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Chapter 7

programs and Services That Specialize
INn the Care of Persons With Dementia*

The increasing recognition of the needs of those
with dementing illnesses has led to the develop-
ment of programs and services—day care, home
care, short-term residential care programs, and
nursing home programs—that specialize in car-
ing for those persons. This interest in special serv-
ices arises in part from recognition of the poten-
tial market, in part from the demand of family
members and voluntary associations, and in part
from the hope that special resources and skills
may improve the care of these people.

Although there are now only a handful of these
specialized programs, the growing number of
them raises important policy questions: What
standards should these programs meet? how
should they be reimbursed? and is it in the indi-
viduals’ best interests to be segregated? Some an-
swers depend on understanding whether the care
needs of these people are different from those
of other chronically ill elderly individuals. Since
many of them have been served all along by long-
term care programs, particularly nursing homes,
what is “new” about special dementia care? In-
deed, some of the changes advocated for special-
ized dementia care are improvements that would
benefit many other long-term care recipients.

This is the first generation of such special care
programs. Although a few nursing homes have
had specialized units for more than a decade, most
such programs are less than 5 years old, and the
total number of persons receiving special care is
small. It cannot be assumed that services that have
been found to be beneficial to a few people will
be of value to over a million others. Nevertheless,
enough information is available to consider some
guestions:

« Who is served in special units?
. What are the advantages and disadvantages
of specialization?

e This chapter is a contract report by Nancv Mace, consultant in
Gerontology, Towson, MD.

* What kinds of services and programs do pa-
tients and families need?

* What kinds of services and programs are
appropriate in specialized care?

* What specialized care is currently being
provided?

Although an extensive body of literature exists
on nursing home care (93) and on respite care
for the elderly (91), there is limited information
on special dementia care programs; what there
is represents the opinions and experiences of cli-
nicians rather than reports of controlled studies.
Although there is some research on interventions
with the elderly mentally ill and with nursing
home residents, much is poorly designed and most
does not discriminate between persons with and
without dementing disorders (100). Thus this chap-
ter must rely on anecdotal material and “best
guesses” of experienced clinicians. Policy makers
cannot assume that these represent the best ulti-
mate approaches to care. Additional research is
urgently needed.

Seven providers of special services were asked
to document their experiences for OTA (18,25,32,
42,67,74,84). One contractor had previously sur-
veyed other special care programs (95). Another
reviewed in detail the management of inconti-
nence (96). In addition, OTA reviewed reports of
specialized nursing home programs, and OTA con-
tractors and staff attended conferences, visited
facilities, and consulted with providers in the in-
dustry and the nonprofit sector. A few of those
providers have worked for many years with chron-
ically mentally ill elderly individuals (a term that
includes many persons with dementia). This chap-
ter also draws on the studies of elderly mentally
ill persons in State mental hospitals prior to dein-
stitutionalism (efforts to move people out of such
facilities) (20,30,35,36,51,55).

OTA found variations in services and no con-
sensus about what constitutes ideal or cost-
efficient care. But OTA did observe a clear move-
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ment toward providing specialty care for persons
with dementia and agreement among leading cli-
nicians about the principles of such care.

Specialized care for individuals with dementia
can be delivered in any setting and can provide
most services noted in chapter 6, including res-
pite for families or long-term residential care. The
options for care should be a part of a network
of resources for families and those with demen-
tia, who will need different resources as the per-
son’s health and the family status change through
the course of the illness, and who may need to
move back and forth between formal and infor-
mal care (100). Ideally, resource clearinghouses,
information and referral systems, and case man-

agement services would be available to assist pa-
tients in locating specialized care programs and
in moving easily from one setting to another. In
fact, resources are fragmented, funding is discon-
tinuous, and information is often not available.

Patients and families also need allied resources
such as legal advice from attorneys familiar with
dementia, Legal issues are described in chapters
5 and 11 and will not be dealt with here. This chap-
ter will be limited to a discussion of special res-
pite and long-term care programs which special-
ize in care of persons with dementia. However,
such services must be thought of as links in a
broader spectrum of care needs,

THE RECENT INTEREST IN SPECIAL CARE

What Is New About Special Programs?

Persons with dementia are not entirely new to
formal care providers. Until the movement toward
deinstitutionalization, persons with dementia
whose families could not care for them were
housed in State mental hospitals along with indi-
viduals suffering from a range of mental disorders.
State mental institutions therefore had a history
of caring for persons with dementia, and a few
institutions developed special care programs for
them. Reinstitutionalization resulted in the trans-
fer of public care for those with dementia from
State mental hospitals to nursing homes (13). More
than half the current residents of nursing homes
apparently suffer from dementing illnesses (see
ch. 1).

The number of persons with dementia and in
need of care is increasing (see ch. 1), and there
is a growing concern that the nursing home sys-
tem—facilities, funding sources, and regulating
agencies—does not serve such individuals well.
With the increasing public interest in these ill-
nesses has come a parallel interest in both care
outside of nursing homes or mental hospitals and
in different approaches to care within such fa-
cilities.

Who Is Served by Special Units?

The kind of care offered by the few existing
special programs is not considered appropriate
for everyone with a dementing illness. In nurs-
ing homes that have established a special care unit,
most individuals with dementia still reside on
mixed units. Many nursing home residents are
frail and suffer from multiple, severe illnesses.
Their mental confusion may result from Alzhei-
mer’s disease or from delirium brought about by
their illness. These people need more nursing care
than the special programs offer. Thus most peo-
ple with dementia are now cared for in programs
designed to serve all frail or ill elderly individuals.
Programs that specialize in dementia care address
the needs of those who are most difficult to care
for or whose care needs have been overlooked.

No generally accepted criteria defining who will
be served in special programs have been estab-
lished. The criteria followed by many programs
can be summarized as:

* Presence of irreversible dementia: Most
programs serve only adults with a clear his-
tory of intellectual decline, excluding persons
with mental retardation and those with treat-
able causes of mental impairment.
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« Presence of disruptive behaviors: In con-
trast to programs that historically have ex-
cluded persons who are incontinent, agitated,
combative, prone to wandering, etc., these
programs focus on the behaviorally disabled
whom they see as most in need of services.

« Ability to benefit from the program: This
vague criterion is used to describe persons
in the midstages of an illness, when behavior
problems are most likely to be present, and
when the individuals can be observed to re-
spond to social activities. Later in the illness
these programs may discharge or transfer
persons who need extensive nursing care,
who are not ambulatory, who are too ill to
show disruptive behaviors, or who are less
responsive to group social activities. (Pro-
grams that serve people individually in their
homes may serve persons who are more seri-
ously impaired than those in group programs.)

Opinions differ on the ideal diagnostic mix of
persons who should be served in specialized pro-
grams. Some families of individuals with Alzhei-
mer’s disease advocate programs that serve only
that group. Some programs, notably the Family
Survival Project in San Francisco (27), serve all
brain-damaged adults, including those suffering
from stroke, trauma, Parkinson’s disease, Hun-
tington’s disease, normal pressure hydrocepha-
lus, and Alzheimer’s disease, These programs

strongly advocate a noncategorical program for
all brain-injured adults.

The argument centers on whether persons with
Alzheimer’s disease are more or differently im-
paired and require different care than other brain-
damaged adults. In practice, most programs serve
mainly persons with Alzheimer’s disease and a
sprinkling of persons with various other condi-
tions, reflecting the mix in the community as a
whole.

While people with Alzheimer’s disease do have
characteristic symptoms that distinguish them
from those with related disorders, providers re-
port that the behaviors and care needs of most
persons with dementia are based as much on the
stage of the illness or on individual characteris-
tics as on diagnosis. No service provider reported
to OTA that problems were caused by serving in-
dividuals with other diagnoses, although a per-
son with any disorder, including Alzheimer’s dis-
ease, can prove unsuitable for a given program.
Several reported that a diagnostic mix was bene-
ficial.

Designing programs for these active and diffi-
cult persons who can benefit from such efforts
has one major drawback: It could result in choos-
ing only the most responsive individuals, leaving
the more difficult or withdrawn to receive less
care.

ADVANTAGES AND DISADVANTAGES OF SPECIALIZATION

Table 7-1 summarizes some of the arguments
for and against special units for persons with de-
mentia. Few solid data support either side. But
care providers seem increasingly convinced that
these persons have unique limitations best met
by specialized care. The results of the programs
discussed in this chapter support that belief, In
addition, enthusiasm for special care programs
has probably been influenced by a common frus-
tration that long-term care has failed this group.

It should be noted that, although these argu-
ments are most often raised in discussion of nurs-
ing home special units, similar concerns confront
day care or respite providers. Also, these argu-
ments assume that special care is targeted toward

those with dementia alone. Different issues are
raised by the care of persons who are both cogni-
tively impaired and have serious physical illness.
Finally, the trend toward specialized care chal-
lenges the long-held assumptions of therapeutic
nihilism—that there is nothing that can be done
for people who are old and “senile” (60).

In weighing the advantages and disadvantages
of special care, the effect of widespread adoption
of programs must be considered. The few exist-
ing programs have enthusiastic staff and are the
focus of community interest. Those qualities may
not carry over to large-scale programs and may
need to be supplemented or enhanced by staff-
ing requirements or formal quality assurance
mechanisms.
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Table 7-1 —Arguments For and Against Special Programs/Units for Persons With Dementia

Arguments for

Arguments against

The needs of individuals with dementia are not the same.
rained staff in a special environment can produce meas-
urable evidence of benefit in persons with dementia.

Quiality care should be available to all nursing home residents,
but even in the best possible setting the needs of the cog-
nitively impaired are different from those of the cognitively
intact.

Being around people whose mental functioning is higher can
be stressful for persons with dementia, who must con-
stantly struggle to process even simple information. This
may be one cause of behavior problems.

Special units permit special interior design, fire safety equip-
merit, trained staff, and marketing efforts to attract private
pay clients. The demand for quality ensures that beds in
good facilities will fill quickly.

Cognitively well elderly persons have made it clear in sever-
al informal surveys that they do not want to spend their
lives with persons who act “crazy” or are disruptive. The
lucid client is vulnerable to loss of privacy, loss of personal
property, interrupted sleep, and fear of harm by the agi-
tated person. Efforts to protect the lucid client may result
in overmedication and restraints, which have negative ef-
fects on persons with dementia. There are ethical issues
involved in using persons who are paying for their own care
as supervisors of other patients.

The current demand for specialized units is such that peo-
ple will transport family members long distances for resi-
dential care.

An all-dementia unit allows staff to develop expertise in care
for clients. This benefits residents and is rewarding to staff.
Experience has shown that staff do not necessarily “burn
out. ”

Patients’ rights laws, ombudsmen, and quality assurance
regulations assure oversight of persons who are not com -
petent. The new focus on dementia reduces the risk that
individuals would be poorly served.

Dementia is a medical specialty long overdue for recognition.
Specialty programs would attract physicians and nurses
interested in this field.

People need much the same care. Most nursing home resi-
dents suffer multiple illnesses, of which mental impairment
is only one. They need regular nursing care.

Provision of special units is unfair to other people who would
also benefit from many of the environmental changes that
help people with dementia. Instead of segregating people,
the quality of all care should be upgraded.

Placing persons with dementia with cognitively well persons
helps the person with dementia stay alert by providing role
models. Isolation in all-dementia units may lead to great-
er deterioration.

Special units must hold a bed open until a person with de-
mentia needs it. This is more expensive than quickly fill-
ing beds with the next available client.

In mixed units, cognitively well individuals can help “look
after” the person with dementia, which allows lower staff-
ing levels and gives the well client something to do.

In areas with a low population density, there will not be
enough persons with dementia to support special units,
particularly day care.

Staff will quickly “burn out” on a dementia unit. The issue
of burnout and staff satisfaction is not unique to demen-
tia care, but reflects pervasive problems in long-term care.

A program serving persons with dementia would create a
ghetto in which no one would be able to report abuses or
be a legally capable witness. Ombudsmen rarely serve
board and care facilities. Persons with dementia often out-
live the family members who advocate for them.

Dementia is not a medical specialty, deserving of separate

designation and specialization, because the needs of these
individuals are primarily psychological and social.

SOURCES: M. Ablowitz, “Pairing Rational and Demented Patients in Long-Term Care Facilities,” Journal of the American Geriatrics Society 31 :627-628, 1983; J. Berg-

man, “Mentally Ill in Nursing Homes? Yes, if .,

.,” Geriatric Nursing 3:98-100, 1983; R. Cook-Deegan and N. Mace, “Care of Patients With Dementia,” Tes-

timony, California Task Force on Alzheimer’'s Disease, 1986; D. Coons, “A Residential Care Unit for Persons With Dementia,” contract report prepared for
the Office of Technology Assessment, U.S. Congress, 1966; G. Hall, V. Kirshling, and S. Todd, “Sheltered Freedom: The Creation of an Alzheimer's Unit
in an Intermediate Care Facility, " unpublished paper, 1985; Hebrew Home for the Aged at Riverdale, “Institutional Approaches to the Care of Individuals
With Dementia,” contract report prepared for the Office of Technology Assessment, U.S. Congress, 1986; N. L. Mace, “Home and Community Services for
Alzheimer's Disease: A National Conference for Families,” U.S. Department of Health and Human Services and Atzheimer's Disease and Related Disorders
Association, May 2, 1985; J. Pynoos and C.A.Stacey, “Specialized Facilities for Senile Dementia Patients,” The Dementias: Policy and Management M.L.M.
Gilhooly, S. Zarit, and J.E Birren (eds.) (Englewood Cliffs, NJ: Prentice Hall, 1986).

SERVICES AND PROGRAMS NEEDED BY THOSE WITH DEMENTIA
AND THEIR FAMILIES

Chapter 2 describes the characteristics of indi-
viduals with dementia, and chapter 4 documents
the needs of family caregivers. Ideally, these needs
will define the shape of special care programs.

In addition, services should be tailored to sur-
mount the problems of service delivery in rural
areas and to meet the needs of varied ethnic
groups. For example, since people with dementia
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Table 7-2.—OTA Survey: Availability and Use of Services for Persons With Dementia

Available Used®

Yes No Don’'t know No answer Yes'No, never used No answer

100% - % % 010 % 010 % %
ViSiting NUISE . . ... oo it e e 51 10 31 7 44 53 4
Paid companion/home health aide . ............. 48 16 29 8 59 38 3
Temporary, round the clock respite care. . . . ... .. 21 24 47 8 13 61 27
Special dementia unit nursing home care. . . . . . .. 21 33 37 9 44 50 7
Adultdaycare . ........ ... ... 29 24 39 8 kil 66 3
Domiciliary/boarding care. . . .. ................. 14 26 51 9 33 61 6

NOTE: Percentages rounded to the nearest whole number
aBase = those who knew service was available.

BCurrent and past used combined.

SOURCE: Yankelovich, Skelly, & White, Inc, “Caregivers of Patients With Dementia and Their Families,” contract report prepared for the Officeof Technology Assess.

ment, U S Congress, 1986.

have problems in learning, persons from other
cultures may have great difficulty adapting to
“mainstream” programs.

Needs of Families

Although families report high levels of need for
services, an OTA survey of caregivers of individ-
uals with dementia found that services were not
available for many (99) (see ch. 4; the study is re-
ferred to in this chapter as the OTA survey or
study). Table 7-2 shows that many families know
services are available, yet families do not always
use available services. Of the families surveyed
who knew a service was available, 38 percent did
not use a home health aide and between 50 and
66 percent did not use other services. Many fam-
ilies are noticeably reluctant to turn any care over
to others.

The OTA survey and others (33) have identified
several characteristics of care provided by fam-
ilies that could affect the use of specialized serv-
ices. Care must be affordable. Some resources are
available but beyond the reach of families. Al-
though they are concerned that their resources
not be exhausted, families prefer to share with
the formal system, rather than completely turn
over, the costs and tasks of caregiving whenever
possible. Current funding sources, notably Med-
icaid, impoverish the family before providing assis-
tance, and the emphasis on nursing home placement
reduces the caregiver’s continued participation
in care.

Evidence from respite programs (37,74) indicates
that families can remain in control of the care

process by paying a portion of respite care costs,
by using voucher systems that allow a family to
select the provider, by participating in caregiv-
ing, and by helping paid providers develop care
plans.

Needs of Individuals With Dementia

Arguments for and against specialized care turn,
in part, on different views about medical v, social
needs, about the potential of these individuals for
treatment, and about the benefits of treating the
person v. treating the environment.

First, the handicaps of people with dementia,
and therefore their needs, differ from those of
the physically ill. Since the symptoms are be-
havioral and the difficulties mental, for much of
their illness individuals need physical less care
than supervision and support of their remaining
mental capacities. That difference makes one of
the strongest arguments for specialized care, As
these diseases progress, however, the need for
physical care increases and the effectiveness of
existing special units appears to lessen. More med-
ical and nursing care will be needed. The exis-
tence of these shifting needs over time fuels the
debate over a social rather than medical model
of care. Each model tends to explain the individ-
ual behaviors on the basis of its own tenets, de-
spite the fact that the distressing behaviors of de-
menting illnesses are explained in part by organic
ilinesses and in part by the social environment
(see ch. 2).

Dementia has been described as a “bio-psycho-
social phenomenon. ” Although the biological aspects
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are not currently treatable, the psychological and
social aspects may be amenable to intervention
(52). But the shape of future programs will be heav-
ily influenced by policy and funding, which until
now have focused on either a strict medical model
(Medicare and Medicaid) or a primarily social one
(Older Americans Act). Many persons with dement-
ing illnesses have psychiatric symptoms that may
be amenable to treatment (see ch. 2), Services need
to include psychiatric skills or access to a psy-
chiatric consultant for help in decreasing such
symptoms and maximizing function.

A second unknown is how much can be done
for persons with dementia. Current funding pol-
icy assumes that people with dementia do not have
rehabilitative potential and therefore are eligible
only for custodial services at rates that discourage
efforts to search for treatable aspects of the indi-
vidual’s illness. Funding does not support the em-
ployment of persons skilled in dementia care.

Function may be improved in some individuals
by treating “excess disability” (52) (see ch. 2). The
term refers to impairments in everyday function-
ing that are worse than expected considering the
underlying biological deficits. Little is known about
the prevalence of excess disability among persons
with dementia, or about the capacity of persons
to respond to treatment. Estimates of the num-
ber of those persons in nursing homes and acute
care institutions with untreated conditions are
high (53). Some but not all will improve signifi-
cantly if treated. Much of the “improvement” doc-
umented among demented nursing home resi-
dents (discussed later in this chapter) may actually
be elimination of excess disability.

A third disagreement is whether treatment
should be directed at the individual or the envi-
ronment. Federal policy is generally limited to
funding interventions that treat the person. Reim-
bursement of caregiver supports or construction
of facilities with special modifications for the pur-
pose of treating someone with dementia would
require a change in funding policy. Some tech-
niques, such as reality orientation (29,30,76), be-
havior modification, remotivation therapy (64),
fantasy and validation therapy (28), use of drugs
to control behavior, and the potential use of drugs
to enhance memory, are intended to effect change

in a person by acting directly on that person.
Studies to date have not shown that these tech-
niques consistently improve the functioning of
persons with dementia (100). In contrast, some
observers (19,60,63) argue that the individual ben-
efits from the creation of a physical and psychoso-
cial environment that supports function and that,
conversely, inappropriate environments can re-
sult in unnecessary impairment in persons with
dementia.

It may be that the environment can be modi-
fied (both physically and interpersonally) to sup-
port greater function for persons with dementia
(48,56,60). The percent of individuals who would
respond to an improved physical and psychoso-
cial environment is unknown, but of the special
nursing home units reviewed by OTA, all that at-
tended to some type of excess disability or made
changes in environment reported improvements
in the residents with dementia. One researcher
maintains that:

... there is now good evidence that even elderly
demented patients are capable of showing a ben-
eficial response to environmental manipulation.
However, unlike physical therapy or similar treat-
ments, maintenance of behavior change is depen-
dent on the continuation of the intervention (63).

Evidence that environmental changes may be
beneficial if they are continued raises another
problem of policy. In general, the intent of Fed-
eral programs (such as Medicare) has been to sup-
port rehabilitative, short-term care that will en-
able a person to return to more normal functions,
rather than interventions that must remain in
place to support improvement.

Many of the people now in nursing homes and
included in the estimates of the number of those
with dementia, suffer from multiple, severe ill-
nesses. Their cognitive impairment is often due
both to delirium and to dementia. They are too
ill to benefit from the kinds of programs described
in this chapter. Even the best medical care can
do little to alter their overall condition. Programs
designed to improve the quality of life for people
with dementia probably will have little effect on
this group. However, there are also an unknown
number of people who would respond to inter-
ventions but have been consigned to the “hope-
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less” category. Questions about the size of the
group that could be helped raise another issue
of policy: Since not all cognitively impaired peo-
ple will benefit from special programs, how should

those who would benefit be identified? There is
a need for physicians trained in geriatrics to be
available for those in nursing homes and similar
settings.

SERVICES THAT CAN BE TAILORED TO PERSONS
WITH DEMENTIA

In its survey, OTA asked why families did not
use a service if it were available (see table 7-3).
Only a few reported that the service would not
accept a person with a diagnosis of dementia but,
depending on the service, 5 to 18 percent reported
that staff was not sufficiently knowledgeable about
dementia. The most common reasons for not using
or no longer using respite services, among those
who knew that such services were available, were
that the person entered a nursing home, the serv-
ice was too expensive, the ill person died, or the
service was not needed. Thus, some individuals
apparently used appropriate respite services un-
til their condition worsened, leading to placement
in a nursing home or to death. This conclusion
also indicates that respite care is a temporary so-
lution and does not necessarily replace nursing
home care (75).

Several different alternative services are being
tried by chapters of the Alzheimer’s Disease and
Related Disorders Association (ADRDA), individ-
ual entrepreneurs, family service organizations,
and the health care industry. The search for appro-
priate care is international (65,81). At this point
in the development of dementia care options, the
programs are highly individualized. Providers are
trying different interventions and exploring inno-
vative ways to reach clients and hold down costs.
Special programs apparently are still rare, how-
ever. There is no listing of existing services, but
the special units in nursing homes and respite pro-
grams are estimated to be serving between 1 and
2 percent of persons with dementia. (This figure
is based on programs known to American Asso-
ciation of Homes for the Aged (AAHA), American
Health Care Association, ADRDA, New York State

Table 7-3.—OTA Survey: Reasons for Not Using Available Support Services®

Domiciliary/ Special dementia

Paid companion/ Visiting Respite Adult day boarding nursing home
health aide nurse care care care care

Reasons Base’ 36% 42% 17% 240/0 10 "0 130
The patient entered a nursing home . . . 46 43 40 35 40 24
The service is too expensive. . . . . . . . .. 31 23 24 1 16 19
The patient got worse or died. . . . . . . .. 21 21 15 17 9 20
The service is not needed . . . . ... ... .. 19 27 25 19 26 27
The people available to provide this

service are not sufficiently

knowledgeable about dementia . . . . . 16 11 5 5 9 4
The patient refused to accept the

SEIVICE. . v 15 10 10 25 13 5
Lack of knowledge about how to

arrange for this service . . . . ... ... .. 9 2 6 4 6 10
‘The waiting list is too long . . . . . .. .. .. 4 1 3 2 2 7
The service would not accept the

patient because of the patient's

diagnosis . . .. ... 1 4 6 6 5
Otherreasons . ..................... 12 6 13 1 1 14
Noanswer.................. PP 6 9 9 8 15 11

8Question was asked of respondents who said respective service was available but was not used.
Percent of total surveyed, Totals more than 100°/0 because of multiple responses

SOURCE, Yankelovich, Skelly, & White,Inc, “'Caregivers of Patients With Dementia and Their Families,” contract report prepared for the Office of Technology Assess-

ment, U S Congress, 19S6.
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Department of Health, Hebrew Home for the Aged
at Riverdale, Hillhaven Corp., National Council on
Aging, and OTA))

Companion Care, Home Health
Aides, and Visiting Nurses

Families report that part-time help at home is
the form of respite they need most (37,99). In pro-
grams providing such care, a nonprofessional per-
son with special training spends a few hours a
week with the individuals with dementia so that
the caregiver can leave the home or rest. Fifty-
nine percent of the respondents in the OTA study
had used an aide in the home and 44 percent had
used a visiting nurse. Families often used a home
health care agency or made private arrangements,
thus the number of these providers who had spe-
cial training is not known. Some specialized pro-
grams use volunteers, others use “paid volun-
teers,” and some pay a salary.

Several ADRDA chapters offer help at home,
and others are allied with respite providers. The
three programs described in boxes 7-A, 7-B, and
7-C found that a half-day per week, or less than
6 hours weekly, was what families most often
needed. Relief was requested most often during
regular business hours.

Although programs affiliated with ADRDA or
with universities attempt to ensure the quality of
in-home providers, there is little or no mandated
monitoring of the quality of home care. Home care
aides generally are not required to have special
training or to be bonded. There is often no re-
quirement for background checks of persons go-
ing into the homes of vulnerable persons. Possi-
bilities exist, therefore, that individuals with
dementia and their families might be exploited.
Some families have refused to use in-home care
for these reasons.

Adult Day Care

Adult day care has developed as an option of
care for frail elderly persons mainly in the past
15 years. It has served primarily individuals who
were cognitively intact, but many day care centers
have always served a few confused persons. Over
the past 5 years, with the increasing interest in

dementia, several day care centers have been es-
tablished solely for individuals with dementia.

Adult day care contrasts with geriatric day hos-
pitals that have been developed in England. A day
hospital offers many of the same services as a regu-
lar hospital, except that patients live at home. The
emphasis is on medical treatment and rehabilita-
tion (7). Clients have a potential for improvement
and the staff includes rehabilitation therapists.
There are few day hospitals in the United States,
where the focus has been on adult day care.

Day care differs from day hospitals in services
offered (less medical, psychiatric, and rehabilita-
tive care), client population (more chronically im-
pai red), the expected outcomes (less clientim-
provement), and staffing pattern (68). Some States
(e.g., California) further distinguished between
adult day care and adult day health care. Although
it offers social programming, day health care
places greater emphasis on nursing needs of
clients. This distinction is often difficult to make
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in practice and can serve to exclude persons with
dementia, who characteristically need nursing
care, socialization, and social services.

Despite enthusiastic reports of the positive ef-
fect of day care on persons with dementing ill-
nesses, questions remain about the role of day
care and its effect on individuals and families
(34,61). One problem is the number of different
expectations people have about day care. It has
been seen as a treatment, assessment, and reha-
bilitation program; as a form of support for fam-
ilies; as a means of providing stimulation; and as
a vehicle for promoting and maintaining quality
of life. Such diverse goals make attempts to study
day care’s effectiveness difficult. However, care
is clearly not appropriate for some individuals and
families (e.g., people who have no caregiver or
those who are too ill to benefit from the social
experience).

A 1984 survey of adult day care programs in
the United States estimated that some 2,200 to
2,400 persons with dementia were being served
(61). The majority of centers served a mixture of
confused and alert clients, but 17 centers (5 per-
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cent) specialized in care of persons with demen-
tia. Although still relatively rare, the number of
programs focusing on dementia is increasing.

Three special adult day care centers—Atlanta
Community Services Program, Family Respite Cen-
ter in Falls Church, VA, and Harbor Area Adult
Day Care in Costa Mesa, CA—reported to OTA
on their programs (see boxes 7-D, 7-E, and 7-F).
OTA staff visited the latter two programs, as well
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as the Alzheimer’s Family Center in San Diego (see
box 7-G). All were started with the assistance of
community groups. All have succeeded in provid-
ing care to people who need one-to-one help with
meals, who are ambulatory and prone to wan-
der, who need assistance with toileting, and who
have behavioral outbursts. All report significant
benefits to clients and families. Most programs
provide some nursing management to clients and
some social services to caregivers.

Day care is consistently reported to be benefi-
cial to clients, in addition to providing respite to
families. In the national survey, 84 percent of the
centers said their clients with dementia made
friends with others, 79 percent thought that clients
enjoyed day care, 67 percent reported that pac-
ing and wandering decreased, and 71 percent re-
ported that clients had fewer emotional outbursts
(61),

The 1984 survey of day care reported a mean
charge per day of $20 (61). It did not determine
costs. The ADRDA estimates a current average
daily cost of $25 to $30 (5), and the National Insti-
tute on Adult Day Care reports an average cost,
with subsidies, of $31 per day (78). The survey
reported ratios of one staff person to four or five
clients. Some programs are open from early morn-
ing to late evening weekdays in order to accom-
modate working caregivers. These centers were
also found to be providing considerable informal
support to families through teaching, case coordi-
nation, and short-term counseling. Centers sup-
plement staff with volunteers (61).

These findings indicate that, as with other forms
of respite, day care probably does not replace
nursing homes, but serves instead as a vital sup-

port to families in the period before nursing home
placement is needed (see also ch. 4). And they show
that not all individuals or families can use day care.
Other physical illnesses; a greater need for help
with walking, toileting, and eating than the cen-
ter can manage; and inability to adjust to a new
environment prevent some people from using day
care. About one client in five dropped out because
of inability to adjust to the setting (61). To date
there is no way to identify these people in advance.
The OTA study found that among families who
had access to adult day care, 25 percent reported
that the person with dementia rejected the serv-
ice (i.e., could not adjust to day care or was una-
ble to function in a group).

The most common reasons for discharge from
day care, according to the national survey, were
(in descending order) client’s transfer to a nurs-
ing home, client’s death, and client’s inability to
adjust to the program. The OTA study findings
were similar. Transportation problems and client
moves from one household to another are other
reasons for discharge.

Transportation is a serious problem both in the
United States (61) and in Great Britain, where day
care has been used much longer (3). Elderly care-
givers may not be able to drive, and confused,
disoriented individuals cannot tolerate a long bus
ride—necessary unless the clients live in an area
with a high population density. They may be un-
willing to board the bus or may wander away
when they are dropped off. Some programs have
a staff person on the bus to assist clients in and
out of the home and the transport vehicle.

Regardless of problems associated with day care,
the social responsiveness of those with dementia
confirms that it is one way to improve the quality
of life for these individuals as well as provide res-
pite for caregivers. Multiple factors of both cli-
ent and caregiver determine who will successfully
use this resource. As with child day care, adult
day care may prove to be an excellent employee
benefit for adult children caring for a parent.

Unlike some other methods of providing spe-
cial care, most day care programs are providing
substantially the same services and have had
enough experience with clients to establish guide-
lines on what these services should be (54,71,72,
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85,101). The National Council on the Aging has
published a bibliography of sources (87). Night
care has also been proposed for people who could
live with family but whose nighttime activities seri-
ously stress the caregiver.

Short-Term Residential Care

Short-term residential care provides stays of
days or weeks in a residential setting, usually a
nursing home. Only 13 percent of caregivers re-
sponding to the OTA survey used short-term resi-
dential care, perhaps because it is rarely available.
Forty-three percent, however, ranked it as “most
important .*

These programs have several problems, how-
ever. Because the stay is too brief for residents
to adjust to the surroundings, they may be more
restless and agitated than participants in other
programs. Short-term programs may therefore
need additional staff. Care may be more difficult
if individuals are placed on units with residents
who are not confused. And nursing homes report
that regulations and paperwork for a short-term
admission are so cumbersome that short stays are
not cost-effective.

In the past, the urgent need for short-term res-
pite has led to acute hospital admissions for per-
sons whose caregiver must have medical care or
rest. Used that way, this is an extraordinarily ex-

pensive resource; it has been proposed, however,
that empty hospital beds could be used for respite.

Some programs have found that families are
reluctant to take the ill persons with dementia
back at the end of the respite period. These are
probably families who actually needed to have the
person placed in a nursing home but who tried
to compromise by using respite. For some care-
givers, short-term admission helps them realize
how ill the individual is or that the person does
not know where he or she is or who is providing
care. The presence of nursing staff may confirm
for the family that the person really needs more
care than they can provide (37,43). These things
all make it easier for reluctant caregivers to ac-
cept nursing home placement.

Multi-Service Programs

Programs are being developed that offer a wide
range of services to the family and the person with
dementia. These multi-service programs have the
advantage of coordinating care and facilitating
referral from one program to another, and allow-
ing staff members to get to know individual clients
and families. In addition, the staff at such pro-
grams has access to a broad database for research.

California recently authorized a 4-year demon-
stration project for three Alzheimer’s disease in-
stitutes that would provide a continuum of tradi-
tional and innovative services including diagnosis
and assessment, day care, home care, hospice care,
and skilled nursing care (Assembly Bill 999).

Other Settings

Other forms of care being considered or tried
include vacation programs that serve both the ill
person and the caregiver (1), sitter programs in
a group site (75), client recreation and therapy
while families are being provided group therapy
(57), medical teams that do an in-home evaluation,
and family-run cooperatives (1,75), Publications
on these various programs are slowly becoming
available (15,21)38)77,79,101).

Although the family is clearly the most common
provider of care, little attention has been given
to training family members—the primary care-
giver and members of the extended family-in the
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Box 7-L—Family Survival Project
F. Survival Project is a freestanding
The Family ,

go“:xg,radvlée and referral; case coordination; le-
 gal counseling; and in-home supportive services

to brain-damaged adults. The program attributes

it sucoess o s decision to include adults with
any form of brain damage: dementia, trauma,

scular accidents, etc. It also sought to form a
partnership with the public sector and to iden-
tify the family, as well as the patient, as the tar-
in its model programs and has avoided becom-

inaen?inscmgivmin_a{ viously unserved

segment and in generating government support

for its programs, which have been called a “good
buy” (74). The Family Survival Project has con-

tracted with the Institute for Health and Aging

at the University of California, San Francisco to
conduct a study concerning the costs of formal
and informal care provided to brain-impaired
adults (74).

Box 7-J.—Comprehensive Services

on Aging Institute

The COPSA (Comprehensive Services on Aging)
Institute for Alzheimer’s Disease and Related Dis-
orders in New Jersey is a statewide program
funded by the State for persons with dementia,
their families, and the professionals who care for
them. ‘ Ny - :

A resource center provides information and

referral to families and professionals, ongoing
nhana coneiltatione . familv education um:l coun:

PIMIIU UAIR I VRESIR LARIE AA5 j ABmamanny s

seling, and liaison with family support groups and
professionals. A diagnostic clinic pmvideg diag-
nostic workups for the memory-im and

confused, second opinions, and coordination of

followup recommendations. A day hospital pro-
vides rehabilitation and treatment fi ~
with dementia, education and

ilies, and it is also a tral

sionals. The consultation and ducation program
provides training and seminars for professionals
and technical assistance for the development of
dementia programs (22).

techniques of care. Some ADRDA chapters have
launched programs that train family members or
lay persons in the community to care for persons
with dementia. Caregivers might learn to care with
less stress to themselves. other members of the
extended family may not provide support or give
respite to the caregiver because they feel help-
less and do not know what to do. In such situa-
tions, a family member can learn to be a respite
care provider.

Family training is often done informally by
professionals who observe the need. A nurse visit-
ing in the home to treat a person with dementia
offers extensive bedside training for the caregiver,
for example. Although such services are not cov-
ered by Medicare or other sources, they may be
of significant value in keeping the individual with
dementia in good health and in sustaining the
caregiver.

Hospice

Programs and services similar to hospice, which
assist individuals and families at the end of the
person’s life, may be needed. OTA found no such
programs except for the excellent care of fam-
ilies and patients provided by major research in-
stitutions. The needs of a dying person with de-
mentia and his or her family have needs that differ
in some ways from those of other dying individ-
uals. The person may be terminally ill for many
months or years, and approaching death can be
difficult to predict. Unlike patients dying with can-
cer, for example, people with dementia are often
unable to communicate with family or express
their wishes. They may be mute and immobile.
Because of the long, slow, deteriorating progress
of the illness, the family may have been grieving
for a long time, and some families have already
begun to emotionally separate from their relative.

A major concern of many families is providing
appropriate, but not aggressive, medical care for
a person with dementia who is nearing the end
of life. Nursing homes may have unwritten pol-
icies that are not discussed with families. These
policies may include transferring a dying patient
to an acute hospital against family wishes, or “not
calling the ambulance until morning”’—in effect)
letting the person die (see ch. 5) (9). Facilities with
such unwritten policies do not take into consid-
eration the wishes of the family.
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RESIDENTIAL SPECIAL CARE

At some point in a dementing illness, many in-
dividuals and families need long-term residential
(institutional) care. Such care is most often pro-
vided by intermediate and skilled nursing homes.
In what ways should these offer persons with de-
mentia special services or specialized care? and
in what ways is their care the same as that for
other persons with chronic illnesses? Although
these facilities have always cared for persons with
dementia, some are now developing special units
or offering special services.

Foster Homes, Domiciliary Care,
and Boarding Homes

Few residential facilities other than nursing
homes specialize in the care of persons with de-
mentia (see boxes 7-K and 7-L for descriptions of

two such programs). Those that do cite limited
regulation as one reason they are able to devise
creative programs at costs competitive with nurs-
ing homes, although as discussed below, that ab-
sence of regulation can be exploited by less scru-
pulous programs.

The Johns Hopkins Hospital in Baltimore oper-
ates an adult foster care program that accepts
some persons with dementia (69). In Michigan,
two foster care homes accept persons with de-
mentia. lllinois reports that a small group home
there accepts persons with dementia for short
stays (I).

Facilities such as these can offer clients individ-
ual attention, a day filled with activities, a sense
of safety and security, and a life much closer to
normal than that in a larger facility. Although resi-
dents in both the Suncoast Institute and the Valenti
centers are visibly impaired, the behavioral prob-
lems commonly seen in boardinghouses and nurs-
ing homes—apathy, drowsiness, pacing, scream-
ing, aggression, absence of initiative, and lack of
humor-are not evident (although both report that
these occasionally occur).

These programs report that quality boarding
home care for persons in the middle stages of their
iliness is possible. However, such homes are ex-
tremely rare. The norm, unfortunately, is sub-
standard facilities that offer no special services
and only minimal services that are not appropri-
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ate for clients with dementia. Boarding homes
rarely employ a nurse (although the two profiled
programs do), nor do they provide activities or
adequate supervision.

Special facilities can provide a level of supervi-
sion and care that is higher than that of most other
boarding homes. Although they can provide ex-
cellent care for a portion of a person’s illness, how-
ever, they are neither safe nor appropriate for
very ill individuals.

California recently passed legislation address-
ing quality assurance in board and care (Senate
Bill 185). It calls for the development of three levels
of care: basic care and supervision, nonmedical
personal care, and health-related assistance. The
legislation provides for standards and supervision
designed to ensure the facility’s ability to serve
clients at each level of care they intend to offer.

As noted, the same absence of regulation that
allows creative programming by dedicated staff
can also allow unscrupulous operators to take
advantage of individuals with dementia. Although
family members are urging the expansion of
boarding facilities, many State regulations govern-
ing these facilities are lax or absent. If such care
is not to be funded by the State, or costs less than
nursing home care, some States may overlook the
potential for abuse.

Even dedicated providers can make mistakes.
One operator is known to have established a “step
down” unit for more severely impaired individ-
uals. These residents appeared to be receiving ex-
cellent care, and their families were reportedly
satisfied. Although the facility had smoke alarms
and exterior fire escapes, however, the residents
could not assist in their own evacuation in the
event of fire and therefore were in an unsafe sit-
uation.

Another problem with boarding homes is cost:
The profiled facilities are competing successfully
with private pay nursing home care and offering
excellent programming and professional care, yet
no evidence indicates that this kind of care can
be provided at rates for boarding homes paid for
by Supplemental Security Income (SSI) or the Vet-
erans Administration (VA).

Finally, good quality boarding care is so rare that
many families may not be aware of it. Five per-
cent of the respondents in the OTA study had used
boarding home care and only 25 percent identi-
fied it as “most important.” Both the California
facility and the one in Pennsylvania were at or
near capacity, suggesting that there may be an
unmet demand.

Special Units in Nursing Homes

A rapidly growing and controversial program
is the development in nursing homes of long-term
care units that specialize in the care of persons
with dementia. Both the for-profit and the non-
profit sectors are hiring experts, establishing plan-
ning committees, holding conferences (66), and
opening “special” units. Some are drafting “na-
tional” guidelines or local standards (14). Some
have developed policy and procedures documents
(50). Others have not segregated the residents, but
offer them special programs in regular units (86).

Special nursing home units are being developed
largely in response to the belief that they foster
better care and, conversely, that nursing home
residents who do not have a dementing illness pre-
fer separate living space. But these reasons do not
fully account for the rapid development of special
units. Some people in the nursing home industry
see separate units as good marketing strategy, and
some argue that individuals with dementia are eas-
ier to care for in a special setting where they are
all together.

There are many persons with dementia in nurs-
ing homes (92), but traditional forms of care have
failed to successfully treat behavioral problems.
One survey of 42 skilled nursing facilities (1,139
patients) found that 64 percent of residents had
significant behavioral problems (102), Some spe-
cialized programs report successful reduction of
these behaviors (16,18).

Major differences have been noted in the
amount and type of changes facilities have made
for residents with dementia. Some units appear
no different from the other units of a facility;
others have significant changes in structure or
decor, in staffing and staff training, in the amount
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and type of services offered, in admission proce-
dures, and in the appearance of residents. Most
notable is the variation in what experts perceive
these individuals need. For example, some pro-
pose that the units be painted in bright primary
colors, but others suggest all white, and still others
propose pastels. Arguments are buttressed with
theories of cognition. Less trivial differences of
opinion involve philosophy, staff-to-patient ratios,
floor plans, and the number of persons on a unit.
Decisions about these factors can represent sig-
nificant investments for the facilities. Rigorous
comparative study is needed to resolve such con-
troversies.

Availability and Costs

The number of special nursing home units open
or planned is unknown; OTA found 110 facilities,
Specialists in the field report that they frequently
hear of new units being developed (5,37)70). Based
on this information, and on the opinions of those
in the industry, it can be estimated that fewer than
500 special units are developed or close to com-
pletion, although more are being planned.

A major for-profit chain, Hillhaven Corp., has
a full-time employee to set up special units. The
corporation has opened 49 units, and one facility
is devoted entirely to persons with dementia. Non-
profit organizations are also involved in develop-
ing special programs. The Hebrew Home for the
Aged at Riverdale (Riverdale, NY) surveyed 38
homes that provide special services or have a spe-
cial unit (95). AAHA is developing resources for
facilities that are opening special units.

Despite the growing movement to create such
units, they serve only a small portion of the large
number of persons with dementia who live in
nursing homes; an estimated 60 to 74 percent of
nursing home residents in traditional mixed units
have dementia (8,83). Even when a facility has a
special unit for some residents, a majority of other
residents in the facility also have dementia. Some
home health agencies and nursing homes offer-
ing special care accept only those who can pay
for care privately, excluding those whose care is
covered by Medicaid. These programs report that
they cannot provide quality care for persons with
dementia at Medicaid’s low payment rates.

Little information is available on the costs of spe-
cial care. Because changes in cost are partially tied
to changes in the physical plant, extent of pro-
gramming, and staffing, they can vary according
to the facility’s perception of what constitutes a
special unit. Care approaches vary so widely that
costs for individual programs cannot be assumed
to be representative, but most units report costs
of $5 to $10 per day higher than for standard care,
although some excellent programs report no dif-
ference, and in fact, cost significantly less than
other special units. Some programs, both for-profit
and not-for-profit, have cost information that is
not publicly available.

In a report on the special residential unit, Wes-
ley Hall in Michigan, an OTA contractor wrote:

... residents have consistently scored on the Men-
tal Status Questionnaire by Kehn, et al. (1960), in
the range of 0-2, placing them in the category of
the severely impaired.

At the time of the completion of the project
[12/85], daily costs to residents of the old age home
unit were $29.70; Wesley Hall residents paid $42.65
a day; and the nursing home section cost $60.00
per day (18).

The consensus is that good care in special units
requires more staffing and better-trained staff,
and probably more square feet per patient than
required by Medicare, Medicaid, or State stand-
ards. Some clinicians argue that residents of spe-
cial units exhibit fewer disturbed behaviors and
therefore will use less nursing time than in mixed
facilities, and that changes in staffing patterns and
task assignment will increase efficiency (26). But
it is unlikely that good care can be provided to
these difficult individuals with staff-to-resident ra-
tios lower than current minimums. Good studies
of cost are urgently needed, but must await a de-
termination of what components are necessary
or ideal in a special unit.

Architectural Design

The architectural design of special units is con-
troversial. The most common nursing home de-
sign is a long corridor with double rooms open-
ing onto it. There is often a small room for visitors.
Meals are eaten in a large communal dining hall
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and activities are conducted in a separate area.
Each unit has a nurses’ station similar to those in
hospitals. This design is thought to be detrimen-
tal to the functioning of persons with dementia.
It discourages social functioning, itis disorient-
ing and noisy, and the communal dining room
overstresses people with dementia (17,18).

A “racetrack” design has been proposed for per-
sons with dementia (65). The building’s corridor
is circular, encouraging the resident with dementia
to wander in safety. But the design probably dis-
courages social functioning and orientation. The
Philadelphia Geriatric Center has a large central
room with residents’ rooms opening onto it (55).
That arrangement encouraged social interaction
and simplified supervision.

Some of the programs observed by OTA were
small—from 8 to 15 residents (6,18). Residents had
small single rooms. There were one or two small
sitting rooms that also served as dining areas and
activity spaces. It is easier for residents to orient
themselves and to interact with others on small
units. Small dining rooms are quieter and less con-
fusing. This type of setting helps people relax so
that they can regain old skills or make friends.
The industry reports that this design is expensive,
although it is not yet clear that variations, such
as groups of clusters, would be significantly cost-
lier than traditional units.

Many facilities emphasize the importance of ac-
cess to a secure outside area where residents may
walk, keep a pet, grow flowers, or enjoy the sun.
Qutside exercise is thought to contribute to the
restoration of normal sleep cycles.

Most nursing homes planning a special demen-
tia unit are restricted by the design of the exist-
ing building. Some convert a resident room into
a sitting room or locate the unit at the end of a
corridor where it can be cut off from traffic
through the facility. The resulting loss of bed space
increases costs.

Interior Decor

Successful programs have encouraged residents
and families to furnish rooms extensively with the
resident’s own possessions. That appears to help
them to accept that they live there. Administra-

tors in some facilities argue that personal posses-
sions will be stolen, although small special units
report that this has not been a problem. The
smaller units and higher staff ratio probably pre-
vent that problem.

Controlling resident egress is a significant con-
cern for institutions caring for wandering indi-
viduals, Locked doors may be forbidden by fire
codes. While some facilities use buzzers that sound
when doors are opened, others report that this
system caused staff to check doors constantly. Sev-
eral electronic sensing devices are now available.
Facilities can be secured without locks, however,
and successful units have disguised exits or lo-
cated them so that residents must pass several
staff persons before reaching the outside.

There are several schools of thought on decor.
(Although many facilities, however, decorate
according to their expectation of the family’s taste,
not the resident’s needs.) Low stimulus decorat-
ing means reducing visual stimuli—color, decora-
tions, clutter—as much as possible. A pastel de-
cor is a variation of that school of thought. In
contrast, Wesley Hall at the University of Michi-
gan uses bright, high-contrast colors (yellow, red,
and kelly green with white) to provide visual stimu-
lus and to help those residents who have visual
problems (18). The aging eye is better able to see
these colors and the contrasts help residents dis-
tinguish the boundaries between toilet and floor,
or between floor and wall. The lighting level in
the unit was increased and glare was reduced,
again to assist the aging eye. Wesley Hall has a
small kitchen where residents prepare snacks and
clean up after meals. The staff uses a desk in the
kitchen. There is no nurses’ station. These unusual
components help to restore normal roles to the
residents—for example, getting oneself a glass of
milk or helping to dry dishes. The absence of a
nurses’ station helps to make the relationship of
staff to residents more therapeutic.

Furnishings in the most successful units visited
by OTA were more “home-like” than in most nurs-
ing homes or hospitals. Many of the special units
have no paging system, and extraneous, distract-
ing noises such as those of the main kitchen, hall-
way traffic, or meal carts are reduced or elimi-
nated. Pianos and record players are used often
(18).
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There is a substantial amount of literature on
the characteristics of architecture and environ-
ment that benefit the aging person (18,46,47,48,
49,55,88,89). Environmental changes must con-
sider the visual, hearing, and gait impairments of
this age group and analyze each aspect of the envi-
ronment for its tendency to confuse or disorient
(101). For the doubly impaired elderly person with
a dementia, these factors are even more impor-
tant but are frequently ignored,

Step Down Units

Special dementia units in nursing homes usu-
ally serve residents in the middle stages of their
illnesses. As the cognitive abilities of these indi-
viduals gradually deteriorates, however, they
eventually need a level of care different from that
originally established by the unit. Some nursing
homes transfer these residents to regular skilled
nursing units; others have established *“step down
units” where these more impaired persons can
still be given special sensory stimulation, passive
exercise, nutrition support, and be kept as alert
and physically active as possible.

Characteristics of Special Programs

Many of the characteristics of special programs
in nursing homes and board and care homes are
similar to those in day care and respite care.

Characteristics of Residents

The special programs reviewed by OTA were
fairly consistent specifying the type of client they
serve: those who were ambulatory, exhibited prob-
lem behaviors, and, in some cases, were inconti-
nent. In general, these are people in the middle
stages of a dementing illness. These individuals
are capable of participating in activities and in
helping to care for themselves. Some programs
report that it is preferable to group residents
homogeneously by severity of mental impairment.
Others point out that a workable resident mix,
staffing, and programming vary with the stage
of the illness. Thus existing programs vary in their
practices, and most focus on subgroups of these
with dementia.

Benefits to Residents

The crucial issue of special services—for fam-
ily members as well as the government—is whether
they are significantly better for people with de-
mentia than other forms of care. Until recently
it was assumed that little could be done for per-
sons with dementia beyond providing for their
physical needs. The recent interest in dementing
disorders has focused clinicians’ attention on the
quality of life of these persons. Some now assert
that people with dementia are capable of consid-
erable improvement in behavior, social function,
and life satisfaction or happiness (6,13,16,18,60).

A few programs claim that their clients improve
in some respects when given special care. This
idea is by no means universally accepted, how-
ever, and few practitioners are willing to accept
the extent of change claimed by some of these
programs. It is agreed that a person’s underlying
dementia cannot now be reversed, and that indi-
viduals with dementia will move toward more se-
vere illness and eventual death. Some programs
report an initial improvement in participants, fol-
lowed by a gradual, but less precipitous decline.

Among the changes reported are:

1. decrease in wandering (18,86);

2. decrease in episodes of agitation (18,39);

3. no screaming or a decrease in screaming
(42);

4. few or no drugs needed to control behavior
(18,39,90);

5. improved orientation (18,90);

6. decrease in socially unacceptable behaviors
(masturbation, rummaging in other patients’
rooms, etc.) (18,90);

7. weight gains or improved eating (18,39,90);

. decrease in depression (18);

9. greater ability to sleep through the night
(18,39);

10. a sense of humor (18);

11. a happy, relaxed appearance (18,39);

12. the formation of friendships (18,39,61);

13. reduction or elimination of incontinence

(18,96);

14. the initiation of interpersonal exchanges (18);
and

15. decrease in hallucinations (39).

oo
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It is noteworthy that these changes reflect ei-
ther decreases in extreme disturbed behavior or
increases in socially appropriate behavior. No pro-
gram reports that residents consistently improved
in language skills, motor skills, or memory —prob -
lems that are likely evidence of the disease itself,
rather than responses to the environment.

The surprising finding that some participants
can improve in certain kinds of function may have
several explanations. In most experiments, the fo-
cus on the intervention and increased staff en-
thusiasm lead to some improvement. second, peo-
ple who are severely impaired may be even more
responsive to slight improvements in the environ-
ment (55). Third, this finding may also reflect the
extent to which inappropriate forms of care add
to resident impairment.

All three factors probably contribute to the
changes seen. Most clinicians agree that some of
the changes listed (often the first seven) can be
achieved in some individuals by maintaining them
in good health—that is, by eliminating excess dis-
ability (see ch. 2). Almost all the residential pro-
grams reviewed by OTA that made some environ-
mental changes when they created special units
report improvements in their residents. Many day
care centers report the same changes in some
clients (61), and observation and unpublished
reports from other nursing homes suggest simi-
lar results. OTA found no appropriately designed
and controlled study of participant change. Anec-
dotal reports of partial improvement are en-
couraging, however, and fail to support the com-
mon position of therapeutic nihilism. OTA found
no study seeking to improve psychosocial func-
tion in individuals with dementia living at home
(and not in day care).

The remaining eight changes were reported by
fewer programs, which have served a total of only
about 200 individuals. It is not known whether
these results can be replicated and, if so, which
patients are most likely to respond, and over how
much time. The techniques for this special care
are only now being developed and have not been
tested. Yet the initial reports are encouraging.

It is also important to note, as mentioned, that
behavioral gains made by individuals receiving
special care will not carry over if the special care

is stopped. In some States, when individuals im-
prove in functioning levels, they are reclassified
from skilled to intermediate care and can no longer
stay in the special units; they therefore will not
maintain any gains. Day care clients in programs
that have a rehabilitative mandate may be dis-
charged when clients improve, setting up a “re-
volving door” pattern, with improvement under
special care followed by discharge and worsen-
ing symptoms and subsequent readmission.

Overall Approach to Care

Since special programs and reported change
vary considerably, it is premature to describe the
characteristics of special programs in a final form,
or to establish standards or criteria for these pro-
grams, Indeed, guidelines or standards could freeze
into place approaches that may later prove less
than optimal, or could block experimentation with
other interventions, Further clinical experience
and the replication of the most successful pro-
grams are needed.

But that does not mean that nothing can he done.
A considerable body of knowledge exists on the
nature of dementia (53) that can be applied to tech-
niques of care. And a good deal is known about
similar patients—geriatric patients in State hospi-
tals (20,35,36,51) and nursing home residents in
general (many of whom are demented). Finally,
the overall approach to patient care is widely
agreed upon (4, 10, 11,41,62,98). These findings
permit some general observations on the approach
of special units. The most successful programs
(in residential and day care) resemble each other
in key factors and strive toward common goals:

« to prevent excess disability due to other health
problems or medication;

« to use as few psychoactive medications as pos-
sible, and use few if any, physical restraints;

« to maximize an individual’s ability to hear and
see;

= to enhance remaining function rather than
to restore function lost through the disease
process;

. to reduce long hours of idleness;

. to use activities and a caregiving style that
enhance resident comprehension of appro-
priate roles as friend, parent, or volunteer,
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and that reinforce a sense of personhood and
dignity;

* to create a “homey” environment in which
residents are dressed and well groomed,;

+ to use a mixture of flexibility, creativity, and
both structured and nonstructured ap-
proaches of activities;

* to emphasize the importance of respect for
residents and to individualize approaches;

* to recognize the importance of environmental
accommodation and the significance of a be-
nign, nonstressful, supportive environment;
and

* to support the family in a continuing relation-
ship with the resident.

One observer of special unit residents reports:

... spontaneous interaction between and among
residents, staff, and visitors . . . joy or the mani-
festations of joy-smiling, laughter (13).

The director of Wesley Hall reports residents who
appear happy, exhibit spontaneous laughter, and
initiate communication with staff and other resi-
dents. This unit also has successfully experimented
with clowning and focused on the role of humor
7).

Staff

The way a facility’s staff relates to resident’s
clearly affects behavior (38). For much of their
illness, persons with Alzheimer’s disease seem to
retain the capacity to read nonverbal communi-
cation correctly (26). That has important clinical
implications: Staff members who are hurried or
irritable, or who belittle a person, may trigger be-
havioral outbursts. Programs in which staff mem-
bers “talk down” to participants tend to produce
patients who either become stubborn or be-
haviorally regressed. Staff approaches should be
cheerful and calm, allowing patients to make what
decisions they are able to.

Changing staff behavior toward residents raises
several problems often reported in connection
with nursing homes: the need for a motivated,
concerned administration; for adequate staff sal-
aries commensurate with the tasks required; and
for a stable, adequately trained staff (see ch. 9)
(26). The existing special units have attracted

professionals and nurse’s aides who wanted a psy-
chological and emotional challenge, who want to
be able to give to others (80), and who enjoy the
rewards of community interest and the adminis-
tration’s enthusiasm.

Initial training and strong, ongoing support ap-
pear to be necessary for staff to work success-
fully on these units. Several training packages are
being prepared or planned (13,17,26,38,45,79,101).
The philosophy, techniques, and objectives of
these training materials differ, but most empha-
size the need for all staff members to be trained—
administrators, nurse’s aides, therapists, and even
housekeeping, dietary, and janitorial personnel.
(Housekeeping staff, for example, spend signifi-
cant amounts of time with residents and there-
fore affect behavior (44)). A team approach with
communication among staff members and across
shifts is emphasized (26).

Some programs report that staff members can
work on a dementia unit regularly, rather than
rotate on and off, if given adequate support. Con-
trary to the prediction that the staff on all demen-
tia units would “burn out,” some programs have
found lower turnover among the staff of special
units. Other programs, however, report problems
with staff burnout. Consistent staffing seems to
be reassuring to the residents. Staff members de-
velop expertise, and they learn the habits of indi-
viduals (26).

Persons with dementia usually have a mixture
of social and medical needs. The emphasis on so-
cial v. medical needs is influenced by the severity
of the resident medical problems. Successful pro-
grams have staff members with differing exper-
tise who work together as a team. The delivery
of a person’s care is provided by nonprofessional
nurse’s aides just as in traditional nursing homes.
with training and ongoing support, aides have pro-
vided excellent care in special units. One recent
book gives instructions and guidance for this
group of caregivers (38), and a second addresses
nursing staff (26).

The optimal ratio of staff to residents has not
been established. Needed levels probably will vary
with severity of participant impairment. Wesley
Hall reports a day shift staff-to-resident ratio of
1 to 4.4 (18). Green Hills Center reports a day shift



Ch. 7—Programs and Services That Specialize in the Care of Persons With Dementia .261

ratio of 1 to 5.8 (90). The ratio in programs exam-
ined by OTA varied considerably, but most re-
ported a ratio of no more than 1 to 10, better than
the minimum ratio required for licensure in most
States. In addition, some programs augment the
effective ratio by using trained volunteers to ac-
company wanderers, or to give one-to-one atten-
tion to some individuals during exercises, meals,
or activities.

The cognitive difficulties of persons with demen-
tia become a factor when staff members are sus-
pected of robbing or abusing someone. An em-
ployee cannot be fired on the basis of a charge
by a person who is not mentally competent. Yet
retaining such a person may jeopardize residents
who cannot complain. At the same time, persons
with dementia can erroneously charge that they
have been robbed or abused (see ch. 2). In special
facilities where all the potential witnesses are cog-
nitively impaired, steps will be needed to ensure
the quality of employees and to protect both em-
ployees and residents.

Activities

Some believe there is a relationship between the
number of hours of completely unstructured idle
time and some behavioral problems such as wan-
dering and perservation (59). Because persons with
dementia are unable to initiate and plan independ-
ently, most new programs reduce the number of
hours that the client is idle. Programs are devel-
oping varied philosophies about activities, but all
agree that activities are a key part of success. Activ-
ities cannot be limited to games offered by a non-
professional for a few hours a week if they are
to benefit individuals with a dementing disorder.
Some programs fill a good part of the day with
structured tasks. There is also evidence, though,
that structured programming should allow flexi-
bility and spontaneity (18,101).

People with dementia live from moment to
moment—a truly existential life. Therefore, pro-
gramming for them should be designed to be en-
joyable at the moment, possibly leaving some good
feeling retained, rather than being designed to
produce a worthwhile product or provide later
satisfaction (26). Some programs use projects that
allow their clients to work as volunteers or for

pay: stuffing envelopes, assembling garnishes for
the main kitchen, etc. One program reports that
trips and outings reduce agitation (84).

Activities must be meaningful to the client, must
be voluntary, and must offer the client a reason-
able chance for success (58). They must address
the client’s personal and psychosocial needs, and
their purpose must be obvious to the person with
dementia (101). In Wesley Hall, activities that en-
able residents to assume old roles—such as
homemaker, friend, or volunteer—are empha-
sized. Exercise, music, personal grooming, house-
keeping, preparation of snacks, repetitive, rhyth-
mic activities, visits from children or pets, and
simple volunteer tasks have been recommended
(18)61,101).

Reality orientation is offered in most programs
for persons with dementia, although its useful-
ness is debated. The term has been applied to sev-
eral different techniques, some of which are more
beneficial than others (26). In general, it is agreed
that persons with irreversible dementia will not
relearn information but do benefit from a pro-
gram that gives frequent multiple cues for orien-
tation.

Meals

Persons with dementing illnesses may fail to eat
or may eat only one kind of food. They need good
nutritional planning, food that enhances sensory
information, and a supportive environment. Sev-
eral programs report that midmorning, midafter -
noon, and bedtime snacks are helpful.

Behavior Management

Techniques for managing the inappropriate be-
haviors of special unit residents are as varied as
the models of the physical plant (12,18,26,31,40,
42). What is most striking is that many units have
successfully reduced problem behaviors, but even
the most successful programs report that these
behaviors still occur occasionally. At Wesley Hall,
in addition to planned activities and changes in
the physical environment, several staff techniques
are used: first, to divert the individual; when un-
successful, to withdraw and try later; to use touch
and a sympathetic approach; to reinterpret the
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behavior as normal (e.g., if a staff member acts
in an authoritarian way, it is normal for the client
to resist); and to use humor and a lighthearted
approach (18).

Others point out that “responses to problematic
behaviors cannot be set out in a formula basis.
Flexibility and variety are essential qualities which
staff must maintain in caring for the [dementia]
patient” (13). Problem behaviors are greatly re-
duced when the environment orients participants
and when meaningful activities fill their time. The
qguality of the interpersonal relationships between
staff and participants may be at least as impor-
tant as techniques of behavior management.

Management of Incontinence

Incontinence is often assumed to be a symptom
of dementia, It has been reported as 3.5 times more
common in persons with dementia than in per-
sons without dementia; the causes of this dysfunc-
tion have not been reported and are rarely evalu-
ated. The problem can lead to further withdrawal
and isolation, skin breakdown, and infections (96).
Traditional nursing home care has focused on con-
tainment, not reversal of the problem.

Many things other than a person’s dementia can
prevent that person from being continent: medi-
cations, too little fluid, diuretics such as coffee
in the diet, inability to get to a toilet in time, chair
design (causing problems getting up out of it), lack
of a well-lighted and visible path to the toilet, loss
of eyeglasses, inaccessibility of a walker or cane,
insufficient visual contrast to distinguish the toi-
let, fecal impaction, and urinary tract infections,
In addition, cognitively impaired elderly individ-
uals have the same causes of urinary problems
as other elderly persons, and may also respond
to social cues of appropriate behavior (96). Peo-
ple who still have problems are successfully man-
aged in many day care programs by being taken

to the toilet every 2 hours or on individualized
toilet schedules. Many of the unacceptable be-
haviors that accompany incontinence result from
the person’s confusion or from inappropriate care
that can be easily avoided.

Four of the eleven residents in Wesley Hall had
been incontinent before admission, but after sev-
eral months in the unit this was no longer a prob-
lem (18). A best-guess clinical estimate is that at
least 50 percent of cognitively impaired elderly
individuals with loss of urine control could regain
control (96).

Application of Technologies to Care

Little has been done to identify ways in which
technologies developed for other uses could be
applied to the care of persons with dementia. The
application of technologies to care does not nec-
essarily imply that there will be less compassion-
ate or less humane care to these individuals. It
may free caregivers from routine tasks and al-
low them to provide more supportive activities
or social experiences. Research Triangle Institute,
for example, assessed the feasibility of a wander-
ing notification system, sponsored by the Admin-
istration on Aging, National Aeronautics and Space
Administration, National Institute on Aging, the
National Institute for Handicapped Research, and
the Veterans Administration (82). Families would
also benefit from more efficient methods for man-
aging human wastes in persons who are inconti-
nent. Devices to prevent a person with dementia
from turning on a stove, technologies that would
enable a caregiver to locate the person who had
wandered away, more efficient equipment to en-
able a frail caregiver to lift, turn, or bathe a per-
son, and safer bathroom facilities—all would be
greatly beneficial to both ill persons and their care-
givers (93),

THE EFFECT OF REGULATIONS ON THE DEVELOPMENT
OF SPECIAL CARE

Nursing homes are subject to numerous State
and Federal quality assurance standards that they
say impede quality care of persons with demen-

tia. Other service delivery settings (day care, in-
home respite) are subject to so few quality assur -
ance standards that experts express concern over
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the lack of protection for persons in these set-
tings who cannot protect themselves. The prob-
lems of quality assurance are discussed in chap-
ter 10. This section briefly reviews some of the
ways standards may directly interfere with pa-
tient care on special units.

Some problems arise from local interpretation
of regulations and lack of understanding about
the needs of persons with dementia. For exam-
ple, for sanitary reasons, some facilities are re-
quired to use plastic dishes and utensils. Yet peo-
ple with dementia can be confused because these
do not have the familiar color and weight of crock-
ery and silverware. Individuals who are easily dis-
tracted do better with one item of food on their
plate at a time, but one facility reported that the
inspector did not allow this. Food too hot to eat
should not be served to confused persons, but one
facility reported that serving cooler food violated
health standards. Freshly waxed floors create
glare, but are required by some inspectors as an
indication of a clean facility. Reports of such epi-
sodes are scattered and seem to represent a lack
of information on the part of State inspection agen-
cies or the need for revision of regulations,

A more general problem is the emphasis of
standards on physical evidence of quality—shining
floors and sparkling bathrooms, beds perfectly
made, and everything put away. Staff members
are discouraged from letting residents make their
own beds, even if sloppily, or talking with resi-
dents instead of tidying up. The pervasive tone
of regulations, more than specific incidents, shapes
patient care. The focus on the physical plant, com-
bined with financial pressure for efficiency, has
resulted in an atmosphere that more resembles
a hospital than a home. Long corridors, lack of
personal items, glare from waxed floors, and a
paging system are disorienting to persons with
dementia, who respond to a more homelike envi-
ronment (18,46,47,49).

Quality assurance regulation depends heavily
on paper documentation. Nursing homes report
that nurses cannot spend time getting to know
their patients or training aides to care for per-
sons with dementia because their time is filled with
the required paperwork (97).

The emphasis of regulations on the physical
plant and on recordkeeping, in combination with
low reimbursement rates for patient care, has re-
sulted in efforts to increase efficiency. For exam-
ple, an assembly line approach to resident care
may be taken: one aide gets the person up, another
toilets the person, a third gives out suppositories,
and a fourth feeds the residents as a group. This
is dehumanizing to all residents and stressful to
those who are cognitively impaired (26). There
are many examples of such problems. However,
facilities have demonstrated that they can improve
care within the framework of existing standards.
Some have done so without increasing costs. Staff-
ing patterns can be improved without a loss of
efficiency (26) and physical plants can be improved
(18,70).

Fire and safety regulations in domiciliary homes
and respite settings present more difficult prob-
lems. Persons with dementia may not respond to
a fire alarm; they move slowly, and when they
become frightened they are likely to become stub-
born and uncooperative. They may not be able
to negotiate stairs and cannot follow instructions.
They may wander off as soon as they are evacu-
ated or may try to reenter a building. Fire safety
standards in some areas do not address these spe-
cial problems. For example, some day care centers
have been approved by fire marshals under a code
that was established to set requirements for a pub-
lic meeting hall or office; such standards do not
consider the special needs of those who use day
care centers.

Fire safety regulations can also present obsta-
cles. One design for a specialized unit proposes
a large communal room surrounded by residents’
rooms (55), but is not acceptable to fire safety ex-
perts in some cities. Locked exits, which protect
residents from wandering and therefore reduce
staff stress, are often not allowed because of safety
hazards in case of fire. Some devices that confine
an agitated person to his or her room in order
for the person to relax (screen doors, half doors,
or a bar across the door) are approved by fire
marshals in some communities but not in others.
Fire safety guidelines that take into consideration
the care needs and special limitations of persons
with dementia are urgently needed.
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Persons with dementing illnesses can be so frail
that any intervention may place them at greater
risk of injury. For example, if a facility permits
a frail person to continue walking, that person
is at risk of falling and breaking a hip—a serious
injury. If restrained from walking, the individual
may lose the ability to walk or may develop pres-
sure sores. When number of falls is used as a cri-
terion of quality, facilities will restrict frail per-
sons from walking. Research is needed to identify
ways in which care can be provided while allow-
ing marginal freedom. The risks of various inter-
ventions are not well known. A better understand-
ing of which risk is greater—e.g,, walking or
restraint—would help programs and families make
wiser choices.

Standards for domiciliary care and respite care
programs (day care, short stay respite, in-home

care) are limited or nonexistent in some States.
Even where standards exist they are often poorly
enforced or are not designed to protect persons
with intellectual impairments. Persons with de-
menting illnesses are unable to act in their own
behalf in unsafe situations. These individuals may
not be able to report abuse to their families. Yet
severely impaired individuals reside in domiciliary
care facilities with minimal standards or in facil-
ities that are consistently out of compliance; OTA
found no information on the number of domicil-
iary care, day care, or in-home respite programs
with inadequate safeguards. Recent attention to
the problems of dementia and the eagerness of
some families to locate special care may attract
unscrupulous or incompetent providers to the
business.

ISSUES AND OPTIONS

This discussion of services for persons with de-
mentia has identified a number of concerns:

* the fragmented service system;

+ inadequate funding of services;

+ inadequate staff and poor staff training;

+ lack of programs that assist family caregivers;
and

* service designs that emphasize acute medi-
cal care and cost efficiency at the expense
of humane care, quality of life, and patient
dignity.

The need for changes that respond to these con-
cerns affect not only persons with dementia but
all recipients of long-term care. Given the scope
of this assessment, the options discussed here are
limited to service that address the needs of per-
sons with dementia.

Would services for persons with dementia re-
place existing, more costly services? Would estab-
lishment of services such as respite reduce the
need for nursing home care? These issues are
raised repeatedly throughout this report. Al-
though it is tempting for model programs to see
themselves as more economical than other pro-
grams, it is unlikely that the provision of respite
services and specialized dementia care will reduce

costs. These programs are often not direct sub-
stitutes for nursing home care and therefore will
almost certainly result in greater overall expend-
itures.

Concern over costs means that planners and tax-
payers must ultimately make value judgments
about the care of the individuals with dementia.
Quality of life for the cognitively impaired per-
son must be balanced against cost, individual
safety must be balanced against personal auton-
omy, the maintenance of those who are chroni-
cally ill must be balanced against expenditures to
seek a cure, and support of family caregivers must
be balanced against the more traditional patient-
only treatment.

ISSUE 1: Should the Federal Government sup-
port the development of special care
for persons with dementia?

Option 1: Implement programs of care for per-
sons with dementia.

Option 2: Offer incentives to develop specialized
care.

Option 3: Support health services research into
special respite and residential programs
for persons with dementia.
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Policymakers face a dilemma: ldentifying the
best kind of care for persons with dementing dis-
orders awaits a better understanding of how much
can be done for them. Standards and the estab-
lishment of appropriate funding levels must await
more information about the kind of care that can
be achieved.

The specific changes needed in facilities that
serve persons with dementia seem to be con-
troversial. But a body of knowledge already ex-
ists about compensating for sensory deficits late
in life. Experience was gained in treatment of per-
sons with dementia in some State mental hospi-
tals. Milieu therapy (modifying the social and phys-
ical environment to support function) has been
generally endorsed as the preferred approach to
such individuals. There is also a body of litera-
ture on family needs. Finally, there is some gen-
erally accepted literature on the style of care and
approach to persons with dementia. Thus the gen-
eral principles that special units need to follow
are known. The finding that residents improve
somewhat in most special settings is encouraging
because it indicates that some benefit can be
achieved in the absence of precise knowledge
about optimal care.

There is an obvious need for formal care for
a large segment of those with dementia, either
on a short-term, respite basis or—for some—on
a residential basis. Caregivers and voluntary asso-
ciations are pressing for such care, and it may
be that providing it will have significant benefits
in caregiver health and employment status.

However, a large Federal investment in special
care at this point (option 1) might result in the
development of inappropriate services or the repli-
cation of existing models that do not serve per-
sons with dementia well. Improving some ‘(spe-
cial services” on top of existing inappropriate
models of care may cost more than developing
new care models that better suit the needs of peo -
ple with dementia.

Use of incentives (option 2) would expedite the
development of much-needed services. It would
also rely on market forces to determine the na-
ture of quality care. Although this appears to be
an excellent option, the generally pervasive be-
lief that little or nothing can be done for persons

with dementia may lead to a situation in which
consumers, professionals, and providers have
lower than appropriate expectations for care.

Health service research would test underlying
principles and the various hypotheses proposed
by individual project. It would identify the amount
of change possible in people with dementia, the
people who are likely to benefit, the points at
which they should enter and leave programs, and
the impact of specific services on family care-
givers. Table 7-4 identifies major questions which
such research would answer.

Federal support of research (option 3) helps en-
sure the quality of research. The Federal Govern-
ment can provide a focal point or a coordinating
task force for health service delivery research that
would ensure the coordination of research. A na-
tional scope would expedite coordination of State
and private sector endeavors as well (also see is-
sue 2, option 3 below).

Federal support of a group of care models with
a strong health service research component, al-
though it would leave many people unserved,
would be seen by caregivers as a major step for-
ward and would give better information regard-
ing the design and cost of services. In addition,
the costs of an experimental program are con-
trolled and predictable. The private sector is mov-
ing forward with programs for persons with de-
mentia, holding promise of possible collaboration
with the government.

Health service delivery research often estab-
lishes model programs that are set up, run, and
studied with specific objectives in mind. Such pro-
grams would be welcomed by caregivers who are
eager to encourage the development of better
care. Yet demonstration projects tend to drop their
clients after their funding ends. That would be
particularly difficult for the frail, confused, elderly
person who may take weeks or months to adjust
to a new setting. In some areas there may be no
other respite programs for families after the model
program is completed, thus placing serious
stresses on caregivers or precipitate nursing home
placement. If such model programs are funded,
plans for client care after their completion could
be required, or programs could be planned with
gradual funding phase-out.
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Table 7.4.—issues in Health Service Research

Patient outcomes:

Which of the patient benefits that have been reported actually occur?
How can these be measured?

Which patients benefit?

How can they be identified?

Family caregiver outcomes

What are the benefits to caregivers of the various services?

Do they reduce symptoms of stress, enable caregivers to remain employed,
or extend the time people with dementia can remain at home?

Which caregivers will benefit from which services?

Can family members of persons in special residential units continue to pro-
vide some of the individualized care the residents need?

Settings:

How much does care cost in each of the settings—residential, day care,
or home?

Which setting is right for which patient/family?

Are stage of illness, family situation, or other factors the critical elements
in determining which setting is used?

Services:

Which services are essential and which optional for people with demen-
tia? (full-day programming, special activities, special diet or meals, be-
havior management, continence management, medical care, nursing
care, social services, occupational therapy, physical therapy, outdoor
recreation, exercise, memory retraining, etc. )

How can delivery of the various service be evaluated?

Which elements of the physical plant (e.g., architecture, interior design)
are essential and which are optional for people with dementia?

How much does each of these items of service and physical plant cost?

What technologies can make patient care easier or more humane?

Staff:

What kind of staff are needed for which patient/settings (geriatricians,
neurologists, psychiatrists, nurses, social workers, occupational and
physical therapists, nonprofessional staff, etc.)?

How can professionals best be trained to care for people with dementia?

Do existing training methods work?

What staff-patient ratios are necessary for which patients/settings?

What is the role of volunteers? How should they be selected and trained?

Admission/discharge criteria:

What admission/discharge criteria are used?

Where do patients come from?

Where are they discharged to?

What stage, functional level, or behavioral problems do different programs
accept? Why?

Is special care beneficial to the patient/family? Cost effective?

Cost structures:

Who should pay for which kinds of care (the patient, the family, the govern-
ment, the private sector)?

What is the impact of payment adjusted for case mix?

Does special care cost more per patient?

duality assurance policy:

How can safe and humane care be ensured for people with dementia?

How can existing standards and regulations be modified to benefit people
with dementia?

Should Federal regulation be extended to adult day care, board and care,
and other programs not now regulated by the Federal Government?

How can quality assurance standards be designed that ensure quality of life?

SOURCE Office of Technology Assessment, 1987

ISSUE 2: Should the Federal Government set
standards for special residential care,
respite care, or both, for persons
with dementing illnesses?

Option 1: Keep existing Federal standards as they
are and leave standards for special units
and respite care to the States.

Option 2: Develop guidelines to be met in all fed-
erally supported programs and in pro-
grams in which care is purchased with
Federal funds. Encourage adoption of
these standards by the States.

Option 3: Support research that will generate in-
formation needed to develop care stand-
ards for programs serving people with
dementia.

Option 4: Require that persons purchasing care
with Federal funds receive care appro-
priate to their level of impairment.

Option 5: Enforce existing standards.

In the past, the Federal Government has not set
standards for facilities and services that do not
fall under Medicare or Medicaid. (An entirely sep-
arate issue is whether the Federal Government
should now become involved on behalf of im-
paired persons.) The Federal Government could
leave standards-setting to the States (option 1). Sev-
eral States have set or are considering guidelines
for care of persons with dementia (14; California
Senate Bill 195), but many States are unlikely to
do so and the degree of protection varies widely.

Basic standards for protection and fire safety
are needed for all settings. The Federal Govern-
ment could develop guidelines to be met in feder-
ally supported programs or when care is pur-
chased with Federal funds (including SSI and VA
pensions), and could encourage States to adopt
them (option 2). Basic guidelines would provide
some protection quickly to individuals who may
be in jeopardy and would relieve the States of the
expense of separately investigating this issue.

Better enforcement of existing standards (op-
tion 5) and requirements that these individuals
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be cared for in facilities offering an appropriate
level of care (option 4) would provide some pro-
tection without developing additional standards.

Should quality assurance standards be devel-
oped for special dementia programs—either res-
pite, day care, or nursing homes? Existing stand-
ards sometimes get in the way of service provision,
some programs have no standards to ensure basic
safety, and standards do not always result in the
desired outcome-quality care (see ch. 10). In addi-
tion, limited knowledge of the characteristics and
costs of special programs makes it difficult to set
standards. Standards for nursing or social work

time, staff-to-client ratios, or services’ provided
could freeze certain programs in place and pre-
vent innovation and development of more crea-
tive ones. Research into models of care is a neces-
sary preparation for establishing standards of
care. The Federal Government could support the
research (option 3) needed to identify expected
participant outcomes in special programs, to dis-
criminate between severity of dementia and the
presence of excess disabilities, and to identify the
required inputs that result in optimal recipient
function.
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