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Despite the large number of persons affected by cog-
nitive impairment, very little is known about how they
and their families make choices and decisions about
everyday living and long-term care. Moreover, few stud-
ies have examined the concept of consumer direction,
particularly the ability of cognitively impaired persons
to delegate decision-making to other persons. This study
explored decision-making through personal interviews
with 51 respondent pairs, or dyads (i.e., the cognitively
impaired person and the family caregiver). Results sug-
gest that persons with mild to moderate cognitive
impairment are able to answer questions about their
preferences for daily care and to choose a person, usual-
ly a spouse or adult child, to make a variety of decisions
on their behalf. By recognizing both voices—those of the
care receiver and the family caregiver—we can enhance
future research and practice, foster the development of
consumer direction in long-term care, and advance pub-
lic policy to support caregiving families.
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Families and informal caregivers play a central role in
both the decision making and delivery of long-term care
for the estimated 13 to 16 million Americans with adult-
onset cognitive impairment (e.g., Alzheimer’s disease,
stroke, Parkinson’s disease, and other dementias).1 De-
spite the large number of persons affected by cognitive
impairment, we know very little about how their families
make choices and decisions about their everyday living.

According to an AARP survey2 of cognitively intact
older persons, more than two in three (67 percent) said
they had not talked with their baby boomer-aged chil-
dren about independent living issues, although they
thought it would be easy (24 percent) or very easy (56
percent) to do so. Kane3 describes the situation:

In long-term care, both the older person who
perceives a need for help and family members
who may decide to provide care have decisions
to make. One decides whether to accept care, the
other whether to give it. Each is influenced by
the other, sometimes by explicit advice and
sometimes by influences about what is impor-
tant to the other (p. 89).

This study examines decision-making by community-
dwelling persons with cognitive impairment and their
family caregivers. The family’s role in home or communi-
ty-based care is complex, and frequently, the family
becomes both “decision maker” and “service provider.”
Moreover, empowering the person with cognitive impair-
ment to make decisions can often imply empowering his
or her family support system.4 Past research suggests that
most, but not all, adults want a family member to make
health care decisions for them if they are unable to decide
for themselves.5,6 Some care receivers, however, have no
family, while others have families who are unable or
unwilling to assume the decision-making role.7 Never-
theless, few individuals make decisions entirely on their
own. It is important to understand the role of families and
other informal caregivers in the decision-making process
when a family member is cognitively impaired.8

The trend toward earlier diagnosis of dementia has
created an opportunity for earlier and more consistent
involvement in everyday care decisions by both the per-
son with cognitive impairment and the family caregiver.
As stated by Kapp.9:
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[T]he process of sharing power through frank
and concrete discussions between an older per-
son and the family, which take place while the
individual is still decisionally capable, should
lead to better, more accurate surrogate decision-
making if it subsequently becomes necessary as
a result of the individual’s mental decline.
Shared decision-making affords a chance for
continued dialogue that informs future proxies
more fully about the individual’s values and
preferences concerning later decisions (p. 785).

A growing number of families are affected by the eco-
nomic and emotional costs of providing care over the long
term. At the same time, people with cognitive and physical
disabilities are making strides toward greater autonomy
through consumer-directed care. The concept of consumer
direction in home and community-based care is premised on
the key elements of choice and control, and the philosophy
that informed consumers make choices about the services
they receive.10 Thus, the notion of who is the “consumer” in
dementia care is an important policy and practice issue for
those designing and testing long-term care service delivery
systems and interventions for persons with cognitive
impairment and their caregivers.

In recent years, there has been a proliferation of research
on health care preferences and decision-making. This
research, however, has focused largely on consumer direc-
tion regarding “end-of-life” medical care in acute settings. In
contrast, few studies have examined day-to-day care prefer-
ences and decision-making. Yet, some of the most difficult
conflicts for persons with cognitive impairment and their
families arise in “everyday” care situations at home and in
community-based settings, including financial strain about
paying for needed care. For example, tremendous family
conflict can arise over a person’s declining abilities to carry
out such daily activities as managing money, driving, or
cooking. Deciding when to bathe, what to wear, whether to
purchase and use support services (e.g., in-home care or
adult day services), or when to accept care from family
members, are other examples of everyday care situations.
For persons with cognitive impairments, decisions and
preferences about everyday care become increasingly dif-
ficult to communicate as their disease progresses and their
cognitive and functional abilities deteriorate.

The larger research project from which the present study
is drawn addressed a wider range of topics related to choice
and decision-making in everyday care for persons with cog-
nitive impairment and their family caregivers.11,12 In the pre-
sent study, we examine the ability of persons with cognitive
impairment to answer questions about daily care prefer-
ences and their involvement in decision-making. The
research focuses on three basic questions:

1. Are persons with mild to moderate cognitive
impairment able to answer questions about their
preferences for their own daily care?

2. From whom do cognitively impaired persons
prefer to receive help in their activities of daily
living (ADLs), and do the family caregivers know
their relative’s preferences?

3. How involved are persons with cognitive im-
pairment in making decisions about daily living?
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The sample consisted of 51 respondent pairs or dyads.
Individuals with cognitive impairment (N = 51) and their
family caregivers (N = 51) were recruited, using client
lists from the Family Caregiver Alliance (FCA) in the
San Francisco Bay Area and through additional commu-
nity outreach. In-person interviews with the respondent
dyads occurred between July 1998 and April 1999. Entry
criteria required that the person with cognitive impair-
ment (1) had a confirmed physician’s diagnosis of adult-
onset brain disease/disorder; (2) lived at home (i.e., in
the community rather than in an institutional setting);
and (3) was mildly to moderately cognitively impaired
(i.e., Mini-Mental State Examination (MMSE)13 score
between 13 and 26). To be eligible, the family caregiver
had to be (1) the spouse or adult child of the person with
cognitive impairment; and (2) the primary caregiver. 

Three interviews were conducted per dyad. The
interviewing sequence and process required that the
care receiver be interviewed first to determine final eli-
gibility based on the MMSE score. Within one week,
the family caregiver was interviewed, and the care
receiver was interviewed a second time to ensure the
reliability and stability of responses14 and to answer
additional questions.11
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Prospective participants were sent a letter describing
the study and were screened by phone to determine pre-
liminary eligibility. Once all eligibility criteria were met,
separate in-person interviews were conducted with the
caregiver and care receiver, generally in the respondents’
homes. (Detailed information about research procedures
is provided in a previous study by the authors.11) 
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Results are based on measuring four areas drawn from
the larger study: 
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1. Decision-making for personal care;

2. Attitudes toward receiving informal/formal
assistance;

3. Caregiver financial strain; and

4. The decision control inventory.

Decision-making for personal care. This measure was
adapted from previous studies6,15 with additional items
developed for this study. Questions were asked of both
the care receiver and the caregiver, to identify whom the
care receiver preferred to make his or her decisions in six
decision areas in the event they could not do so them-
selves. Items assessed included the dynamics of deci-
sion-making about daily care as well as potential nursing
home care. The first question was directed to the care
receiver, and a second, similar question to the caregiver:

• If there comes a time when you are unable to
make decisions for yourself about your health
care, who would you want to make these deci-
sions for you? (For each decision area—health
care, finances, personal care, social activities,
living arrangements, and possible nursing home
placement—care receivers were asked to identi-
fy the preferred decision-maker and his or her
relationship to them.)

• If there comes a time when your relative is no
longer able to make health care decisions for him-
or herself, whom do you think he or she would want
to make these decisions for him/her? (Care receiver
and caregiver responses to these questions were
compared to determine the level of agreement
within the dyads.)

The next three questions assessed how much the
respondent pairs had discussed the care receivers’ wish-
es for daily care:

• Have you and your family caregiver ever dis-
cussed your wishes concerning daily care? (A
four-point scale from “never discussed” to
“talked about it a lot” was provided.)

• How well do you feel your family caregiver knows
your wishes concerning daily care? (A four-point
scale from “very well” to “not at all” was provided.)

• To what extent does your family caregiver cur-
rently agree with your wishes for daily care? (A

four-point scale from “agrees a great deal” to
“disagrees a great deal” was provided.)

A similar set of questions assessed how much the
respondent pairs had discussed the care receiver’s wish-
es in the event he or she ever needed nursing home care,
and the final question asked respondents about the care
receiver’s actual preferences should they need such care.
The choices included remaining at home and cared for
by family, remaining at home with the assistance of paid
home care, moving to an apartment that provided meals,
or moving to a nursing home.

Attitudes toward receiving assistance. This area assessed
the care receiver’s preferences, and the caregiver’s percep-
tion of the care receiver’s preferences, regarding five cate-
gories of assistance (i.e., shopping and cooking, laundry and
housekeeping, getting up and dressing, bathing and toilet
care, and taking medications) from either family and friends
or paid helpers. In addition, if respondents generated the
response “no preference,” this was recorded. Care receiver
and caregiver responses to these questions were compared
to determine the level of agreement within the dyads. 

Caregiver financial strain. Financial burden16 was
assessed using a 10-item scale (�= .89) that included state-
ments such as “we dipped into our savings,” “we had
enough money for basic needs,” and “we had enough
money for little extras.” Response categories ranged from
“strongly agree” = 3 to “strongly disagree” = 0. Summary
scores could range from 0 to 30, with higher scores indicat-
ing higher levels of perceived financial strain.

Decision control inventory (DCI). The care receiver’s
level of involvement in 15 areas of daily decision-mak-
ing were assessed (e.g., what to spend money on, when
to get up). The DCI was adapted from a previous version
used for persons with developmental disabilities.7 Care
receivers were asked to describe their level of involve-
ment in decision-making in each area on a four-point
scale: 0 = not at all involved; 1 = a little involved; 2 =
fairly involved; 3 = very involved. The caregiver also
was asked how involved their relative was in the 15 deci-
sion areas. The summary scores were calculated by com-
bining the 15 items separately for the care receiver and
the caregiver, with a potential range of 0 to 45 (higher
scores indicating greater involvement). Internal consis-
tency as measured by Cronbach’s alpha was .79 for the
care receiver and .86 for the caregiver.
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The majority of the persons with cognitive impair-
ment were male (68.7 percent), white (74.5 percent),
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married (78.4 percent), and averaged 75.6 years of age
(SD = 10.0, range 39-89 years). Most (68.6 percent) had
at least some college education. The most commonly
diagnosed brain disease/disorder was Alzheimer’s dis-
ease (51.0 percent), followed by other dementias such as
frontal lobe, Lewy body, or vascular dementia (13.7 per-
cent); stroke (11.8 percent); nonspecific dementia (9.8
percent); Parkinson’s disease (7.8 percent); and other
disorders (5.9 percent). The average MMSE score of
care receivers was 20.8 (SD = 4.06, range 13-26) with
two-thirds (67 percent) considered mildly cognitively
impaired (MMSE score between 20 and 26) and one-
third (33 percent) considered moderately impaired
(MMSE score between 13 and 19).

The family caregivers were mostly female (78.4 per-
cent), white (78.4 percent), married (80.4 percent), and
were on average 64.5 years of age (SD = 14.6, range 30-
90 years), although over half (51 percent) were at least

65 years of age. More than two-thirds (68.7 percent)
were spouses and one-third (31.3 percent) were adult
children caring for a parent or parent-in-law. The majori-
ty (84.3 percent) had at least some college education.
Most (23.5 percent) reported an annual family income of
between $40,000 and $49,000 a year (1997 dollars), with
nearly two-thirds (62.6 percent) reporting annual family
incomes over $30,000. Almost half were retired (49.0
percent), while one-third (33.3 percent) were in the labor
force. On average, caregivers had been caring for their
relatives for 3.1 years (SD = 3.4, range 1-23 years).
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In each of the six areas surveyed, at least 90 percent of
care receivers were able to identify someone they pre-
ferred to handle decision-making. The greatest numbers
were able to name a person to make health care decisions
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Table 1. Care receiver (CR) and caregiver (CG) responses as to who would make decisions
about different tasks if the care receiver was unable to do so (%)

Task

Primary
family 

caregiver

Other 
family

member

Paid
provider No response Total 

percent in
agreement

Kappa P
value

CR CG CR CG CR CG CR CG

Health care 

(Percent in agreement)

75 84 20 14 6 2 0 0
(87) .601 .00

(73) (12) (2) (n/a)

Finances

(Percent in agreement)

78 84 20 16 0 0 2 0
(83) .427 .00

Personal care

(Percent in agreement)

(73) (10) (n/a) (0)

73 80 22 16 4 0 2 2
(81) .487 .00

(67) (12) (0) (2)

Social activities

(Percent in agreement)

75 84 22 14 0 0 4 2
(79) .368 .00

(69) (10) (n/a) (0)

Living arrangements

(Percent in agreement)

67 82 24 18 2 0 8 0
(73) .330 .00

(61) (12) (0) (0)

Possible nursing home

(Percent in agreement)

65 76 24 18 0 0 12 6
(75) .442 .00

(61) (12) (n/a) (2)

Average percent in agreement (67) (11) (1) (0)

Note: Summed percentages do not always equal 100% because of missing values or rounding.



(100 percent), followed by finances (98 percent), per-
sonal care (98 percent), social activities (96 percent), liv-
ing arrangements (92 percent), and the possibility of
nursing home placement (89 percent). The person most
often chosen by care receivers to make these decisions
was the primary family caregiver (74 percent), followed
by another family member (19 percent) or a paid service
provider (2 percent). The remaining care receivers did
not name anyone (5 percent).

Caregivers were also asked to name whom they
thought their cognitively impaired relative would want
to make decisions for them. As shown in Table 1, care-
givers’ responses were congruent with the receivers’
responses (kappa values ranging from .33 to .60, p < .00)
in all six domains. Specifically, the majority of the dyads
agreed that the care receiver would want their primary
caregiver to make decisions (61 percent to 73 percent),
whereas 10 to 12 percent of dyads agreed that the care
receiver would want other family members to help.

Both care receivers and family caregivers were asked
the extent to which they had discussed feelings about
daily care and nursing homes with each other, and how
well caregivers knew the care receiver’s preferences

regarding these two issues. The results of a paired t-test
revealed that care receivers felt they had discussed pref-
erences about daily care significantly more often than
nursing home care. (M = 2.91 vs. 2.50, t = 3.08, p < .01)).
Despite this, when care receivers were asked how well
they felt their family caregivers knew their wishes, there
were no differences between daily care and nursing
home care (M = 3.35 vs. 3.46). In other words, although
care receivers felt they had discussed preferences
regarding daily care more than feelings about nursing
home care, they felt their caregivers knew their wishes in
both areas equally well.

On the other hand, family caregivers reported no sig-
nificant differences in the amount of discussion of feel-
ings about daily care and nursing home care (M = 2.73
vs. 2.61). They did believe, however, that they knew sig-
nificantly more about their relative’s daily care issues
than nursing home issues. (M = 3.41 vs. 3.10, t = 2.53, p
< .05). When dyads with spouse caregivers (n = 35) were
compared to those with adult child caregivers (n = 16),
no differences were found in the care receivers’ respons-
es to questions regarding the amount of discussion about
daily or nursing home care. 
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Table 2. Care receiver (CR) and caregiver (CG) responses as to who would make formal
and informal ADL decisions if the care receiver were unable to do so

Task
Family/friends Paid helper No preference Total 

percent in
agreement

Kappa
CG CR CG CR CG CR

Shopping and cooking

(percent in agreement)

78 78 14 10 8 12

(60) (0) (0)
(60) -.087

Laundry and house cleaning

(percent in agreement)

45 61 41 26 14 12
(36) -.065

(28) (8) (0)

Getting up and dressed

(percent in agreement)

57 75 24 14 18 8
(51) .086

(45) (4) (2)

Bathing and toilet care

(percent in agreement)

47 61 33 31 18 4
(41) .033

(31) (10) (0)

Taking medications

(percent in agreement)

69 86 2 2 12 12
(63) .045

(61) (0) (2)

Average percent in agreement (45) (4) (1)

Note: Summed percentages do not always equal 100% because of missing values or rounding.
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For all categories of daily living, care receivers pre-
ferred help from family and friends over help from paid
assistants, and caregivers were generally aware of this
preference. (Total agreement ranged from 36 to 63 per-
cent. See Table 2.) Specifically, the respondent pairs
were most likely to agree on the person who would help
in taking medications (63 percent), shopping and cook-
ing (60 percent), getting up and getting dressed (51 per-
cent), bathing and toilet care (41 percent), and laundry
and housecleaning (36 percent). More often than not,
when the caregiver and care receiver were in agreement,
the care receiver had expressed a preference to receive
help from family or friends.
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Indicators of financial strain were assessed using a
10-item scale that included questions about decreased
earnings, out-of-pocket expenditures for care, and relat-
ed issues. Summary scores ranged from 0 to 24 with a
mean summary score of 10.2 (SD = 5.5) and a mean item
score of 1.0 (SD = 0.6). Responses from both care
receivers and caregivers on the amount of discussion of
daily care or potential nursing-home care did not signifi-
cantly correlate with financial strain, nor did the level of
agreement about daily care preferences. Significant cor-
relations were found, however, between financial strain
and the care receiver’s responses to the question, “How
well do you feel your caregiver knows your wishes for
daily care?” For example, the more financial strain care-
givers reported at the end of the month, the less the care
receivers felt the caregivers knew their preferences for
daily care (r = -.286, p = .046). The lower the care receiv-
er’s income, the less the care receivers felt the caregivers
knew their wishes (r = .663, p = .014) when the caregiver
was an adult child. A similar correlation was found
between the care receiver’s income and how much
knowledge the care receiver felt the adult-child caregiv-
er had about their nursing home care preferences (r =
.734, p = .004). A final correlation indicated that higher
out-of-pocket monthly caregiving expenses for adult
child caregivers were associated with caregivers who
knew more about the care receiver’s preferences for
nursing home care (r = .553, p = .033).

Correlations were also used to test the relationship
between financial strain and differences in decision-
making scores within the dyad. Scores were computed
by subtracting the care receiver’s responses to care-pref-
erence questions from the caregiver’s responses to the
same questions. For example, if a caregiver believed he

knew his relative’s preference for daily care very well
(response = 4), but the care receiver believed the care-
giver did not know his wishes at all (response = 1), the
difference score would be high (4 - 1 = 3), and the dyad
was considered incongruent. Difference scores from the
question “How well does the caregiver know the care
receiver’s wishes for daily care?” were significantly cor-
related with two of the financial strain variables, i.e.,
“Compared to a year ago, are your monthly expenses
more or less?” (r = .381, p = .007), and the summary
score of financial strain (r = .329, p = .021). Both correla-
tions indicate that, as financial strain increased, the
dyad’s responses became less congruent. 

��������������������������

In responding to questions assessing the care receiv-
er’s level of involvement in 15 dimensions of daily liv-
ing decisions, summary scales ranged from 13 to 42 for
the care receiver and from 5 to 41 for the caregiver. As
shown in Table 3, care receivers believed they were
more involved in decision-making than caregivers think
they are (M = 28.42 vs. M = 25.07, t = -2.76, p < .01).
However, at the item level, care receivers reported being
significantly more involved in six activities than their
caregivers reported they were (i.e., what to spend money
on, visiting with friends, what foods to buy, being physi-
cally active, choosing places to go, and getting medical
care). Only two activities (i.e., when to go to bed and
whether to have a pet) showed significant differences in
the other direction, with the caregiver reporting the care
receiver more involved than the care receiver reported
him- or herself. No differences were found in the seven
remaining activities.
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The results of this study indicate that persons with
mild to moderate cognitive impairment are able to com-
municate preferences for daily care and to choose a per-
son to make a variety of decisions for them in the event
they no longer are able to do so themselves. At least 90
percent of the care receivers were able to identify a person
to make decisions for them in the areas of health care,
finances, personal care, social activities, living arrange-
ments, and potential nursing home placement. In almost
all cases (93 percent), the identified person was the family
caregiver or another family member. Moreover, care-
givers’ responses were congruent as to who they thought
their relative would want to make decisions in all five
areas of daily living. In all aspects of personal care, care
receivers preferred help from family and friends to paid
help. These findings support prior research suggesting
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that older persons who have families prefer to pass deci-
sion-making and daily care responsibilities on to family
members.4,6

Results also showed that care receivers were able to
voice specific preferences about whom they wanted to
make decisions for them in broad categories of care.
Their responses were congruent with the caregivers’ per-
ception of their preferences. However, the dyads were
not in agreement on questions requiring them to choose
between informal or formal care providers and who
would help with specific activities of daily living (e.g.,
shopping, dressing, bathing). One explanation for these
divergent findings is that care receivers may be able to
name a trusted individual to make broad care decisions
for them but not to assist them with specific day-to-day
tasks.

Our findings suggest that persons with cognitive
impairment discussed their wishes about daily care with
their family caregivers more often than they discussed their
preferences about nursing home care. Yet, care receivers felt
that their caregivers knew their wishes concerning both
aspects of care equally well. Conversely, caregivers felt they
had discussed the care receiver’s wishes in both areas equal-
ly but that they knew the care receiver’s wishes for daily care
better. This difference may be because family caregivers
deal with the challenges of in-home care on a daily basis.
Nursing home issues are neither immediate nor paramount
when care receivers are still fairly high-functioning.
Moreover, families often avoid talking about difficult mat-
ters, such as out-of-home placement. (In this study, the vast
majority—73 percent—of care receivers said it was very
important to them not to live in a nursing home.)

243American Journal of Alzheimer’s Disease and Other Dementias
Volume 17, Number 4, July/August 2002

Table 3. Decision control inventory: Mean scores* and t-values

Decision Caregiver Care receiver t-value

What to spend money on 0.78 1.82 -6.10a

Visiting with friends 1.39 1.75 -1.84b

What foods to buy 0.90 1.62 -4.82a

Being physically active 1.73 2.20 -2.83a

Choosing places to go 1.20 1.84 -3.67a

Getting medical care 1.61 2.16 -2.94a

When to go to bed 2.49 2.18 2.31c

Having a pet 1.65 1.34 1.76b

Expressing affection 2.15 2.14 .06

What to eat at meals 1.51 1.73 -1.32

Participating in religious or spiritual activities 1.64 1.47 .84

What clothes to wear 2.00 2.12 -.78

Choosing where to live 1.90 1.86 .20

When to get up 2.20 2.24 -.35

What to do in spare time 1.96 2.04 -.68

Summary score 25.07 28.42 -2.76a

* Scale: 0 = not involved at all; 1 = a little involved; 2 = fairly involved; 3 = very involved; a p < .01; b p < .10; c p < .05.



The potentially negative effect of financial strain on
the dyads’ level of congruence was also a significant
finding. Specifically, care receivers with financially
strained caregivers reported feeling that their caregivers
did not know their wishes for daily care. Increased finan-
cial strain among caregivers was also associated with
disagreement on how well the caregiver knew the care
receiver’s preferences. Families experiencing the multi-
ple and long-term stressors that accompany caregiving
may find that discussions about the care receiver’s daily
care wishes are not a priority. Instead, they worry about
how they are going to get through each day. Care
receivers who feel their caregiver is experiencing finan-
cial strain may not want to “make matters worse” or
more stressful for the caregiver, so they do not make
their preferences known. Unfortunately, if the dyad does
not discuss these issues, they will not engage in advance
planning; this, in turn, could cause increased strain and
impoverishment over the long term.

In conclusion, we found that, overall, care receivers
perceived they were more involved in making decisions
than their caregivers felt they were. Further study is
needed to know whether these differing perceptions
reflect the care receiver’s wish to stay involved in deci-
sion-making rather than their actual involvement in it.

Although similar to many samples in the literature,7,14

our relatively small, nonrandom, and cross-sectional
sample limited this study’s ability to be generalized to
the larger, more diverse population. However, the find-
ings add to the growing body of evidence that persons
with early to moderate cognitive impairment are able to
articulate choices and preferences for themselves, and
prefer that family members act as consumers on their
behalf if they cannot do so. In other words, the care
receiver was able to make a consumer-directed choice to
have a family member act as a consumer on his or her
behalf. This is particularly important in home and com-
munity-based care programs, where the goal of practi-
tioners may be to maintain the well-being of the family
caregiver so that they can continue to provide care to
their relative and honor the care receiver’s preferences to
live at home. 

The challenge is to educate practitioners, policymak-
ers, and researchers to balance the preferences of the per-
son with cognitive impairment and the needs and of the
family caregiver. Reconciling these sometimes divergent
perspectives will continue to challenge those who work
with persons with cognitive impairment and their fami-
ly caregivers. By recognizing and respecting both voic-
es—those of the care receiver and the caregiver—we
can enhance future research and practice, foster the

development of consumer direction in long-term care, and
advance public policy to support caregiving families.
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