their relative frequently (55). ' :
Determining whether a given special care unit provides appropriate care for people with dementia would
require an answer to the question, ““‘What is appropriate care for people with dementia?** Although there is no
mmmmmmmmwmumwmmmmm
trying to evaluate special care units. One is an Alzhimer’s Assoclation bandbook for caregivers on selecting a
special care unit (486). The other is a report on ‘‘best practices’’ in special care units produced by the Amezican

Association of Homes for the Aging (60). .
These two documents and other publications about special care units provide insight into the components of
components of care mentioned in these publications

appropeiate nursing home care for people with dementin. Some

are specific to people with dementia (¢.g., the need for staff training in the usual of dementia and in
effective responses to behavioral problems that occur often in this patient population). Other components are not
specific to people with dementia and would benefit people with othes diseases and conditions as well (e.g., adequate
staff-to-patient ratios, avoidance of overmedication, and individualization of care). Greater understanding of what

SOURCE: Office of Technology Assesament, 1990,

distinguishes appropriate nursing home care for people with dementia v. people with other diseases and conditions
is needed to develop valid criteria to evaluate special care umits,

settings for research on alternate methods of care.
Nevertheless, the development of criteria to assess
quality cannot await final, indisputable evidence
about effective methods of care or a consensus about
the goals of care for these people. As is true of
criteria to evaluate the guality of treatment methods
and services for people with other diseases and
conditions, criteria to evaluate the quality of services
for people with dementia must be developed on the
basis of the best available information from research
and provider experience, leaving oper: the option to
change the criteria as new knowledge develops.

The following section presents some of the ideas
and issues involved in defining and measuring
quality. It provides a conceptual framework tha

could be used to develop criteria for evaluating the
quality of services for people with dementia. The
subsequent section discusses the potential role of
patients and families in defining quality and specify-
ing goals and methods of care.

Defining and Measuring the Quality of
Services for People With Dementia

Quality has been defined and its components
identified to a greater extent for hospital care, acute
medical care, and nursing home care than for home
care or social services. It is generally agreed,
however, that quality is multidimensional for all
these types of services and for all kinds of people
who use the services (173,385,831,832A'I'h quality

L 8Lt
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of services for people with chronic physical or
cognitive impairments has been defined within the
dimensions of the person’s physical and mental
health, functional ability, safety, emotional and
social well-being, autonomy, and quality of life
(385,563,831). Other dimensions in which quality
might be defined are caregivers’ well-being and the
financial security of the person and his or her family.

To evaluate the quality of a service in other than
an impressionistic manner, it is necessary to identify
goals or desired outcomes of care within each of
those dimensions and to identify methods of care
that lead to the specified goals or outcomes. The
criteria that are used to measure quality must be
derived from the specified goals and methods
(174,385,737,832,925).

Specifying Goals of Care

Patients, families, service providers, and others
have different goals in the care of people with
dementia. The differences reflect their varying
backgrounds, values, experiences, and knowledge,
their current responsibilities, and their perceptions
of the patient’s condition. Some people emphasize
the importance of maintaining the patient’s physical
heaith and safety. Others emphasize autonomy,
freedom from fear, or reduced anxiety and agitation.
Achieving the best possible quality of life for the
patient is probably the overriding goal in the view of
many families and some service providers, but the
meaning of *‘quality of life’’ in this context is highly
idiosyncratic (735).

Different goals imply different methods of care
and different criteria to evaluate quality. Sometimes
legitimate goals of care conflict (385,735). For
example, a person with dementia may enjoy walking
unattended, valuing control and autonomy in this
one area of her life, yet be unsteady on her feet and
prone to falls. To ensure her physical safety, her
caregivers could prevent her from walking unat-
tended by physically restraining her in a chair, but
this decision would conflict with the goal of
maintaining her autonomy (831).

Service providers and others often have several
goals in caring for a person with dementia. When
those goals imply different methods of care in a
given situation, priorities must be set, either implic-
itly or explicitly, in order to determine what good
care is in that situation (385). A list of goals in which
priorities are not clear is not suificient to resolve

questions about appropriate methods of care in a
given situation; nor is such a list sufficient to
develop meaningful criteria to evaluate quality.

Identifying Effective Methods of Care

Effective methods of care must be identified in the
context of agreed-on goals. In the past few years,
many books and articles have been published
describing what the author or authors believe are
effective methods of care fcr people with dementia.
The goals of these methods of care are sometimes
explicit, but often they are not. Moreover, few of the
recommended methods have been subjected to
rigorous testing (932). Thus, belief in their effective-
ness rests primarily on anecdotal evidence. Research
to evaluate the effectiveness of alternate methods of
care for people with dementia is essential, both to
improve services for these people and to develop
valid criteria to measure quality.

Developing Criteria To Measure Quality

Criteria for evaluating quality generally pertain to
the structure, process, or outcomes of care. Struc-
tural criteria pertain to the resources available for
care (e.g., the number and qualifications of staff,
physical plant, and financial resources). Process
criteria pertain to the activities involved in care
(e.g., care planning, medication procedures, and
procedures for handling difficult patient behaviors).
Outcome criteria pertain to aspects of the patient’s
condition that are attributabl’yto the process of care
(e.g., functional ability, participation in activities,
and patient satisfaction) (172).

Many commentators use structural, process, and/
or outcome criteria to express their answers to the
question, ‘*What are good services for people with
dementia?’’ Sometimes, these criteria are presented
in the context of goals and methods of care, but often
they are not. Families and others may latch onto a
single criterion or criteria relevant to only one aspect
of care and assume that any service that meets those
criteria is good. Thus, for example, some families
might believe that a specified physical design
ensures that a nursing home will provide high-
quality care. Although physical design is an impor-
tant component of quality, it does not guarantee
good care (486).

The structure, process, and outcomes of care are
related. Structural criteria are indicators of quality
only insofar as the factors they reflect influence the
process and outcome of care. Process criteria are
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indicators of quality only to the extent that the
factors they reflect influence outcome, and out-
comes are an indicator of quality only if they are
attribatable to the structure and process of care. It is
widely agreed that, by itself, no single structural,
process, or ouicome indicator is an adequate meas-
ure of quality and that all three types of indicators are
needed for a valid assessment (173,392,470,755,
832,925).

Information about structure, process, and out-
comes may be more or less difficult for families and
others to obtain and more or less valuable to them.
Information about structural characteristics of a
given agency or service provider—e.g., the training
and experience of the staff—may be relatively easy
to obtain. The exclusive reliance on structural
criteria to evaluate quality has been criticized,
though, because structural characteristics indicate
only the capacity of the agency or provider, not the
services that are actually given (173,734).

Accurate information about the process of care—
i.e., the activities involved in care—may be difficult
for families and other outsiders to obtain, in part
because they may not have an opportunity to observe
the process of care directly before they make a
decision to use the service. Survey procedures for
government regulation of nursing homes and other
agencies and for voluntary accreditation programs
include process criteria and may produce findings
that are useful for families and others who are trying
to evaluate the quality of services for a person with
dementia. Some processes that are selected for
observation or regulation for these purposes are not
linked or are only indirectly linked to the goals or
desired outcomes of services (563,831). Thus, they
may not be valid indicators of quality. A later section
of the chapter discusses the availability of findings
from regulatory and accreditation programs and
their potential value for people who are trying to
evaluate services.

Recognition of the limitations of structural and
process criteria and concern about the impact of cost
containment on the quality of many types of services
have spurred new interest in outcome criteria
(392,470,925). Accurate information about the out-
comes of services provided by different agencies and
individuals might be valuable to families and others
who are trying to select the best service provider. For

most of the types of services that may be needed for
people with dementia, outcome measures are only
beginning to be used. Thus, information about
patient outcomes is not generally available.

Moreover, information about patient outcomes,
like information about structural and process indica-
tors, may be difficult for families and others to
interpret correctly. The use of outcome criteria to
measure quality of care assumes a direct link
between the process and outcomes of care, but that
link is seldom simple or clear. Obviously, outcomes
that are not attributable to the process of care should
not be used to assess its quality (174,311,471).

Many factors other than the process of care can
affect patient outcome. These include the severity of
the person’s condition, the course of his or her
disease(s), and the ability and willingness of the
patient and family to cooperate with the process of
care. Because these factors affect outcome inde-
pendently of any service, high-quality care does not
always produce good outcomes (392,755). Like-
wise, good outcomes may occur even if the quality
of care is poor.

Lastly, the use of outcome criteria to assess
quality requires a comparison between expected
outcomes and achieved outcomes. At present, very
little is known about the course of many diseases that
cause dementia, and people with dementia vary
greatly in the progression of their symptoms.® As a
result, it is often difficult to judge whether observed
changes in a patient’s condition over time are the
result of services the patient received or an inevita-
ble consequence of his or her underlying disease. As
more is learned about the normal course of diseases
that cause dementia, it will become easier to identify
valid outcome criteria to evaluate the quality of
services.

What Role Should Patients and F amilies Play
in Defining Quality and Specifying Goals and
Methods of Care?

Historically, what constitutes good care has been
defined by the providers of care (471,831,832).
Goals, methods of care, and criteria for evaluating
quality have been established by health care and
social service professionals and other service pro-
viders and reflect their point of view. Some com-
mentators argue that patients should play a greater

5This topic was discussed at greater length in ch. 1.
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role in defining quality (130,737). Opinions on this
issue vary and may depend on the kinds of patients
and services that are being considered.

For many people, the need for medical care and
other health-related services is episodic and distinct
from their daily lives, and the services they receive
are intended to cure specific illnesses or solve other
health-related problems. For people with dementia
and otk chronic debilitating conditions for which
medical cures and complete solutions frequently are
not possible, health-related and social services may
be needed over a prolonged period and may become
interwoven with the life of the patient and patient’s
family (if there is one). Services provided in a
patient’s home often involve intimate details of the
patient’s life (386). At the extreme, in a nursing
home. the care and the life of a patient may almost
merge (120,385).

In such situations, the quality of care and the
quality of the patieni’s life may be barely separable—

and enhancing the quality of the patient’s life may

become the most appropriate goal of services.
People’s views about quahty of life differ, however.
If enhancing the patient’s quality of life is the
primary goal of care, some commentators suggest,
then patients’ values and preferences should be
reflected in the definition of quality of care (392).
Many commentators go further, suggesting that
patients’ values and preferences should be reflected
in the definition of quality of care even if quality of
life is not the primary goal of services (174,471,768).
In fact, some commentators would probably con-
gider the responsiveness of a service provider to
patients’ values and preferences itself to be an
important indicator of the quaiity of care.

Patients’ values and preferences can be reflected
in the definition of quality of care in a number of
ways. They can be taken into account in establishing
the goals of care, in setting priorities among the
goals, or in selecting among alternative methods of
care (74). Criteria for evaluating quality can also be
chosen to reflect patients’ values and preferences
(470). One outcome indicator that measures quality
in relation to the patient’s values and preferences is
patient satisfaction. The importance given to other
outcome criteria can be adjusted to reflect patients’
values and preferences (130).

If a person is severely cognitively impaired or
unable to communicate, ascertaining that person’s
values and preferences may be difficult or even
impossible. In some cases, the best way of ascertain-
ing the person’s values and preferences is to consult
his or her family and friends about what the person
would have considered good care. Some commenta-
tors would probably want to limit the role of a
demented person’s family in defining good care to
representing the person’s values and preferences.
Other observers might argue that the values and
preferences of a demented person’s family are
relevant to determining what constitutes good care.

An underlying assumption of this OTA study is
the importance of supporting family caregivers. In
some cases, supporting family caregivers means
giving them the information they need to evaluate
different care options (919). Supporting family
caregivers also may mean giving them a greater role
in defining quality and specifying goals and methods
of care. Se: ¢ral approaches for expanding families’
role in monitoring and controlling the quality of
services provided for their relative with dementia are
discussed later in this chapter.

Apart from consulting a person’s family and
friends, another way of ascertaining the values and
preferences of a person with dementia is to use a
‘“‘values history.”’ A values history is a document
that expresses a person’s wishes, values, and prefer-
ences with respect to his or her care. The Institute of
Public Law at the University of New Mexico has
developed a values history document for elderly
people as part of its ‘‘National Values History
Project’’ (252). The document is currently being
tested in hospitals, nursing homes, home care
agencies, and other sites. Recently, the Institute of
Public Law completed a project in which volunteer
‘‘temporary treatment guardians’’ successfully used
values histories to ascertain the wishes and prefer-
ences of hospitalized elderly people who were too
cognitively impaired to make decisions about their
own care and had no relative or friend to make the
decisions for them (802). Although the values
history document focuses on medical treatment
decisions, it does include questions about a person’s
attitudes about independence, self sufficiency, and
control and about his or her living situation, fi-
nances, and relationships with relatives and friends

6Some of the igsues that arise in balancing the values and preferences of a demented person and the person’s family are discussed at greater length
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who might be involved in decisions about the
person’s care.

LIMITATIONS OF POSSIBLE
SOURCES OF INFORMATION

Given the complexity of the issues involved in
evaluating the quality and appropriateness of serv-
ices for people with dementia, just discussed, it
would certainly be easiest for a federally mandated
linking system not to concern itself with the quality
and appropriateness of services to which it connects
people with dementia and instead to rely on families
and other informal caregivers to obtain for them-
selves the information they need to evaluate serv-
ices. Many books, pamphlets, and articles that offer
advice to families and other informal caregivers
about how to obtain services for a person with
dementia suggest that caregivers are responsible for
selecting good services. The publications point out
that identifying good services takes time and that
caregivers may have to make many calls to find
someone who can help them identify good services.
Many of these publications recommend that care-
givers of people with dementia start looking for
services and visiting facilities before they need them
(15,133,319,517,767).

The publications suggest that information about
the quality and appropriateness of services—on
which caregivers could base their selection of
services—may be available from one or more of the
following sources:

o relatives, friends, and acquaintances who have
used a service;

¢ physicians, nurses, social workers, and other
health care and social service professionals;

o professional and provider associations (e.g., the

State or local medical society, or nurses,

hospital, or nursing home associations);

the Alzheimer’s Association;

caregiver support groups;

‘‘dementia experts’’;

agencies that provide telephone information

and referrals;

hospital discharge planners and case managers;

State long-term care ombudsmen;

¢ aging network agencies (e.g., the State office on
aging, area agency on aging (AAA), or a senior
center);

¢ other State and local government agencies (e.g.,

offices of the State departments of health,

mental health, human services, social services,

or public welfare);

government regulatory agencies;

voluntary accreditation programs;

internal quality assurance programs; and

other possible sources of information (15,38,

133,464,527,767).7

OTA'’sreview in this section considers each of the
potential information sources listed above in terms
of two questions:

¢ whether information about the quality and
appropriateness of services for people with
dementia is likely to be available from the
source, and

o if so, whether the information is likely to be
accurate and/or helpful to families and others
who are trying to locate good services for a
person with dementia.

Many people whom OTA asked about how
families and others can obtain information about the
quality and appropriateness of services for people
with dementia said that families and other informal
caregivers should not be expected to obtain the
information themselves, and that such an expecta-
tion places too great a burden on many families.
Whether expecting families and other informal
caregivers to obtain information about the quality
and appropriateness of services places too great a
burden on them depends partly on how difficult it is
to obtain the information and partly on characteris-
tics of the family or other caregiver and the
circumstances in which they are trying to locate and
arrange services. For gsome families and other
informal caregivers, the approach to obtaining
information about quality and appropriateness that
is recommended in most advice books and pam-
phlets—contacting a variety of people and agencies,
asking questions, and visiting potential service
providers—may work reasonably well. It is easy to
imagine numerous reasons why this approach would
not work well for many other families and informal
caregivers, however, and these reasons are discussed

It is not always clear whether the publications that recommmend some of these sources arc suggesting them as sources of information about what
services are gvailable or about what services are good. Readers of these publications probably assume, bowever, that at least some of the recommended

sources of information will be able to provide information about quality and appropriateness.
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in the section of this chapter that considers limita-
tions on caregivers’ abilities to obtain information
about quality and appropriateness. This section
focuses only on the availability and accuracy of
information about quality and appropriateness from
specific sources.

The information about quality and appropriate-
ness that families and other informal caregivers need
to make informed decisions about services should
also guide decisions about services for pcople with
dementia who have no informal caregiver. It is
unclear, however, who would use the information
and what would happen to people with dementia for
whom no acceptable services could be found. These
questions are discussed later in this chapter.

The reader should bear in mind that the concep-
tual and practical difficulties in defining and evalu-
ating quality that were discussed in the previous
section of this chapter are applicable to any informa-
tion about quality that may be provided by the
sources discussed here. In the following discussion,
those difficulties are assumed to exist and are not
repeated for each source.

Relatives, Friends, and Acquaintances
Who Have Used a Service

Relatives, friends, or acquaintances who have
used a service are a possible source of information
about its quality. They have first-hand experience
with the provider, and to the extent that their needs
are or were similar to those of the patient for whom
services are being sought, their judgments about
quality may be accurate and helpful.

The story of Mrs. D in chapter 1 includes an
instance in which advice about the quality of a
service provider that was offered by a chance
acquaintance proved helpful. One of Mrs. D's sons
who called the local AAA happened to talk to a
secretary there whose mother had Alzheimer’s
disease. The secretary had used a local adult day
program for her mother and recommended it highly.
Mrs. D’s sons visited the center and agreed with her
assessment.

Although the advice of a chance acquaintance
proved helpful in Mrs. ID's case, there are several
drawbacks to relying on relatives, friends, or ac-
quaintances for judgments about the quality of
services. One is that relatives, friends, and acquain-
tances may not know anyone who has used a
Q
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provider of the type that is needed. Another is that
the judgments of friends and acquaintances may
reflect values and preferences of one family or
patient that are not shared by another family or
patient (767). A patient’s condition and care needs
and specific aspects of the patient’s caregiving
situation differ from one patient and family to the
next, so that what is good for one patient and farnily
may not be equally good for another patient and
family.

Another drawback to relying on judgments about
the quality of services that are made by relatives,
friends, and acquaintances is that such judgments
may be based on observations of a single aspect of
an agency's services or an isolated incident that does
not reflect the quality of the services in general. A
farnily may think highly of a nursing home, for
example, because they feel close to one staff
member who has been friendly or kind, even though
the care provided by the nursing home is not
particularly good overall.

Another drawback is that information about
quality that is obtained from relatives, friends, or
acquaintances may be based on outcomes that are
not attributable to the process of care and thus not
valid indicators of quality. The physical and mental
deterioration of a person with dementia is distressing
to everyone involved, and families may have diffi-
culty separating their feelings about the patient’s
condition from their feelings about the service
provider. A family whose relative dies in a nursing
home after a long, difficult illness, for example, may
have negative feelings about the facility, even
though the patient’s deterioration and death were
caused by his or her illness, not poor care.

A final drawback to relying on the opinions of
relatives, friends, or acquaintances about the quality
of services is that such individuals are likely to have
had experience with only one or two service
providers. Although they may offer correct informa-
tion about those providers, they are unable to assist
the caregiver in comparing the quality of services
offered by other providers.

Physicians, Nurses, Social Workers, and Other
Health Care and Social Service Professionals

People are used to relying on their physician for
referrals to medical and health-related services
(832). For many people, relying on a physician may
be the easiest and most comfortable way to get the
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name of a good service provider, Ideally, a physician
who has a long-standing relationship with a patient
and family can match what he or she knows about
them and what he or she knows about service
providers in the community and recommend the best
provider for them.

This ideal often does not work in practice.
Families report that many physicians are not knowl-
edgeable about the kinds of services that dementia
patients are likely to need and that some physicians
are not willing to sgend time talking about services
(125,257,412,531).% Physicians’ knowledge of com-
munity services is derived in part from feedback they
receive from patients and families they refer to
various providers. Physicians who have many pa-
tients with dementia may be more likely than those
with few demented patients to know about the
quality of relevant services.

Some people have a tie to a nurse, social worker,
psychologist, or other health care or social service
professional who might be knowledgeable about the
quality and appropriateness of services. Like physi-
cians, these professionals have different areas of
expertise and serve different kinds of clients. Some
have extensive experience with community agencies
and providers who serve people with dementia,
whereas others may have never even visited a
nursing home, adult day center, or other agency
(390).

Health care and social service professionals usu-
ally have professional contacts that are a potential
source of information about quality that generally is
not available to families or other informal care-
givers. In addition, becsuse of their training, health
care and social service professionals have a frame of
reference for evaluating quality of care that most
families do not have. On the other hand, individual
physicians, nurses, social workers, or other health
care and social service professionals are unlikely to
have a systematic method for evaluating quality. As
a result, their judgments about quality, although
grounded in professional training and experience,
still are impressionistic.

It takes time for anyone to become familiar with
community agencies and service providers. Health
care and social service professionals who are new to
a community may know very little about the quality
of available services.

Lastly, some health care and social service
professionals are affiliated with service providers in
such a way that they benefit financially from
referrals, and somie of them routinely refer patients
or clients to those providers even if they know that
better services are available from other providers. It
is not known how often this practice occurs.

For all the reasons just mentioned, health care and
social service professionals are likely to differ
greatly in their ability to provide helpful information
about the quality of services. In light of this
difference, a question that arises is: How can
patients, families, and others know which profes-
sionals are most likely to be helpful? Another
question that arises is: When a specific physician or
other health care or social service professional gives
a caregiver the name of, say, a home care agency for
a person with dementia, how should the family
interpret the referral?:

e Does the referral mean that the agency is one
that the professional recommends on the basis
of his or her extensive knowledge about the
quality of care provided by various home care
agencies in the community?

e Does it mean that the agency is one that the
professional knows about and regards as good,
although he or she is not familiar with other
agencies in the community?

e Does it mean that the agency is one that the
professional knows very little about?

e Does it mean that the agency is one with which
the professional has some financial affiliation?

¢ Does it mean that the professional is referring
the patient to the agency not because of the
quality of its care but because he or she knows
the agency will accept the patient’s source of
payment?

¢ Does it mean that the professional is referring
the patient to the agency not because of the
quality of its care but because he or she knows
that the patient will be difficult to care for, and,
for the sake of future referrals, he or she wants
to maintain a good relationship with agencies
that provide better care?

Patients, families, and others may very well
assume that a referral from a physician or another
health care or social service professional implies at
least some endorsement of the agency or provider,

$For further discussion of this topic. see ch. 2.
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and therefore they may not question the basis for the
referral. They also may not question referrals
because they think it would be disrespectful to the
professional or because they do not know what to
ask,

Some health care and social service professionals
routinely give patients or families the names of three
service providers in order to give them a choice.
Given the different knowledge and motivation of
professionals, the meaning of three referrals is no
more clear than the meaning of one referral:

e Should the patieat or family assume the first
name on the st is the one the professional
really recommends?

e Might all three choices be good, or all three
poor?

¢ Does a list of three providers imply anything
about quality?

In summary, referrals to cervice providers by
individual health care and social service profession-
als may or may not indicate that the providers offer
good care. Patients, families, and others are unlikely
to know this, and without knowing it, they cannot
function as informed consumers in selecting serv-
ices.

Professional and Provider Assoclations

Medical societies, nurses’ associations, and asso-
ciations oftther professionals and providers may be
good sources of information about what services are
available. These organizations can often provide
lists of their members in a certain area or members
who say that they specialize in caring for certain
types of patients. Some also refer patients and
families to individual association members.

These lists and referrals generally are not evalua-
tive however. They simply indicate that the individ-
ual provider or agency belongs to the association.
Except to the extent that belonging to a given
association or-having been certified by such an
association is evidence of quality, the lists and
referrals do not provide information about quality.

The Alzheimer’s Association

Advice books and pamphlets for caregivers of
people with dementia often advise caregivers to
contact the Alzheimer’s Association for information
about services. Many of these publications imply
that the Alzheimer’s Association—or more likely
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one of its local chapters—will be able to provide
information about quality. One Alzheimer’s Associ-
ation pamphlet says, for example:

Once you have located a service, you will want to
cvaluate its quality end appropriateness to your
needs. Here again, your local [Alzheimer’s Associa-
tion] chapter, whose members have gone through
this experience before you, can be of great help (15).

As discussed in chapter 8 of this report, informa-
tion and referral is one of the primary functions of
Alzheimer’s Association chapters, but chapters vary
ir. the manner in which they perform it. In 1988, an
VTA contractor surveyed 10 Alzheimer’s Associa-
tion chapters by telephone to learn about their
information and referral services (484). The chapters
were chosen to represent arange of sizes, urban/sub-
urban/rural location, and the use of professional v.
volunteer staff. Among other questions, the chapters
were asked, ‘‘How do you determine the quality of
services to which you refer patients and families?"’
Chapter respondents reported that they use three
methdds to determine quality:

e informal communication with other agencies;
¢ advice from professionals on their board; and
o feedback from families.

One chapter respondent said, *‘This is a small
town. I know most of those places’’ (484).

None of the 10 chapters had a systematic way of
collecting information about the quality of services.
Most of the chapters reported that if they receive
negative feedback from a family about an agency or
provider, they ‘‘checkit out’’ and remove the agency
or provider from their referral list if they conclude
that the services are inadequate (484). One chapter
keeps afile box of families’ comments about service
providers and makes the box available to other
families (485). None of the chapters reported rou-
tinely asking families about the quality or appropri-
ateness of services they had used. Two of the
chapters reported that they ask service providers if
they have a license and whether their staff is trained
to work with dementia patients. One chapter has a
list of nursing homes ¢hat have failed government
inspections (484).

In the opinion of the OTA contractor who
conducted the survey and who has visited many
Alzheimer’s Association chapters in addition to
those surveyed, the informal methods that chapters
use to cvaluate quality usually work well and
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chapters generally know which agencies and indi-
viduals provide good care for people with dementia
(484). She concludes that relying on an informal
process works as long as the network of providers
and users remains small and the chapter knows the
providers and the families and professionals who
give it information and feedback. As the network of
providers and users expands, however, it becomes
more difficult for chapters to maintain accurate
information about quality (484).

The Southeastern Wisconsin Alzheimer’s Associ-
ation Chapter is currently under contract to the State
of Wisconsin to provide statewide information and
referral services for Alzheimer’s patients through
the Alzheimer’s Information and Training Center.’
It has created a computerized database of service
providers that is used to give callers information
about services in their geographic area (410).
According to the Southeastern Wisconsin chapter’s
education coordinator, how to provide information
about quality is ‘“a big question’’ (263). Callers are
given three choices of service providers, if there are
three choices. They are told that there are important
differences in the quality of services offered by
different providers, and they are urged to visit
agencies and talk to providers before choosing one.
Callers are not told which agencies or providers give
good care. The chapter believes that it must be
““unbiased,’’ partly because of concerns about legal
liability. It believes, for example, that callers must be
given the names of all the nursing homes in a locality
that have a *‘special care unit,”’ not just the name of
one facility that the professional staff or volunteers
think is good.

Some Alzheimer’s Association chapters give out
printed materials with advice on selecting a particu-
lar kind of provider. Figure 5-1 is a list of questions
for evaluating an adult day care center distributed by
the Cleveland Alzheimer’s Association Chapter.

The Greater Washington, DC Alzheimer’s Asso-
ciation Chapter has a video for families to watch
about how to select a nursing home (232). The
chapter also has a list of members who have a
relative in a local nursing home or board and care
facility and are willing to talk to other families about
the facility.

Caregiver Support Groups

Caregivers who attend support groups sponsored
by the Alzheimer’s Association and other public and
private agencies often obtain first-hand information
from other caregivers about the quality and appropri-
ateness of services they have used, Research indi-
cates that participation in a support group leads to
increased knowledge about community services
(245) and that this aspect of participation in a
support group is valued by group members (294).

Many caregiver support groups devote meetings
or parts of meetings to discussions about community
resources (377). In relatively informal support group
meetings, outside experts may share their observa-
tions about the quality and appropriateness of
services offered by community agencies and provid-
ers more freely than they would in a more formal or
public situation. The leaders of support groups may
also be knowledgeable about community services
and willing to share their judgments about quality
and appropriateness, either during meetings or in
personal discussions later on (256).

The primary drawback to relying on caregiver
support groups as a source of information about the
quality and appropriateness of services is that many
caregivers do not belong to support groups. Male
caregivers, ethnic minority group caregivers, and
caregivers who have no one to care for the patient
while they attend a meeting are particularly unlikely
to belong (158,314).

“Dementia Experts’’

“Dementia experts''—individuals who develop
or work in programs designed for people with
dementia or who serve many people with dementia—
are likely to have opinions about the quality and
appropriateness of community services based on
information from their own clients who use, or have
used, the services. Furthermore, in those communi-
ties with only a few agencies providing services
specifically for people with dementia, the service
providers are likely to know each other, to partici-
pate in planning &ay new service for people with
dementia, to be on the board of the local Alzheimer’s
Association chapter, to run support groups, and/or to
provide training about dementia for the staff of
nursing homes and other community agencies.

9For more information about the Alzheimer’s Information and Training Center operited by the Southeastern Wisconsin Alzheimer's Association
Chapter, sce box 8-G in ch. 8. Additional information is provided in the section on State information and referral programs inch 7.
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Figure 5-1—List of Questions for Evaluating an Aduit Day Care Center,
Distributed by the Cleveland Alzheimer's Association Chapter

) Alzhemmers Disease

. and Related Disorders Association, Inc.

Cleveiand Chapter 1801 Chestnut Hills Drive Cleveland Heights, Qhio 44106 Phone:  216-721-8457

EVALUATING DAY CARE SERVICES

Here is a handy checklist of questions to help you ascert2in how well a facility is
equipped to fill its goal of providing respite for caregivers:

. Is it convenient and accessible?

. Does it provide or arrange for transportation?

. Does it provide or arrange for companion/aid assistants to heip the
care-receiver get up bathed, dressed and ready?

. Are its service hours appropriate for your situation?

. Do its services include family-supportive programming such as
caregiver support groups or referral services?

. How expensive is it?

. Is there financial assistance available?

. Are there any hidden expenses, such as lunch fees, craft supply fees,

fees fo- outings?

. Are there any hidden benefits, such as the avaiiability of regular
professional testing for blood pressure, annual immunizations, hair
styling services, dental check-ups, etc.? (Although such benefits will
typically require additional fees, they may be invaluable time-savers
for caregivers.)

. Must you comimit to & minimum amount of service, i.c., at least 2
days/week?

. What is the notification policy for absence due toillness or scheduling
problems?

. What is the policy concerning fate arrival or late pick-up?

n What are the notification policy and conditions for terminatis g
service?

BEST BOPY AVALLAZLE
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Figure 5-1—List of Questions for Evaluating an Adult Day Care Center,
Distributed by the Cleveland Alzheimer's Association Chapter—Continued

Here is a handy checklist for ascertaining how well a facility is equipped to meet the
needs of your loved one:

. Does it perform a comprehensive assessment prior to placement,
including an evaluation of the client’s medical needs, social and family
history, cognitive functioning, and social skills?

. Does it restrict or segregate its population by types of impuirment or
by level of care required?

a What is the ratio of staff to client? (Remember, a new facility is likely
to increase its participants over time; ask for the existing ratio, as well
as the worst case ratio.)

. What training, education, and practical expericnce does the staff have
in dealing with care-receivers whose needs are comparable to those of
your loved one?

. Is there a formal process for reviewing a client’s needs and evaluating
a clicnt's participation on a regular basis?

. Is there an accessible and eusy-to-talk-to person available to discuss
vour loved one’s special needs, level ot participation, cte.. when
problems or questions arise?

. Can the facility accommodate the special physical or medical
requirements of your loved one, Le., can it

- dispense medicine?

- give reminders about taking pills?

- assist with toileting?

- provide total access and participation to wheelchair-restricted
client?

- effectively communicate with hearing impaired participants?

. Does the client population appear to be compatible with your loved
one’s social history? (Some men are uncomfortable with an
overwhelming female group; some people are intolerant of racial and
ethnic differences. Unless you are honest about the realities of your
loved one's social history, a Jasting and eftective placement will be
impossible.)

REST COPY Y AJLABLE
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Figure 5-1—List of Questions for Evaluating an Adult Day Care Center,
Distributed by the Cleveland Alzheimer’s Association Chapter—Continued

. Are there specific behaviors or care needs which would enforce your
loved one’s withdrawal from the program? (Since Alzheimer’s disease
is a progressive disorder, you need to find out not only how a facility is
going to handle existing care needs, but also whether they are
prepared and able to handle potential ones, i.e., can they
accommodate:

incontinence?

difficulties in speaking?
wandering?

special dietary requirements?

t

. Are the programs and activities adult appropriate?

. Does the programming include activities suitable to youi loved one’s
social history and capabilities, i.e.:

- gardening?

- outdoor activities?

- cultural activities?

- music therapy?

- physical therapy?

- travel movies?

- joint activities with children?

- productive work, i.e., social service projects or work-for-pay?
- Eomemaker crafts?

. How does the statf handle a client’s unwillingness to actively
participate?

. Are meals nutritious and attractively prepared?

. Are the staff and facility neat, clean, and orderly in appearance?

. Are there progiams/activities which involve families?

SOURCE JF Durante, "Evaluating Day Care Services.” Cleveland Aizh:ewnar's Associaton Chapter, Cleveland OH. no date
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Photo crackt: Bill Adams

Caregivers who attend support groups often are able to obtain first-hand information about the quality and appropriateness of
services from other support group members.

Anecdotal evidence suggests that these ‘‘demen-
tia experts’’ often provide accurate and helpful
information about the quality and appropriateness of
services to families and others who are lucky enough
or persistent enough to reach them. As the network
of service p.oviders and users expands in a commu-
nity, however, ‘‘dementia experts’’ may become
concerned about legal liability and thus increasingly
reluctant to recommend specific service providers,
especially tc people they do not know.

Agencies That Provide Telephone
Information and Referrals

Agencies whose primary function is to provide
telephone information and referrals generally main-
tain a list of community agencies and providers that
includes the services they offer and sometimes their
area of specialization, service hours, eligibility
requirements, fees, etc. Telephone information and
referral agencies often give callers the names of
several agencies or providers from their list, but they
usually do not recommend specific providers. If
their list, which is usually compiled from irforma-
tion supplied by providers, includes a ¢ .gory of

services for people with dementia, they can give
callers information about which providers say they
offer such services.

In 1988, OTA contractors surveyed agencies in
Cuyahoga County, Ohio, to determine what services
they provided for people with dementia and ir ‘er-
viewed representatives of 24 agencies that reported
providing information and referrals for peoplc with
dementia (186).19 Only 1 of the 24 agencies was
primarily an information and referral agency; the
others were agencies that provide information and
referrals in conjunction with their other functions.
None of the agencies had systematic procedures for
evaluating the quality of services to which they
referred clients. Most of the agency representatives
said that agency staff members form opinions about
the quality of various services in the process of
arranging and monitoring services for their clients
and through informal discussions with colleagues
both inside and outside the agency (186). When the
agencies receive telephone requests for information
about services, agency staff members respond on the
basis of opinions formed in those ways.

10Most of the findings of the survey and interviews in Cuyahoga County, Ohio, are discussed in ch. 2. A full report on the study conducted for OTA
in Cuyahoga County is available from the National Technical Information Service in Springficld, VA (see app. A).
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OTA'’s contractors concluded that the telephone
referral process usually works satisfactorily—i.e.,
the agencies usually give callers the names of
providers they know about and regard as good (186).
The criteria agency staff use to evaluate quality are
not known, however, and their judgments about
quality may or may not be correct. Moreover, some
agency staff members believe that the services of
for-profit providers are not as good as the services of
nonprofit providers and rarely refer callers to for-
profit providers. Lastly, some agency staff members
do not know about new services. In this regard,
OTA's contractors noted that providers of new
services for people with dementia often complain
that agencies always refer callers to the old providers
and it is difficult for a new provider to *‘break in"’
regardless of the quality and appropriateness of its
services (185).

Hospital Discharge Planners and
Case Managers

A major function of all hospital discharge plan-
ners and case managers is linking people with
services. In the process of performing this function
and through feedback from patients and families,
discharge planners and case managers form opinions
about the quality of services offered by varicus
community agencies and individral providers.

Published practice guidelines for hospital dis-
charge planners and case managers emphasize the
importance of identifying high-quaiity services for
clients and of involving clients and families in
selecting services. The American Hospital Associa-
tion’s ‘‘Guidelines for Discharge Planning,” for
example, state that hospital discharge planners
should identify ‘‘resources needed to assure high-
quality post-hospital care’’ and ‘‘develop with
patients and their families apprcpriate discharge
plans’’ (20).

The American Nurses’ Association’s guidelines
for nursing case management state that one of the
goals of case management is ‘‘the provision of
quality health care’’ and that an important function
of the case manager is ‘‘linking the client with
appropriate service providers’’ (22). The National
Association of Social Workers’ publicaticn ‘‘Stan-
dards and Guidelines for Social Work Case Manage-
ment for the Functionally Impaired’ stresses that
case managers should support informed client deci-
sionmaking:

Photo crecit; Cleveland Chapter of the Alzheimer's Association.

Concerns about legal labiiity and organizational preseures
limit the ability of some hospital discharge planners and
case managers to provide famiiies and others with
information about the quality and appropriateness of
services they may use for a person with dementia.

The case manager must assure that each client
receives appropriate assistance by providing the
client with accurate and complete information about
the extent and nature of the services that are available
and by helping the client to decide which services
will meet his or her needs (572).

Given their involvement in linking patients to
services and practice guidelines such as those just
mentioned, one might expect that hospital discharge
planners and case managers would be a good source
of information about the quality and appropriateness
of services. On the other hand, hospital discharge
planners and case managers are unlikely to have a
systematic method for evaluating quality. Conse-
quently, their judgments about the quality of serv-
ices may or may not be accurate. Furthermore, some
hospital discharge planners and case managers are
not knowledgeable about dementia and therefore
have no basis for determining whether a given
service is appropriai¢c for people with dementia.
Even hospital discharge planners and case managers
who are knowledgeable ab?u.t dementia may not be
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a good source of information about the quality and
appropriateness of services for people with demen-
tia, however, because of the concerns about legal
liability and organizational pressures that are dis-
cussed below.

Concerns About Legal Liability

A 1987 legal memorandum of the American
Hospital Association answered the question, ““To
what extent, if any, can hospital discharge planning
personnel recommend, endorse, or steer discharged
patients to particular post-hospital facilities and
services?’’ in the following way:

It is not the discharge planner’s responsibility to
recommend or endorse particular after-care facilities
to patients; indeed, such recommendations or en-
dorsements can expose both the hospital and hospital
employees who paticipate in the discharge planning
prucess to legal risks (21).

According to the 1987 legal memorandum, a
hospital can be liable for negligence for referring a
patient to a facility or service if the patient is injured
in some way there and the possibility of the injury
could have been foreseen by hospital staff:

The likelihood of liability is increased when
hospital discharge planning personnel go beyond
simply advising, notifying, or informing a patient of
his options, and affirmatively recommend or endorse
a particular opticn. A recommendation or endorse-
ment suggests that hospital personnel have investi-
gated the facility according to objective, uniform
criteria; are in possession of all information neces-
sary to evaluate reasonably foreseeable risks to the
patient if the referral is made; and have determined
that the particular facility meets the patient’s needs
(21).

According to the 1987 legal memorandum, followup
telephone calls by discharge planners to patients or
families to ensure that their discharge plan is
working also expose the hospital to liability for
negligence, because such calls may imply that the
hospital is still responsible for the patient’s care (21).

To minimize legal risks, the American Hospital
Association’s memorandum advises that hospital
discharge planners should not decide on their own to
make recommendations about post-hospital services
ot followup calls to discharged patients (21). Rather,
hospitals should establish general policies for dis-
charge planners to follow in all but exceptional
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cases, and they should designate a person to make
decisions about cases in which there may be some
reason for deviating from those general policies.

OTA has no information about how often hospital
discharge planners recommend specific service pro-
viders based on judgments about their quality.
Certainly, the concepts expressed in the American
Hospital Association’s 1987 legal memorandum
would discourage discharge planners from making
such recommendations.

That case managers may also be legally con-
strained from making recommendations about serv-
ice providers based on judgments about their quality
is suggested by the decision in a 1987 Oregon case
Bionic Health Care, Inc. v. State of Oregon Depart-
ment of Human Resources, et al. (70). Case manag-
ers in a public agency had stopped referring clients
to one nursing home that thety believed was provid-
ing poor care and that was under review by the State
licensing and certification agercy. The nursing
home sued, arguing that it had a valid State license
and was certified by Medicare and Medicaid and that
the case managers could not refuse to refer clients
there. The nursing home won, and the case managers
have been instructed not to make recommendations
to clients about service providers (435).

Again, OTA has no information about how often
case managers recommend certain service providers
on the basis of quality. One member of the advisory
panel for this OTA assessment, who interviewed
case managers who refer people to nursing homes,
found that the case managers generally believed that
they were legally constrained from making recom-
mendations about nursing homes based on quality.
The panelist went on to comment that clients and
their families generally don’t know this (389).

People who make nursing home referrals in some
other countries may not be so constrained. In
Australia, for example, groups of health care and
social service professionals ‘‘blacklist’’ nursing
homes they believe provide poor care and do not
refer clients to these facilities; as a result, the
facilities are forced to improve the quality of care
they provide or risk going out of business (273). The
blacklisting is not capricious, however; grounds for
the decisions are identified systematically, in case
the decisions are challenged (485).
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Organizational Pressures

Organizational pressures also restrict some hospi-
tal discharge planners and case managers from
making referrals on the basis of quality. Case
managers employed by agencies that provide serv-
ices in addition to information and referral and case
management are often expected to refer clients to
their own agency’s services rather than services
provided by other agencies, irrespective of the
quality of the services (186,386). Furthermore, some
agencies have formal agreements with other service
providers, and case managers employed by those
agencies are expected to refer clients to those
providers, irrespective of the quality or appropriate-
ness of the services.

Organizational pressures to complete care plans
quickly also constrain discharge planners and some
case managers from making referrals on the basis of
quality. Medicare’s prospective hospital payment
system, instituted in 1983, creates strong financial
incentives for hospitals to reduce patients’ length of
stay. Discharge planners are under pressure to make
plans for patients’ post-hospital care quickly and
may not have time to arrange the best available
services (209,947). Moreover, some high-quality
services may not be available at the time a patient is
discharged from the hospital.

Case managers who are required to arrange
services within cost limits may be severely restricted
in their ability to make referrals on the basis of
quality, The case management literature is replete
with discussions of the conflict between ! role of
the case manager as an advocate for the client, trying
to ensure that the client receives good services, and
the role of the case manager as au administrator of
resources, trying to ensure the cost-effective use of
limited services (48,175,230,382,893). In one role,
the case manager is seen as the agent of the client
and, in the other, the agent of the agency or system.

Some commentators ~ygue that the two roles—
client advocate and resource administrator—are not
necessarily incompatible if case management is seen
as serving an entire population at risk and attempting
to meet the needs of that population within available
resources (384,892). As noted in chapter 3, a study
of 127 case managers in Oregon and Washington
State found that the case managc.s did not perceive
the two roles to be in conflict (47). But the theory and
practice here are from the point of view of the
system, not the client. If there were more than one
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provider of a certain type of service in a cornmunity,
and case managers gave patients and families
accurate information about the relative quality of the
services, it is hard to imagine why some patients and
families would accept poor-quality services, know-
ing that other patients and families were receiving
better services (assuming, of course, that the patients
and families were equally able or unable to pay for
the services).

Most private geriatric case managers are not
subject to the organizational constraints discussed
above and may therefore be able to provide informa-
tion about their perceptions of the quality of services
offered by various providers. Some private geriatric
case managers visit or interview most of the
agencies and providers to whom they refer their
clients (357,450). On the other hand, hiring a private
geriatric case manager can be costly and thus not a
realistic option for many patients and families. In
addition, some private geriatric case managers
provide certain services themselves and may not
give clients information about other providers of
these services (390).

OTA’s advisory panel and consultants for this
study agreed that at the very least, the staff of
agencies that are designated to constitute a national
linking system for people with dementia should
disclose to their clients any legal or organizational
factors that limit their ability to give clients accurate
information about the quality and appropriateness of
services or to make referrals on the basis of quality.
Beyond that, perhaps ways could be found to enable
the staff of agencies that constitute the linking
system to provide their clients with information

7bout the quality and appropriateness of services and
/to

connect their clients to what they consider the best
available services.

State Long-Term Care Ombudsmen

The Older Americans Act mandates that every
State have a long-term care ombudsman to investi-
gate and resolve complaints of residents of nursing
homes and other residential care facilities. The
long-term care ombudsman program is implemented
differently in different States, but it is clear that State
long-term care ombudsmen and local paid ombuds-
man employees and volunteers are knowledgeable
about the quality of services provided by long-term
care facilities. They generally will talk to families
and others about the services provided by different
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nursing homes and board and care facilities, and
many of them seek opportunities to talk to individu-
als or groups about steps to take in selecting a
facility. They usually do not specifically recommend
one facility over another. Some ombudsmen tell
callers whether they have had complaints about a
facility and, if so, what the subjects of the complaints
were and whether the facility cooperated in resolv-
ing them (561,629). Other ombudsmen are more
cautious about giving out such information.

One drawback to relying on State long-term care
ombudsman programs for information about the
quality of nursing homes and other residential care
facilities is that many people are not aware of their
State program, and families may not know how to
contact the ombudsman. In addition, ombudsman
programs in many States are underfunded and
understaffed to take on the job of helping people
choose good facilities. Lastly, some ombudsmen
may not be knowledgeable about dementia and
therefore may have no basis for determining whether
a given facility provides good care for people with
dementia.

The Robert Wood Johnson Foundation is cur-
rently funding an ‘‘Ombudservice’’ for home care
clients through the Community Council of Greater
New York (140). Like State ombudsman programs,
the Ombudservice focuses on resolving client com-
plaints—in this case, complaints of people receiving
Medicaid-funded personal care services. In the
process of investigating complaints, the program
accumulates information about the quality of vari-
ous personal care providers, but that information is
not currently available to the public (551).

Aging Network Agencies

Aging network agencies include State units on
aging, area agencies on aging (AAAs), senior
centers, and other agencies that receive Older
Americans Act funds.!! Books and pamphlets that
advise families about how to locate sexvices often
recommend that they contact such agencies for
assistance. Although aging network agencies vary
greatly, most of them will give families a list of
service providers. In addition, many aging network
agencies distribute written materials on how to
select a provider, and some offer case management
to help people locate and arrange services.

In any of these agencies, a family might find
someone who knows about community services and
is willing to share his or her opinions informally
about the quality of services offered by different
providers. OTA is not aware of aging network
agencies that have a systematic method for evaluat-
ing service providers or giving families and others
information about their relative quality.

Other State and Local Government Agencies

In some States, State and local offices of the
departments of health, mental health, human serv-
ices, social services and/or public welfare, and
regional or local health planning agencies have lists
of providers, their services, and their practice
specialties, which can be requested by anyone.
People may also be able to find out from one or more
of these agencies whether certain providers are
licensed and to obtain the results of government
inspections of facilities. The agencies are unlikely ‘o
provide other information about the quality of
specific service providers. As with aging network
agencies, however, families may be able to find
someone in any of the agencies who is knowledgea-
ble about providers and willing to talk informally
about their quality.

Government Regulatory Agencies

Various governmcat agencies regulate health
care, long-term care, and other services that may be
needed for people with dementia;

o State agencies license individual professionals
and nonprofessional service providers (e.g.,
physicians and Fome health aides).

o State and local government agencies license
health care and long-term care agencies (e.g.,
nursing homes and home health care agencies).

o Federal and State Medicare and Medicaid
agencies certify facilities and service providers
that receive reimbursement from Medicare and
Medicaid, and they contract with peer review
organizations (PROs) to review the hospital
care and some nursing home and home health
care provided to Medicare and Medicaid bene-
ficiaries.

Each of these regulatory agencies has several
purposes, one of which is to safeguard quality of
care.

UFor more information on aging network agencies. in particular AAAs, see ch. 8.
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If government regulation guaranteed that all
services were at least adequate, families and others
would not have to worry about basic aspects of
quality and could concentrate instead on finding
services that matched the individual needs of the
patient. Government regulation does not prevent
inadequate care, however. A range of quality, from
excellent to poor, is found in agencies subject to
extensive regulation, and inadequate care is given by
regulated and unregulated providers and in regulated
and unregulated settings (305,524,563,816,821,
836,875).

Many factors contribute to the persistence of
poor-quality care despite government regulation.
The factor cited most often is inadequate funding for
services (87,205,331,376,392,563). A related factor
is the shortage of qualified personnel—especially
nurse’s aides, home health aides, and homemakers
who provide much of the paid personal care for
people with dementia (109,305,331,563,821,852).
The shortage of qualified aides and homemakers is
due in large part to inadequate funding. These
individuals are paid very little. They are often poorly
trained. Turnover is high, and those who receive
training do not necessarily stay with the job. It is said
that nursing homes and home care agencies compete
for workers with McDonalds and other fast food
restaurants—and often lose (747).

A third Zactor that is cited as contibuting to the
persistence of poor-quality care despite government
regulation is deficiencies in regulatory procedures
(17,305,392,563,814,821,831,852). Deficiencies in
regulatory procedures include the use of inappropri-
ate standards for evaluating quality, infrequent
monitoring of care, and lack of credible sanctions for
poor care. Many regulatory programs are under-
funded and do rot have sufficient staff for inspec-
tions and enforcement proceedings. This weakens
the regulatory effort.

Government and nongovernment agencies and
voluntary associations are working to improve
regulatory procedures. A description of their efforts
and analysis of the potential for their success would
require another full study. Suffice it to say that
efforts to improve regulatory procedures for nursing
homes and board and care facilities have been under
way for more than 10 years, with some but certainly
not full success. Efforts to improve regulatory
procedures for in-home services are only beginning.
Many people will have to select services long before
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government regulatory programs are improved suf-
ficiently to guarantee that all available services are
at least of adequate quality.

In the meantime, the question posed here is
whether the results of existing regulatory procedures
would be helpful to people who are trying to select
good services. If a provider has a State license, can
families assume the provider will give good care? If
a nursing home is certified by Medicare, does that
mean it provides good care? Is there information
from government inspections of nursing homes and
home health care agencies that is available to
families and is or could be valuable to them in
selecting services?

The answers to these questions vary from one
State and locality to another, for different types of
providers, and for services paid for by different
funding sources. Much of the information needed to
answer the questions is not available. It is probably
Correct to conclude, however, that the results of
existing regulatory procedures could be useful to
some people who are trying to select services, with
the following important qualifications:

® Not all services that might be needed for people
with dementia are regulated. Although all
States regulate some types of board and care
facilities, they do not regulate other types.
Adult day centers are not regulated in some
States. Home health care agencies must be
certified by Medicare and Medicaid in order to
receive reimbursement from those funding
sources, but many agencies that provide in-
home services are not eligiole for or do not seek
Medicare or Medicaid certification. Many
States license agencies that provide some kinds
of in-home services, but agencies that provide
other kinds of in-home services are not required
to be licensed, and some States do not license
any home care agencies (305,821,852). More-
over, individual in-home workers employed by
home care agencies differ in their abilities and
motivation; the agency’s license, if any, does
not reflect these differences. Lastly, individual
in-home workers who are not employed by an
agency and are hired from a newspaper ad or
other such source are not regulated in most
States.

» Informatior from licensing, certification, and
PRO review procedures may be difficult for
Samilies and others to obtain. In 1988, for the
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first time, the U.S. Department of Health and
Human Services released information from
Medicare and Medicaid nursing home surveys.
To get information about other types of agen-
cies and service providers, one would have to
know that the information exists; find out
which State or local government office keeps
the information; obtain permission to see it; and
probably go there to do so. Some agencies
require a prior written request for information
and charge a fee. OTA does not know how
many peonle attempt this process or succeed in
getting the information they want.

Regulatory procedures are often based on
minimum standards and/or standards that are
not directly related to people’s primary con-
cerns about quality. State licensing require-
ments for professionals and service providers
often set minimum standards for training and
experience. Licensing requirements for some
types of agencies focus only on fire and safety
standards. The criteria used in some survey and
certification procedures translate only indi-
rectly into quality of care. Thus, the informa-
tion about quality that families and others are
looking for may not be contained in the
findings of regulatory procedures.

People may have difficulty interpreting informa-
tion from regulatory procedures. Some regu-
latory procedures are lengthy and complex.
Reports of their findings are not written for the
layperson. Moreover, people who are not
familiar with the procedures and the agencies
being surveyed may not know which findings
are noteworthy. In support of this observation,
one OTA advisory panelist commented, ‘‘There
are violations, and then there are violations!’’
(390).

Information from existing regulatory proce-
dures is not dementia-specific. OTA is not
aware of any State or locality that regulates
services for people with dementia using differ-
ent criteria or procedures than it uses to regulate
services for people with other diseases and
conditions, although some States now are
developing criteria to evaluate ‘‘special care
units’’ in nursing homes. Since dementia-
specific criteria have not been used in regula-
tory procedures (and generally have not been
available), information about aspects of agen-
cies’ services that might make one agency’s
services more appropriate than another agency’s
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services for a person with dementia may not be
collected in the regulatory process or included
in regulatory reports.

o Information derived from regulatory proce-
dures may not be correct. Some regulatory
procedures rely on notes in patients’ medical
records and the agency’s written policies to
evaluate quality of care rather than on direct
observations of the process of care. This
approach can lead to what is called ‘‘paper
compliance’'—i.c., agencies meet quality stan-
dards on the basis of documentation in patients’
medical records and written policies rather than
actual care they provide (385,925). Even when
inspectors do observe the process of care, what
they see may not be the ordinary process of
care, but rather a special show put on to impress
them (120).

All these factors limit the usefulness of findings
from government regulatory procedures for families
who are trying to select good services.

It is not clear to what extent individuals and
agencies that refer people to services use the
findings from government regulatory procedures as
indicators of the quality of services. OTA informally
asked about 20 individuals and agencies that make
referrals for people with dementia: 1) whether they
check to see that service providers to whom they
refer patients have required licenses or certification,
and 2) whether they review government inspection
reports on agencies to which they refer patients. The
majority answered ‘‘no’’ to both questions. Staie
long-term care ombudsmen do often use reports of
nursing home inspections in their discussions with
people who are trying to select a good nursing home.

Government regulatory programs could be de-
signed to produce information about quality that
would be helpful for people who are trying to select
good services (385,738), but existing progzams are
not designed for this purpose. The Orm=ious Budget
Reconciliation Act of 1987 mandated changes in
many requirements for Medicare and Medicaid
certification of nursing homes and home health care
agencies, including a new survey protocol for home
health care agencies and changes in nursing home
regulations that also will result in issuance of a new
survey protocol. These new protocols siould be
designed so that the information they collect is
useful to families and others who are trying to select
good services, and the resulting information should
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be presented in a format and written in language that
a layperson can understand.

Voluntary Accreditation Programs

Some agencies that provide services for people
with dementia voluntarily comply with require-
ments of independent associations, such as the Joint
Commission on Accreditation of Health care Or-
ganizations (JCAHO), the National League for
Nursing (NLN), and the National Home Caring
Council of the Foundation for Hospice and Home
Care (FHHC). JCAHO accredits hospitals, nursing
homes, hospital-affiliated home health care agen-
cies, and beginning in 1988, other home health care
agencies. Most hospitals in the United States are
JCAHO-accredited, as are more than half of all
hospital-affiliated home health care agencies (628)
and a small proportion of nursing homes (about
1,400 in 1986) (563).

NLN, in conjunction with the American Public
Health Association, accredits home health care
agencies. FHHC, a sister organization of the Na-
tional Association for Home Care, accredits home-
maker-home health aide agencies. Very few agen-
cies are accredited by either group: as of 1986, about
100 agencies had NLN accreditation, and about 140
had FHHC accreditation (734).

Agencies that seek JCAHO, NLN, or FHHC
accreditation choose to be evaluated and pay for the
survey process that leads to accreditation. One might
assume, therefore, that it is important to these
agencies to provide high-quality care and to be
recognized for doing so. If that is true, accreditation
might be a useful indicator of quality for people who
are trying to locate good services.

There have been very few attempts to compare the
quality of care provided by accredited and nonac-
credited agencies, however (832). In addition, al-
though the outcome of an accreditation survey is
public information, the full report of an evaluation
usually is not, so one cannot review findings of the
survey with respect to specific standards.

Families and others who are trying to select good
services probably are not aware of accreditation.
Most books and pamphlets that advise people about
locating services for people with dementia do not
mention it. Moreover, when OTA informally asked
individuals and agencies that make referrals for
people w1tl} dementia whether they refer people to
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home care agencies that are not accredited by
JCAHO, NLN, or FHHC, most were unsure, and
several acknowledged that they did not know very
much about accreditation for home care agencies.

Internal Quality Assurance Programs

Many health care, social service, and other
agencies have an internal process to monitor quality
of care and correct problems that are found. Internal
quality assurance is widely advocated as a way for
agencies to maintain acceptable quality of care.
Internal quality assurance safeguards quality if
monitoring is done systematically by people who
have the authority and resources to correct problems
(732). Otherwise, quality assurance can deteriorate
into a formality that diverts staff from patient care
and other important functions.

Although agencies with an effective internal
quality assurance program may provide better care
than other agencies, families and other outsiders
cannot know whether a particular agency’s quality
assurance program is effective or just a formality.
For them, knowing whether an agency has an
internal quality assurance program is not a useful
indicator of quality.

Other Possible Sources of Information

In some localities, private agencies and voluntary
associations collect and publicize information about
service providers. In New York City, for example,
the United Hospital Fund makes annual nursing
home inspections and then publishes information
obtained from the insp::ctions (561).

Newspapers anc other publications sometimes
rate agencies and health care professionals based on
the opinions of consumers or other health care
professionals. An example is the publication, Wash-
ington Consumers’ Checkbook, which has published
ratings of hospitals (885) and recently asked people
to evaluate homemaker/home health care agencies
they had used. Ratings in commercial publications
are likely to appear as a feature item, on a one-time
basis, and not to be updated regularly. According to
the editor of Washington Consumers’ Checkbook,
the time required to conduct surveys and interpret
the findings on a regular basis may not be justified
from a business standpoint because these features do
not attract many additional readers (428).
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Changes in ownership, management, or key staff
in nursing homes and other agencies can have a
dramatic effect on quality of care. Such changes
occur frequently in some agencies, so to be accurate,
ratings must be updated. Private agencies and
voluntary associations may not have the resources to

update ratings regularly.

Many books and pamphlets that inform people
about the types of health care, long-term care, social,
legal, and other services that may be available also
contain suggestions about how to evaluate services
and lists of questions for families and others to ask
service providers. Figure 5-2 is an example of a
checklist of questions for families who are trying to
select a nursing home.

Several national organizations have developed
initiatives to help people become informed consum-
ers of services for themselves or volunteer advocates
to help others select good services. The National
Council on the Aging’s project ‘‘Long-Term Care
CHOICES,”’ sponsored several community forums
in Pennsylvania in 1987 to educate older people and
their families about long-term care options. Similar
forums were planned for other areas of the country
(308). The CHOICES project produced a series of
pamphlets about long-term care and a manual for
organizing a consumer education campaign on
long-term care.

The American Association of Retired Persons
(AARP) sponsors many projects to educate people
about long-term care and to train them to be
informed consumers of long-term care services. One
project in Washington, DC, is training volunteers to
be ‘“‘home care advocates’’ to help other peoplc
locate good home care services (791).

Summary

Many of the books and pamphlets that offer
advice about obtaining services for people with
dementia stress that the final decision about services
rests with the demented person’s family. These
publications urge families to talk to people, ask
questions, and visit agencies before choosing one,
and they recommend many possible sources of
information about the quality and appropriateness of
services. OTA's review presented in the preceding
section suggests that accurate information about
quality and appropriateness is sometimes available
from some of the recommended sources but is not
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consistently available from any of them. The most
helpful information often comes from informal
discussions rather than from formal referrals or
reports. But many telephone calls may be necessary
to find the right person to talk to.

Health care and social service professionals and
some of the other possible sources of information
may or may not be knowledgeable about the quality
or appropriateness of available services, With a few
exceptions (e.g., government regulatory programs
and voluntary accreditation programs), none of the
sources of information discussed above has a
systematic method for evaluating quality. The valid-
ity of the information they provide, therefore, is
difficult to judge.

Lastly, concerns about legal liability and organiz-
ational pressures may limit the ability of hospital
discharge planners, some case managers, and others
to make referrals based on considerations of quality.
Families are unlikely to know that these individuals
are subject to these legal and organizational con-
straints and may incorrectly assume that the referrals
they receive are endorsements of the services.

Some people get helpful advice, but there are no
surc sources of evaluative information, and many
blind alleys. Sometimes, obtaining accurate infor-
mation or a referral to a good service provider seems
to be a matter of chance. Family caregivers who call
a lot of agencies, talk to a lot of people, and ask a lot
of questions probably increase the likelihood that
they will find the information they need to select
good services.

LIMITATIONS ON CAREGIVERS’
ABILITY TO OBTAIN INFORMATION

The discussion in the preceding section suggests
that obtaining accurate information about the quality
and appropriateness of services for people with
dementia is often difficult. Some families and other
informal caregivers are able to obtain the informa-
tion they need by contacting a variety of pecple and
agencies, asking questions, and visiting potential
service providers, but for a variety of reasons
discussed in this section, other families and informal
caregivers are not.

To obtain information about quality, caregivers

first have to know which agencies or individuals, if
any, provide the services they need. In many
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Figure 5-2—List of Questions for Families Trying To Select a Nursing Home

Yes No
1. Does the home have a current license from the 11. Hallways
state? — a. Large enough for two wheelchairs to pass
. ’
2. Egre: tt}:u:vsauc,ilr:,inistrator have a current license b r{;t:de:;sncb railing on the sides?
3. If you need and are eligible for finincial assis- 12. Dining reom ,
tance, is the home certified to participate in ; Attractive and inviting
‘4 Comfortable chairs and tables?
government or other programs that provide it? . - - )
¢ Easy to move around in?
4. Does the home provide special services such as d. Tables convenient for those in wheelchairs?
a specific diet or therapy that the patient needs? — e. Food tasty and attractively served?
f Meals match posted menu?
PHYSICAL CONSIDERATIONS g. Those needing help recewving 1t?
Yes  No 13 Kitchen
5. Location a. Food preparation, diihwashmg, and gar-
a DPleasing to the patients? — — b gage ‘"eaj sep‘"?'_pd
b. Convenient for patient’s personal doctor? — — ood net; ing refrigerahon not standing on
Lounters’
¢ Conventent for frequent visits? — ¢. Kitchen help observe sanitation rules?
Jd Near a huspital? —_—
_ 14. ACUVIW rooms
6 '\“""?""l prevention a. Rooms avarlable for patients’ activities?
a Well highted inade’ _— b Equipment (such as games, easels, yarn,
b Free of hazards undertoat? — — kiln, etc.) available?
¢ Chars sturdy and not easily hipped’ _ ¢ Residents using equipment?
d Warning signs posted around freshly
waxed floors? __ ____ 15. Special-purpose rooms
e. Handrails in hallways and grab bars 1n a. Rooms set aside for physical examinations
batirroom? — or therapy?
7 Fire safety b Rooms being used for stated purpose’
a Meets federal and’or state codes? —— w16 [Isolation room
b Exts clearly marked and unobstructed? —_— a. At least one bed and bathroom available
¢ Written emergency-evacuation plan? —_— for patients with contagious illness?
d Frequent fire drills? —_ ., :
e Exit doors not locked on the inside? — 17 Toilet facihities ,
f. Stairways enclosed and doors to stairways a Convenient to bedrooms ,
kept closed? _— b Easy for a wheelchair patient to use?
¢ Sink?
8 Bedrooms d  Nurse call bell?
a2 Open on to hall? — e Hand gnps on or near toldets?
b Window? —— f. Bathtubs and showers with nonship sur-
¢ No more than four beds per roum? —_ e faces?
d Easy access to each bed? - S
e Drapery for each bed? e ... 18 Grounds
f Nurse call bell by each bed? _ a Re«idents can get fresh air?
g Fresh dnnking water at each bed’ b Ramps t help handicapped?
h At least one comfortable chair per patient? - B
1t Reading hghts? -
| Clothes cI(}:sN and drawers? SFRVICES
Lk Room for a wheelchair to maneuver? 19 Medical
I Care used in selecting roommates . a. Phvsician availabl. in emergency?
9 Cleanhness b Private phvsician allowed? ,
a Gencerally tlean, even though it may have : Eggular medical atten’ion assured
a hwed-1n Took? ¢ \.!p:::‘or;’;r};l;;:{‘snlsal immediately before or
o 3 Sa e ¢
t:' :r::‘zn(:fnir:\;:l;wi:;!e':\tt:‘::tn::n prompt atten- e Medical records and plan of care kept?
hon? f Patent involved in developing plans for
- treatment’
10 Labby g Other medical services {dentists, optome-

a s the atmosphere welcoming?

b If alsa a Jounge. st being used by ress
dents?

¢ Tumiture attractive and comfortabie?

d 'lants and Nowers?
e Certificates and heenses on display?

trists, etc ) available regularly?
h Freedom to purchase medicines outside
home?

REST LOPY AVAILARLE

|
|
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||
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|
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20. Hospitalization
a. Airangement with nearby hospital for
transfer when necessary?

21. Nursing services

a. RN responsible for nursing staff in a
skilled nursing home?

b. LPN on duty day and night in a skilled
nursing home?

¢. Trained nurse’s aides and orderlies on
duty in homes providing some nursing
care?

22, Rehabilitation
a. Specialists in various therapies available
when needed?

23. Acﬂvmev:!rognm
a. Individual patient preferences observed?
b. Group and individual activities?
¢. Residents encouraged but not forced to
participate?

d. Outside trips for those who can go?
e. Volunteers from the community work with
patients?

24. Religious observances
a. Armangements made for patient to worship
as he ot she pleases?
b. Religious observances a matter of choice?

25. Social services
a. Social worker available to help residents
and families?

26, Food
a. Dietitian plans menus for patients on spe-
cial diets?
Variety from meal to meal?
. Meals served at normal times?
. Plenty of time for each meal?
. Snacks?
. Food delivered to patients’ rooms?
. Help with eating given when needed?

27. Grooming
a. Barbers and beauticians available for men

and women?

|l

LEETT
NERRRR

.
i

28
Yo

31.
32.

3
M

Generally, the best home is the one for which you
yes” answers. However, different homes offer different services.

ATTITUDES ANO ATMOAPHERE
. General atmosphere friendly and supportive?

. Residents retain human rights?

. May participate in planning treatment?
Medical records are held confidential?
Can veto experimental research?

Have freedom and privacy ta attend to
| needs? -

rried couples may share room?

All have opportunities to socialize?

. May manage own finances if capable or ob-
tain accounting if not?

May decorate their own bedrooms?

May wear their own clothes?

May communicate with anyone without
censorship?

k. 3'; not transferred or discharged atbitrar-

y
. Administrator and staff available to discuss

problems?

a. Patients and relatives can discuss com-
laints without fear of 1

b. Staff responds to calls quickly and cour-

teously?

Residants appear alert unless very ill?

Visiting hours accommodate residents and rel-
atives?

. Civil-rights regulations observed?
. Visitors and volunteers pleased with home?

angs

T B

Scoring
check the most

You must decide which services are most important to you.

I

the answer to any of the first four questions is “no,” do not use

the home.

SOURGCE: L.P. Gwyther, “Nursing-Home-Care Issues,” Understanding Alzheimer's Disease, M.K. Aronson (ed.) (New York, NY: Charles Scribner & Sons,
1988).

communities, that information is difficult to ab-
tain.!? To understand why they should investigate
different service providers, caregivers need to kr.ow
that available services are likely to vary considera-
bly in their quality and appropriateness for peaple
with dementia; some caregivers do not know this
(57).

In addition, it takes time to evaluate diiferent
service providers. Many caregivers delay look'ng for
services until their situation has become desj.erate.
Consequently, they are trying to locate services inan
atmosphere of crisis in which there is no tine to
contact individuals and agencies that might be able

to give advice about the quality and appropriateness
of services (289,767).

Even if caregivers have time, some of them do not
have anyone to care for their demented relative while
they make telephone calls or visit agencies. Some
caregivers lack transportation to visit agencies, and
some are physically or cognitively impaired them-
selves. Furhermore, deciding to place a relative or
friend in a nursing home is emotionally upsetting to
many people (84,517,884), and decisions about
other services may be upsetting as w. :. People who
are upset may have difficulty remembe..ng the
questions they are supposed to ask providers and

Q

12For more information about the difficulty of obﬁin‘;olnniation about the availability of services. see ch. 2.
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keeping track of what they have heard from various
sources about the quality of different services.

Another important point is that some people in
this country have never or rarely called a govern-
ment agency or another source to ask for information
or advice. Because of personality, socioeconomic
status, educational or cultural background, and/or
language differences, some individuals may find
asking for information or advice very difficult,

Asking questions of service providers is also
difficult for some people. Books and pamphlets for
families of people with dementia and for elderly
people often include lists of questions they are
supposed to ask about agencies and service provid-
ers they may use, These lists are often long and
all-inclusive. Some questions are for the family to
answer, but most are for the service provider. Some
families would be uncomfortable asking a service
provider all or even a portion of the questions.

For all of these reasons, some families and other
informal caregivers may be unable to obtain the
information they need to make informed choices
about services. A linking system that relied on
families and other informal caregivers to functiun as
informed co.:sumers in selecting services for people
with dementia would not meet the needs of families
and other caregivers who cannot do so.

Finally, although the discussion here has focused
solely on the limitations on caregivers’ ability io
obtain information about the quality and appropri-
ateness of services, the reader should keep in mind
that at least 10 percent of people with dementia have
no informal caregiver to help them.!® Clearly, those
individuals are not able to obtain for themselves
information about the quality and appropriatensss of
services. Nor would they be able to use the
information, even if they could obtain it.

APPROACHES FOR DEVELOPING
CRITERIA TO EVALUATE THE
QUALITY OF SERVICES

The dcvelopment of criteria to evaluate the
quality and appropriateness of services for people
with dementia is probably the most important step
that could be taken to enable a federally mandated
linking system to connect people with dementia to
the best available services. Certainly if a linking

system were going refer people to or arrange for
them only services that met certain standards, the
standards would have to bes based on accepted
criteria. As noted at the beginning of this chapter, it
is not the function of a linking system to develop
criteria to evaluate sexvices, but this section dis-
cusses some of the criteria that might be used, who
should develop them, and who could use them,

Criteria to evaluate the quality of services for
people with dementia ultimately must be based on
agreed-on goals and proven methods of care. Since
there is not yet a consensus about the goals of care
for people with dementia, and the effectiveness of
many methods of cars has not been tested, it is
premature to establish comprehensive criteria to
evaluate quality. Once set, the criteria could become
entrenched and discourage the kind of experimenta-
tion that has led to innovative services and care
methods in the past few years. This outcome would
be especially likely if the criteria were adopted for
goverament regulatory purposes.

In developing its ‘‘Best Practiczs for Specinl Care
Programs for People With Alzheimer’s Disease and
Related Disorders,’’ the American Association of
Homes for the Aging (AAHA) has been wary of this
possibility. AAHA emphasizes that the ‘‘best prac-
tices’’ are not criteria to assess special care units but
rather guidelines for nursing homes that may estab-
lish such a unit. They are intended to highlight
desirable outcomes and examples of good care
(793).

The tasks of specifying goals, identifying effec-
tive methods of care, and developing criteria to
measure quality and effectiveness are interrelated.
Conclusions in one area may clarify or resolve issues
in other areas. As tentative goals are set, possibie
methods of achieving them can be identified and
tested. At the same time, as methods of care are
tested, it becomes clearer what goals are achievable.
A major unresolved question with respect to long-
term care services for people with dementia, for
example, is the extent to which rehabilitation is
possible. Is it reasonable to expect improvements in
cognitive ability or functioning in this patient
population? (390). The answer to that question,
which must be derived from research and experi-
mentation with alternate methods of care, will in turn

13g0r the derivation of this estimate, see ch. 1.
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determine what goals are realistic for services for
people with dementia.

Even though it is premature to establish compre-
hensive criteria to evaluate the quality of services for
people with dementia because of the lack of agreed-
on goals and proven methods of care, an attempt to
identify possible criteria is helpful in pointing out
areas of agreement and disagreement and areas in
which further research would be useful. The follow-
ing discussion is intended in that spirit.

What Criteria Might Be Used?

Two prerequisites for good care that are cited in
virtually all books, pamphlets, and articles about
services for people with dementia are that the service
providers be knowledgeable about dementia and that
they be skilled in caring for or responding to the
special needs of people with dementia, OTA is not
aware of any other factors that are so consistently
cited as prerequisites for high-quality, appropriate
services for people with dementia.

OTA’s 1987 report Losing a Million Minds:
Confronting the Tragedy of Alzheimer's Disease
and Other Dementias discussed the problems in-
volved in attracting and retaining skilled, knowl-
edgeable personnel to work with dementia patients
and the education and training needs of profession-
als, paraprofessionals, and nonprofessionals who
care for these patients (831). That report described
education and training needs in terms of both factual
information and relevant experience.

If there were criteria that accurately measured a
service provider’s knowledge about dementia and
gkills in working with people with dementia, those
criteria probably also would be valid structural
indicators of the quality and appropriateness of the
services. In many fields, an individual’s knowledge
and skills are represented by his or her credentials
(e.g., educational degrees, licenses, certificates) or
job title. Although some aspects of the knowledge
and skills of many professional, paraprofessional,
and nonprofessional groups are relevant to the care
of people with dementia, OTA is not aware of any
group with a uniform credential or job title, in which
all or even most of the group memhe.s are knowl-

edgeable about dementia and skilled in caring for
people with dementia. Some physicians, nurses,
social workers, lawyers, and psychologists are
knowledgeable about dementia, whereas others are
not. The same is true for nursing home aides, home
health aides, homemakers, and other paraprofes-
sional and nonprofessional service providers. Thus,
neither credentials nor job title are valid criteria to
measure service providers’ knowledge about de-
mentia and skills in working with people with
dementia.

An alternate structural criterion is training. De-
mentia-related training often encompasses the na-
ture and course of diseases that cause dementia,
symptoms, patient care needs, recommended re-
sponses to common behavioral problems, and meth-
ods for supporting family caregivers. Many public
and private agencies and voluntary associations
offer tzaining for all kinds of people who work with
dementia patients. Training manuals have been
developed by Alzheimer’s Association chapters,
provider associations, and others.14

Some Alzheimer’s Association chapters have or
are developing procedures for formally certifying
people they have trained (183). At least one chapter
certifies in-home respite and personal care workers
it has trained. When someone contacts the chapter
for information about such workers, he or she is
given the names of people the chapter has certified.
The director of the Cleveland Alzheimer’s Associa-
tion Chapter points out that chapters also could
certify agencies if they have trained the agency’s
staff. Becauss of high staff turnover in some nursing
homes and home cais agencies, bowever, ceriifica-
tion would lose its meaning quickly unless training
were repeated frequently (183).

To choose training of service providers as a
structural criterion to measure the quality and
appropriateness of services assumes that training
about dementia and how to care for people with
dementia significantly increases the trainee’s knowl-
edge and skills in working with people with demen-
tia—an assumption that is widely held but has not
been proven in this or related contexts (31,904). The
content and duration of the training, who provides it,

14See, for example: B.L. Ballard and L.P. Gwyther, In-Home Respite Care: Guidelines for Training nespite Workers Serving Memory-Impaired Adults
(50); C.J. French et al., Understanding and Caring for the Person With Aizheimer’s Disease (231); L.P. Gwyther, Care of Alzheimer’ s Patients: A Manual
for Nursing Home Staff (285Y; J.T. Harkulich and B.A Calamita, A Manual for Caregivers of Alzheimer's Disease Clients in Lorg-Term Care (618);
and R. Kahn et al.. How To Care for the Alzheimer's Disease Patient: A Comprehensive Training Manual for Homemaker-Home Health Aides (378).
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whether trainees are tested in any way, and whether
the training is reinforced over time probably influ-
ence its effectiveness. Although some members of
the advisory panel for this OTA study considered
training a useful structural indicator of quality and
appropriateness, others considered it a weak, un-
proven intervention that generally is not a valid
indicator of quality.

Some members of the OTA advisory panel
pointed out that it is often easier to obtain agreement
about indicators of poor quality than of good quality.
They suggested that identifying negative outcomes
(e.g., patient agitation and screaming) and clearly
undesirable structural and procedural indicators
(e.g., lack of staff training and inappropriate use of
psychotropic medications to control patient behav-
ior) might make available some information about
quality without setting comprehensive criteria. Cer-
tainly information about the performance of differ-
ent service providers with respect to these negative
criteria would help families and others to avoid very
poor-quality care.

Many other criteria for evaluating the quality and
appropriateness of services for people with dementia
have also been proposed. Some researchers who are
conducting a 3-year study that compares nursing
homes with ‘‘special care units’’ and nursing homes
without such units hope that their findings will allow
them to derive indicators of quality (761). Outcome
criteria they are considering include:

e measures of acute health care service utiliza-
tion, such as hospitalization rates and emer-
gency rooin rates;

¢ measures o1 mortality and morbidity, including
death, fractures, development of decubiti (bed
sores), and inedication reactions;

e changes in functional status, including devel-
opment of contractures, loss of abilitv to
ambulate, and changes in self-care status,
socialization, or mental status;

e changes in the number and intensity of behav-
ioral disturbances; and

e changes in overall health (761).

Structural and process criteria they are consider-
ing include:

e staff-to-patient ratios;

o staff training;

o facility design;

IToxt Provided by ERI

¢ environmental characteristics (e.g., noise, light-
ing, personal items in the patient’s room);

e use of medications;

e patient involvement in activities;
¢ involvement of families; and

o staff morale (761).

Caregiver burden is another outcome criterion
that seems particularly relevant for certain services
for people with dementia. On the other hand, many
factors other than the quality and appropriateness of
services affect ca-egiver burden. Outcomes are valid
indicators of quality only if they are attributable to
the process of care. In practice, therefore, a measure
of caregiver burden may not be a valid indicator of
quality.

Patient satisfaction and caregiver satisfaction
with services are other outcome criteria that might
be used to assess quality and appropriateness.
Although people who have used a service may be a
valuable source of information for others who are
trying to select good services, OTA 1s not aware of
any organization that routinely collects people’s
opinions about services they have used for individu-
als with dementia, analyzes and summarizes the
findings, and makes them available to other people.
OTA is also not aware of any research on the
reliability or validity of patient and/or caregiver
satisfaction as indicators of the quality of services
for people with dementia.

Research on patient satisfaction as an indicator of
the quality of ambulatory and inpatient medical care
was reviewed for OTA’s 1988 report The Quality of
Medical Care. Information for Consumers (832).
Over 450 relevant publications were screened, and
50 studies were analyzed in depth. The review
indicated that:

e patients’ ratings of the technical quality of care
they received are somewhat inflated but gener-
ally in agreement with physicians’ ratings of
the same care;

o patients’ ratings of the interpersonal aspects of
care they received are generally in agreement
with ratings by trained observers and others;

o patients are generally willing to discuss and rate
their medical care;

e older people tend to rate the quality of their care
more favorably than younger people, although
the reason why is not known; and
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e people tend to agree with attitude statements
regardless of their content; thus favorably
worded statements tend to elicit favorable
comments, and negatively worded statements
elicit negative comments—and this effect is
particularly likely to occur among people of
low socioeconomic status (832).

It is sometimes argued that patients’ ratings of
medical care reflect patients’ attitudes about life in
geaeral. OTA’s literature review suggests that the
effect of patients’ attitudes about life in general on
their ratings of medical care, if an effect exists at all,
is weak in the case of ratings of ambulatory and
inpatient medical care (832).

Many people with dementia cannot evaluate the
services they receive, but their families or other
informal caregivers can. Some services are intended
primarily to support family caregivers; obtaining
caregivers’ evaluations of those services, therefore,
is clearly appropriate. In some instances, however, a
family’s evaluation of a service provided for the
patient may differ from the evaluation the patient
might make if he or she were capable of evaluating
the service. For example, families sometimes con-
sider certain activities provided in nursing homes or
adult day care centers to be demeaning to their
relative with dementia, even though the patient
seems to like the activities and the staff believes they
are beneficial. In such instances, the family’s
satisfaction with the services may not be a valid
criterion to measure its quality or appropriateness for
the patient (764).

Other factors also may affect the validity of
patient and caregiver satisfaction as indicators of
quality and appropriateness. Patients and families
often are afraid to report poor-quality care because
they fear retaliation against the patient or loss of the
services (33,392). The validity of people’s opinions
about services also may be affected by the timing of
the evaluation in relation to their use of the service
(764), sociodemographic characteristics, their ex-
pectations for the service, and whether they paid for
it. Anecdotal evidence suggests that some people
who receive publicly funded services do not rcport
poor-quality care because they think they do not
deserve the services and that they should just accept
whatever services tiiey get (747)

It could be argued that since patients’ and
caregivers’ opinions about services are, by defini-
tion, subjective, they cannot be valid indicators of
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quality. If an agency or voluntary association
routinely asked patients and caregivers about the
quality of services they have used, however, and a
large number of responses were collected, idiosyn-
cratic factors that might invalidate one individual’s
response would become less significant, and com-
mon observations and evaluations would emerge. It
is these common findings that would be valuable to
other people that are trying to select good services.

People’s opinions are a particularly appropriate
indicator of the quality of services if quality of life
is a goal of such services. Other, more objective and
more easily quantifiable criteria that frequently are
used in regulatory programs and may be more
acceptable to service providers do not necessarily
reflect the values and preferences of patients and
families (877).

Using patient and caregiver satisfaction as indica-
tors of the quality of services for people with
dementia has two other advantcges, as well. These
indicators could be used immediately, even before
there is agreement about other criteria to assess
quality. In addition, using them would make availa-
ble some information about quality without setting
other criteria that could discourage experimentation
with alternate methods of care.

Who Should Develop the Criteria a..d
Who Could Use Them?

Government agencies, private agencies, and vol-
untary associations each have a role in establishing
criteria to evaluate the quality of services for people
with dementia. Ultimately, Federal, State, and local
government agencies determine what criteria are
used in regulatory programs. Government agencies
are unlikely to begin developing criteria to evaluate
the quality of services for people with dementia,
however, until they are required to do so for a
dementia-specific program—e.g.. a program that
pays more for nursing home care in a special care
unit than in other nursing home units. If regulations
for nursing homes and home health care agencies are
any example, it could take a long time for govern-
ment agcncies to develop criceria, and the results
might not meet the needs of families and others who
are trying to select good scivices.

The initial steps of setting goals and proposing
and evaluating criteria to measure quality might be

better accomplished by private agencies and volun-
tary associations than by government agencies. The
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tasks of soliciting, summarizing, and disseminating
people’s opinions about the quality of services they
have used would probably be best accom plished by
voluntary associations such as Alzheimer’s Associa-
tion chapters, some of which already perform some
of the tasks informally. The most appropriate role for
government with respect to developing criteria to
evaluate the quality of services for people with
dementia might be to fund research to evaluate and
compare the effectiveness of alternate methods of
care and to sponsor forums for discussion among
health care and social service professionals, service
providers, families, and others about goals and
methods of care and criteria for evaluating quality.

Families and other informal caregivers could use
any criteria that were developed and/or any available
information about people’s opinions about the
quality of services to identify service providers who
offer high-quality care. Other agencies and organiza-
tions could also use the criteria and any available
information about people’s opinions about the
quality of services to evaluate service providers,
with the result that information about the quality and
appropriateness of services for people with deriientia
would be available from those sources.

An important, unresolved question is whether
case managers and other employees of agencies that
constituted a federally mandated linking system
could use either the criteria or information abor't
people’s opiuions about the quality of services to
select the best available services for their clients or
whether their use of such criteria and information
would expose them, their agencies, or the linking
system to unacceptable legal risks. To resolve this
question will require a thorough analysis of the legal
issues raised when an agency or system that links
people to services provides its clients with informa-
tion about the relative quality of available services
or selects services for its clients on the bacis of
information about the quality and appropriateness of
the services. The legal risks to the linking system
and its employees are likely to be lesser.ed to the
extent that any information at~ut quality and
appropriateness given out by the linking system is
perceived as accurate by service providers and
others and to the extent that criteria used by case
manigers and other employees of the system to
select services are seen to reflect the best available
information from research and provider experience
about what is good care for people with dementia.

ERIC
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Thus far, this chapter has focused primarily on
how families and other informal caregivers can
select good services and has ignored the problem of
people with dementia who have no informal care-
giver to help them. Certainly, as noted earlier, the
information about quality and appropriateness that
families and other informal caregivers need to make
informed decisions about services should also guide
decisions about services for people with dementia
who have no informal caregiver. That can only
happen if someone uses the information about
quality and appropriateness to select services for
these individuals. For that reason, it is particularly
important that concerns about legal risks to a linking
system and its employees for selecting services for
its clients on the basis of information about the
quality and appropriateness of the services be
resolved expeditiously.

AGENCY PROCEDURES FOR
MONITORING & CONTROLLING
THE QUALITY OF SERVICES

Some agencics th it link people to services have
procedures for monitoring and controlling the qual-
ity of the services they arrange for their clients.
Certain of these agencies provide services and
therefore can assure (i.c., assess and correct prob-
lems in) the quality of those services directly. Other
agencies contract for services; these agencies cannot
assure the quality of services provided by any
particular agency or individual, but they can use
their contracting procedures to select service provid-
ers that meet certain standards. The capacity of these
types of agencies to control the quality of services to
which they link people is an important factoi Jor
policymakers to consider in deciding what type of
agencies should constitute a system to link people
with dementia to services.

This section describes some agencies’ procedures
for monitoring and controlling the quality of s :rv-
ices, including procedures in which patients and
families are involved in monitoring and controlling
the quality and appropriateness of the services they
receive. The potential role of case managers in
monitoring and controlling the quality and appropri-
ateness of services for their clients is discussed at the
end of the section.

On Lok Senior Health Services, a San Francisco-
based service delivery system, is an example of an
agency that provides most services directly and has
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an internal quality assurance process to monitor and
control quality (940).!15 Clients or their families
make the decision to receive services from On Lok,
but once that choice is made, On Lok assumes
responsibility for quality of care.

Pennsylvania’s Long-Term Care Assessment and
Management Program (LAMP) is an example of a
program that contracts with commmunity agencies to
provide services for its clients and has procedures for
monitoring and controlling tie quality of those
services (652).16 LAMP’s clients are elderly people
who are eligible for Medicaid-funded nursing home
care but choose to remain at home. The State of
Pennsylvania designates local agencies (primarily
AAAs) as LAMP sites to provide a comprehensive
assessment, develop of a plan of care, and arrange
and monitor services for each client. In turn, the
LAMP sites contract with community agencies to
provide services.

Contracts between LAMP sites and community
agencies that provide services for LAMP clients
include many provisions related to quality (872). For
example, the fisczl year 1987 contract between the
Alleg