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Abstract

Introduction: More persons with dementia are residing in the community as many

countries shift from residential care to home and community care. Although there are

many forms of care and support available to avoid crisis situations and prolong com-

munity living, it remains unclear how these are valued by community-dwelling persons

with dementia and their informal caregivers. Understanding perspectives of persons

with dementia and informal caregivers on care characteristics is a vital step in valuing

care services. This study aims to prioritize care characteristics for community-dwelling

persons with dementia and informal caregivers with the use of an innovative mixed-

methods approach.

Methods: Six mixed focus groups were conducted in The Netherlands with persons

with dementia (n= 23) and informal caregivers (n= 20), including a quantitative rank-

ing exercise that prioritized seven care and support characteristics from "most impor-

tant" to "least important," followed by a group discussion about the prioritization.

Audio recordings were transcribed and analyzed using thematic analysis.

Results: The ranking exercise and discussion showed that persons with dementia

favored in-home care, help with daily activities, and social activities, whereas informal

caregivers favored social activities, information about dementia, navigating the health

care system, and emotional support.

Discussion: Persons with dementia prioritized day-to-day activities, whereas informal

caregivers preferred assistance with organizing care and coping with caregiving. This

study created amethod to capture the care preferences of persons with dementia and

informal caregivers.
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1 BACKGROUND

The number of persons with dementia in developed countries is

estimated to nearly double to 14.3 million by 2050.1 Demen-
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tia is one of the most expensive conditions in the world, par-

ticularly toward the end-of-life.2 The Netherlands is the highest

spender on long-term care of all Organisation for Economic Coop-

eration and Development (OECD) countries.3 The overall costs of
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dementia correspond to 10.3% of the total Dutch health care

budget.4

In 2015, The Netherlands instituted various policies to reduce the

costs of long-term care, including dementia care, by shifting residen-

tial care to home and community care.5,6 The literature is scant on

whether these policies decreased nursing home stays and reduced

costs, or if extended in-home stays triggered crises situations, lead-

ing to unplanned hospitalizations, institutionalization, and increased

costs. To prevent crisis situations of community-dwelling persons with

dementia, care services should be tailored to the needs of personswith

dementia and their informal caregivers, because unmet needs are asso-

ciated with lower quality of life7,8 and nursing home placement.9,10

The Netherlands has many care services available for community-

dwelling persons with dementia and their informal caregivers such as

day care, home care, and casemanagement. Peeters et al. 11 found that

92.6% of Dutch dementia informal caregivers received a form of pro-

fessional support. However, 67.4% indicated that they needed more

additional support. VanDerRoest et al. 12 found that themost frequent

unmet care needs of persons with dementia and caregivers were infor-

mation on dementia, psychological distress, and daytime activities. Uti-

lization of dementia care services candependon factors such as aware-

ness of services, accessibility, affordability, and appropriateness to the

user.13 There is an evidence gap on how persons with dementia and

informal caregivers value available care services. Providing care pack-

ages that include care services that are valued by persons with demen-

tia and their informal caregivers may help prolong community living

and avoid crisis situations.

Unfortunately, personswith dementia are frequently excluded from

policy development and evaluation because communication is often

perceived as challenging. Recent evidence shows that persons with

dementia can express their needs well.8,12 Other studies showed

the importance of including persons with dementia in quality-of-life

research.14,15 However, methods to include persons with dementia in

research valuing care services are lacking. Understanding the perspec-

tives of both persons with dementia and informal caregivers is a vital

step in valuing care services. Basedon theknowledgeandmethodology

gap, this study aims to prioritize care characteristics for community-

dwelling persons with dementia and informal caregivers using an inno-

vative mixed-methods approach.

2 METHODS

2.1 Design

A focus group discussion including a quantitative ranking exercise was

chosen to prioritize care characteristics for personswith dementia and

their informal caregivers. Focus groups create an environment to share

experiences thatmay trigger recall, which can be beneficial for persons

with dementia to help overcome verbal communication and memory

impairment.16,17 Persons with dementia and informal caregivers par-

ticipated in mixed focus groups. This allowed participants to share and

build on each other’s knowledge. Informal caregivers could not partic-

RESEARCH INCONTEXT

1. Systematic review: The authors reviewed literature pri-

marily using PubMed. Several publications described care

needs of community-dwelling persons with dementia and

informal caregivers; however, no studies performed a

qualitative study that prioritized care and support of

community-dwelling persons with dementia and informal

caregivers.

2. Interpretation: Our findings led to an in-depth under-

standing of how persons with dementia and informal

caregivers prioritize care and support characteristics dif-

ferently. Providing care packages that include preferred

care and support options of persons with dementia and

informal caregivers may prolong community living for

persons with dementia.

3. Future directions: The use of this innovative approach

enabled personswith dementia to be included in research

and can be applied in other study settings. Preferences

found in this study can inform a future larger study quan-

tifying the care preference of community-dwelling per-

sons with dementia and informal caregivers.

HIGHLIGHTS

∙ Focus groups can enable persons with dementia to priori-

tize care options

∙ Persons with dementia and informal caregivers prioritize

care options differently

∙ Persons with dementia favor options that assist with day-

to-day care

∙ Informal carers favor options that assist with organizing

and coping with care

ipate in the same focus group as the person with dementia they cared

for participated because we found in a previous interview study18 that

caregivers tended to speak for the person they care for, which can

impede free discussion. This studywasdesignedusing consolidated cri-

teria for reporting qualitative research (COREQ) guidelines (Appendix

A).19 An ethical waiver was obtained from the ethics committee at the

AmsterdamUniversityMedical Centre (W20_001 #20.025).

2.2 Participant selection

We recruited participants through 5 day-care centers across The

Netherlands and a dementia-support organization. Potential par-

ticipants were informed about the aim of this study with an
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information letter and were approached in-person, via telephone, or

email by the staff of the day-care or dementia organization. Persons

with Alzheimer’s disease and other dementias (further referred to as

persons with dementia) were eligible if they obtained a diagnosis of

Alzheimer’s disease or other dementias from a general practitioner

or medical specialist (see appendix A), resided at home, were able to

understand the consent process, and had the cognitive and verbal abil-

ity to participate in a group discussion. No specific test was used to

examine cognitive functioning. Eligibility was assessed by the day-care

organization staff based on their experiences with the persons with

dementia. Informal caregiverswereeligible if theywere involved in car-

ing for a personwith dementia as a family member or friend.

2.3 Setting

Six focus groups were conducted between December 2019 andMarch

2020 that lasted between 90 and 120 minutes. All focus groups were

facilitated by JW, who has a background in physical therapy, experi-

ence in working with persons with cognitive impairments, and exten-

sive experience in conducting focus groups. The focus groups took

place at the recruitment locations to ensure a safe and familiar envi-

ronment. A second researcher was present to record field notes. Par-

ticipants answered a short questionnaire with demographic questions

and signed informed consent before participating. In addition, we con-

tinuously remindedparticipantsduring the focusgroups that theywere

participating in research to ensure participants remained informed

of the principles of the research and were happy to continue to be

involved in the focus group.20

2.4 Data collection

Thecontent of the focus groupwasbasedonpreviously publishedwork

that investigated the views of informal caregivers and persons with

dementia living at home about components of care they considered

enhance living at home safely.18 From this article, we identified seven

care characteristics that were important to maximize time at home for

persons with dementia while avoiding crisis situations: (1) help with

daily activities, (2) in-home care, (3) social activities, (4) emotional sup-

port, (5) information about dementia, (6) navigating the health system,

and (7) in-home adaptations and tools. We created cards of each char-

acteristic containing easy to understand visual and written informa-

tion.Wedevelopeda focus groupguide including three rounds to struc-

ture the focusgroupdiscussion: (1) an introduction round toexplain the

seven care characteristics using the cards; (2) persons with dementia

and informal caregivers all received a set of the seven cards, which they

used to individually rank the care characteristics on a ranking format

from one "most important" to seven "least important"; and (3) discus-

sion to understand the rationale of the ranking, and detect any other

additional care characteristics (see focus group design in Appendix

B). Piloting the focus group protocol and the ranking cards included

discussions with informal caregivers, geriatricians, physiotherapists,

health economists, and dementia care support organization staff. All

focus groups were audio recorded and transcribed verbatim.

2.5 Data analysis

Transcripts were analyzed through thematic analysis as proposed by

Braun and Clarke21 "to systematically identify, organize, and offer

insights into patterns of meaning across the written data." A coding

scheme was developed to deductively code the seven care character-

istics. Inductive coding was used to understand the rationale behind

the importance of each care characteristic. JW analyzed all transcripts,

whereas NL and JMV independently analyzed the first three tran-

scripts. Coding and analyses were discussed to enhance investigator

triangulation. All data were analyzed usingMAXQDA2018V.18.2.0.

To cross validate the qualitative results, sum scores of the ranking

exercise per care characteristic were created. To determine if there

was a group difference in the ranking between persons with dementia

and informal caregivers aMann-WhitneyU testwas used. SPSS version

25.0 was used for analysis.

3 RESULTS

Background characteristics of the study participants are presented in

Table 1.

3.1 Ranking of care characteristics

No new care characteristics were added by participants to the seven

initial care characteristics. Table 2 shows that persons with demen-

tia significantly ranked all care characteristics differently compared to

informal caregivers except for social activities. Persons with demen-

tia found in-home care, help with daily activities, and social activi-

ties more important than the other care characteristics. Informal care-

givers found social activities, information about dementia, navigating

the health care system, and emotional support more important than

the other care characteristics.

3.1.1 In-home care

In-home care was ranked as most important by persons with dementia

compared to the other care characteristics (see Table 2). Most infor-

mal caregivers and personswith dementia indicated that they received

home care, which aided with activities of daily living such as wash-

ing, cleaning, or dressing. Often informal caregivers performed sev-

eral of these care tasks themselves; however, due to the increased

dementia symptoms of the person they cared for, whereas their own

physical fitness decreased over time, assistance with activities of daily

livingwas needed. Participants also indicated that the home carework-

ers helped with medication compliance and safe drug intake because
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TABLE 1 Characteristics of participants in frequencies

Total Group 1 Group 2 Group 3 Group 4 Group 5 Group 6

Total (N): 43 9 6 5 8 7 8

Persons with dementia (N): 23 2 3 2 5 3 8

Age (mean, SD): 80.6 (7.5) 70.5 (10.6) 84.0 (10.4) 81.5 (10.6) 80.4 (7.4) 79.0 (4.2) 82.2 (5.9)

Sex (N):

Male 5 1 0 1 1 2 0

Female 18 1 3 1 4 1 8

Has informal caregiver 23 2 3 2 5 3 8

Informal caregivers (N): 20 7 3 3 3 4 0

Age (mean, SD) : 69.0 (11.1) 63.3 (10.1) 76.6 (13.7) 67.0 (13.1) 69.3 (3.2) 73.0 (13.3) –

Sex (N):

Male 5 2 1 1 1 0 –

Female 15 5 2 2 2 4

Relation to persons with

dementia (N):

Partner 10 2 2 2 1 3 –

Child 7 5 0 0 1 1

Relative 2 0 0 1 1 0

Close friend 1 0 1 0 0 0

Expect persons with dementia to

stay home until (N):

Death 10 2 2 2 2 2 –

Several more years from now 6 2 1 0 1 2

Less than a year 2 1 0 1 0 0

Already in care facility or

deceased

2 2 0 0 0 0

TABLE 2 Care characteristic ranking scores of persons with
dementia and informal caregivers

Care characteristic

Personswith

dementia

(n= 23) sum

of ranksa

Informal

caregivers

(n= 20) sum

of ranksa

Group

differences

P-valueb

In-home care 69 93 .002

Help with daily activities 70 92 .005

Social activities 71 53 .403

In-home adaptations 101 130 .009

Information about

dementia

105 59 .015

Navigating the health

care system

109 62 .017

Emotional support 116 71 .001

aSum scores of ranked care characteristic, stratified for persons with

dementia and informal caregivers. Lower scores indicate greater impor-

tance, and higher scores indicate lower importance. Results are ordered by

the ranking scores of persons with dementia.
bMann-Whitney U test: between-group differences in ranking of persons

with dementia versus informal caregivers.

many personswith dementia had co-morbidities that required complex

drug regimens.

“I receive home care for my husband because he is very

heavy and does not cooperate with me when I try to

wash him. When I need help, I can call, and they will

come right away. I cannot wash himmyself. If we did not

receive this care, he could not live at home anymore. It

would be too burdensome.”

(Informal caregiver, female, 84-years-old)

3.1.2 Help with daily activities

Help with daily activities was ranked as important compared to other

care characteristics by persons with dementia, whereas informal care-

givers ranked it less important. Many participants indicated that they

received assistance with instrumental activities of daily living (IADLs)

like groceries, finances, and household tasks. Even though informal

caregiversmentioned they performedmany of these tasks themselves,

they indicated that without regular assistance of a professional, the
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personwithdementiawouldnot live at home.Older caregivers increas-

ingly experienced performing IADLs as burdensome because their own

health and physical fitness was decreasing over time. Furthermore,

informal caregivers explained that assistancewith IADLs enabled them

to do other activities instead of only caring for the personwith demen-

tia. Persons with dementia who were living alone indicated that help

with IADLs was indispensable to them because performing these tasks

themselves was too difficult.

“Once a week I receive help with household activities.

She cleans the toilet, vacuums, mops the floor, cleans

the kitchen, and occasionally cleans the window and all

other tasks that need tobedone. I cannot perform those

tasks anymore. It’s necessary that someone comes to

help.”

(Personwith dementia, female, 87-years-old)

3.1.3 Social activities

Social activities were prioritized as the most important care charac-

teristic by informal caregivers. Persons with dementia also frequently

scored social activities as important. Preferences of social activities

varied between formal social activities like day-care centers, and infor-

mal social activities like walking groups, gymnastics, andmusic-related

groups. Social activities were found essential for persons with demen-

tia because it helped structuring the day, stimulated active behavior,

and provided social interactions with peers.

“What I enjoy the most is that we all get along well. [..]

Yes, socializingwithother people, you really get to know

each other here.”

(Personwith dementia, male, 82-years-old)

Day-care centers were helpful for informal caregivers because they

provided a formof respite care.When the personwith dementiawas at

the day-care center, informal caregivers could do other activities that

would be impossible to do if the person they cared forwas around. Fur-

thermore, day-care centers provided valuable opportunities for care-

recipient–informal caregiver involvement, and opportunities for care-

giver peer support.

“I asked many times if my partner could come more

often to the day care center so I have more time for

myself. Sometimes I feel that I need to do something for

myself without worrying about caring for him. Drinking

a cup of coffee with a friend, simple things that I need

rechargemy batteries.”

(Informal caregiver, female, 63-years-old)

3.1.4 In-home adaptations and tools

Informal caregivers and persons with dementia ranked in-home adap-

tation less important compared to other care characteristics. Partici-

pants noted that the need for in-home adaptations and tools increased

over time, and was based on the physical condition of the person with

dementia and living situation (e.g., residing in an age-friendly apart-

ment). Most participants indicated that they already had home adap-

tations and used tools designed for persons with dementia. Installing

age-friendly bathrooms, chairlifts, and grips in the house were needed

to ensure safety and increase autonomy in daily living activities like toi-

leting. Participants found tools like GPS systems and emergency but-

tons helpful, as they promoted independence for persons with demen-

tia. Persons with dementia explained that using these tools increased

their own feeling of safety.

“Grips and a GPS system so my husband can bike or

walk on his own. I do not always have to accompany him

because I can trace him. And of course, grips to prevent

falls and an emergency button around his neck. I use

them for him to remain independent.”

(Informal caregiver, female, 74-years-old)

3.1.5 Information about dementia

Information about dementia was prioritized as important by informal

caregivers and less important by persons with dementia, compared

to other care characteristics. Persons with dementia found it impor-

tant to know what the diagnose dementia entailed and how it devel-

ops over time. Informal caregivers viewed information as a require-

ment to care for someone with dementia. Because dementia symp-

toms increase over time, they indicated there was a continuous need

for information provision. In the early stage, information was needed

about diagnoses and symptomdevelopment. In themiddle stage, infor-

mation on receiving assistance with daily living, behavioral changes,

care options, and coping strategies was needed. In the late stage, infor-

mationwas needed about extensive assistancewith daily living and the

procedures of transferring to a long-term care facility. Many partici-

pants indicated the preferred source of information was the caseman-

ager. Some participants indicated they followed a course about demen-

tia offered by the day-care center or casemanager.

“The moment after all the medical examinations, when

they told me I have dementia, I wanted to know every-

thing about it. What is dementia and what is going to

happenwithme? How does this develop over time?”

(Personwith dementia, female, 63-years-old)
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“I wanted to know everything about dementia. From

there I can react on the things that need to be done. The

moment you have knowledge you can act on it.”

(Informal caregiver, male, 82-years-old)

3.1.6 Navigating the health care system

Navigating the health care system was ranked as important by infor-

mal caregivers and less important by persons with dementia compared

with other care characteristics. Navigating the health care system was

mostly the responsibility of the informal caregiver. Informal caregivers

stated that thehealth care systemwas too complex for a layperson, and

difficulties were experienced with organizing care and financial mat-

ters such as reimbursements. Furthermore, many laws and regulations

of dementia care changed regularly, which made navigating the health

care system a persistent challenge.

“It is like jumping in the deep end. You have no clue

where to start with arranging everything.”

(Personwith dementia, female, 72-years-old)

“It means that you have the tools to know where to go,

for example where I have to go to arrange care. I think

then you make a big step providing care for your part-

ner. In my case, it eases my mind that if I cannot figure

out what to do, there is someone there for you like a

casemanager.”

(Informal caregiver, male, 78-years-old)

Participants indicated that their case manager helped solve some

of their difficulties; however, the case manager was only available for

a limited amount of time. Some participants contacted a telephone

helpdesk of a patient federation, but the information provided was too

general and not tailored to their local and personal situations.

3.1.7 Emotional support

Informal caregivers prioritized emotional support, whereas persons

with dementia ranked it less important. Persons with dementia men-

tioned that they needed emotional support when they received the

dementia diagnosis and realized how dementia would influence their

life. Informal caregivers expressed their need for emotional support

because caring for a person with dementia was experienced as men-

tally challenging. They explained that emotional support helped to

relieve care-related stress and provided recognition of their caregiver

burden.

“I have the feeling that I am taking care of a little child.

My wife was diagnosed two years ago. I continuously

must care for her, keepher active,maintain her personal

hygiene, prepare meals, you name it. She is also very

stubborn which makes it very burdensome. It is impor-

tant that there is someone who understands you, who

tells you this is normal, and listens to your concerns.”

(Informal caregiver, male, 69-years-old)

Informal caregivers and persons with dementia explained that they

discussed most of their concerns with their case manager. However,

the case manager’s availability was often limited. Informal caregivers

also appreciated peer support groups as a form of emotional support

because it provided the opportunity to share their experiences with

other caregivers. Furthermore, informal caregivers mentioned they

contacted a telephone support number of a dementia patient federa-

tion. This was seen as useful because they received immediate coun-

seling while staying anonymous; however, others experienced this as

impersonal. Several informal caregivers visited a psychologist but felt

that the professional was not specialized enough to support themwith

stressors specific to coping with dementia caregiving.

4 DISCUSSION

This study created a mixed-methods approach that enabled persons

with dementia and informal caregivers to prioritize care character-

istics and elicit the rationale behind their ranking decisions. Persons

with dementia favored care characteristics that assisted with day-to-

day activities, whereas informal caregivers favored characteristics that

assisted with organizing care and psychological support.

Our study showed that informal caregivers and persons with

dementia have different preferences regarding care services. This is

consistent with Monin et al. 8 who found that perceptions on unmet

needs differed between informal caregivers and persons with demen-

tia. A possible explanation for differences in care preferences found in

this study may be that organizing care is mainly done by the informal

caregiver, and therefore the complexity and burden thereof is experi-

enced by caregivers. In addition, informal caregivers have to cope with

disruptive behaviors of the person with dementia, which is a known

driver leading to caregiver distress.22 This is in line with the findings

of Peeters et al. 11 who found that informal caregivers in The Nether-

lands report that theyneedadditional supportwith organizing care and

coping with caregiving. Regarding emotional support, caregivers men-

tioned that specific knowledge on dementia caregiving of the person

providing the support is important to help with caregiver-related dis-

tress. Therefore, emotional support should be provided by profession-

als such as the case manager, or peer support groups, that are familiar

with dementia caregiving. These findings imply that care packages for

informal caregivers require services that address support with organi-

zation of care and caregiver related emotional support.
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Informal caregivers might have scored support with day-to-day

activities as less important because they viewed this as their own

responsibility, which they wanted to perform themselves for as long

as possible. Furthermore, most informal caregivers that participated

in this study already received services that supported with day-to-

day activities. However, performing ADL and IALD tasks were still

perceived as burdensome, consuming most time of the day. Aging

and decreased physical fitness of the informal caregiver contributed

to higher care burden. These results are in accord with recent

reports indicating that many informal caregivers are of older age

themselves,23,24 and their decreasing health can impede caregiving

abilities.25 Services that are flexible and tailored to the needs of infor-

mal caregivers might leave room for activities other than caregiving,

contributing to their lives in ameaningful way.

Similarities in care preferences between informal caregivers and

persons with dementia were also found in this study. Both preferred

social activities above most other care characteristics. Social activities

especially in day-care centers were perceived beneficial for the infor-

mal caregiver (ie, reduce caregiver burden, information provision) and

the care recipient (ie, increase of socialization, reduce passive behav-

ior). These findings are consistent with previous studies that found

that day-care centers were associated with reducing caregiver burden

and improved the competence of caring by information provision.26,27

Moreover, higher perceived social support by dementia family care-

givers is associated with higher levels of quality of life.28

The ranking results of our study are comparable with those of Tea-

han et al. ,29 an Irish study establishing priorities of support services

for dementia informal caregivers. They found that social activities in

the form of day care was preferred over most other support ser-

vices. Inconsistent with our results, Teahan et al. 29 found that services

related to organizing and coordinating care were ranked as less impor-

tant by informal caregivers. This discrepancy might be attributed to

differences in health care systems, and available care services in each

country.

Previous efforts quantifying care preferences of community-

dwelling persons with dementia and informal caregivers used discrete

choice experiments.30,31 Discrete choice experiments are a method

commonly used to quantify a target groups’ care preferences.32 Pre-

vious discrete choice experiments reported consistent with our study

results that informal caregivers preferred respite care, emotional sup-

port, and information about coping with dementia while persons with

dementia preferred social activities30,31 despite the discrete choices

occurring in other countries that might have a different status quo to

available care. However, these studies did not include detailed analysis

of differences in care preferences between personswith dementia ver-

sus informal caregivers. Our study implies that considering group dif-

ferences is needed as care preferences between persons with demen-

tia and informal caregivers can vary. Furthermore, some care charac-

teristics of the selection used in these previous studies like memory

aids and relaxation therapy30,31 were found irrelevant by participants

of our study, whereas other important care options like navigating the

health care systemwere not included. This implies that care character-

istics used in the quantification of care preferences should be selected

carefully, taking into consideration the context of participants. Prefer-

ences found in this study can inform a future larger study, quantifying

care preferences of community-dwelling persons with dementia and

informal caregivers.

The strengths of this study include being one of the first studies

that included both persons with dementia and informal caregivers in a

focus group design, ranking care characteristics. By providing an easy-

to-understand focus group design using visual andwritten information

to give guidance in communicating with persons with dementia, per-

sons with dementia were enabled to formulate and express their own

preferences. Our study had limitations. Because no cognitive screen-

ing tests were used, there was no information on participants’ cogni-

tive level. We expect that participants were more likely to be in early

to mid-stage dementia than in late-stage dementia. Furthermore, we

did not adjust for co-variates in the between-group analysis due to the

small sample size. However, we created a template for other studies to

use and further develop this rankingmethod.

This study showed that using an innovative approach of already

existing research methods such as focus groups can enable persons

with dementia to participate in research. More effort should be made

to develop methods that include persons with dementia in research,

incorporating their valuable ideas and preferences. Future studies

could focus on quantifying preferences for dementia care and support

on a larger scale. Research should consider that preferences are con-

text dependent and differ between informal caregivers and persons

with dementia.
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