
Supplementary Appendix A. PRISMA-ScR Checklist 

 

SECTION ITEM PRISMA-ScR CHECKLIST ITEM 
REPORTED ON 
PAGE # 

TITLE 

Title 1 Identify the report as a scoping review. Title Page 

ABSTRACT 

Structured 
summary 

2 

Provide a structured summary that includes (as 
applicable): background, objectives, eligibility 
criteria, sources of evidence, charting methods, 
results, and conclusions that relate to the review 
questions and objectives. 

p. 1 

INTRODUCTION 

Rationale 3 

Describe the rationale for the review in the context 
of what is already known. Explain why the review 
questions/objectives lend themselves to a scoping 
review approach. 

p. 3-4 

Objectives 4 

Provide an explicit statement of the questions and 
objectives being addressed with reference to their 
key elements (e.g., population or participants, 
concepts, and context) or other relevant key 
elements used to conceptualize the review questions 
and/or objectives. 

p. 4 

METHODS 

Protocol and 
registration 

5 

Indicate whether a review protocol exists; state if 
and where it can be accessed (e.g., a Web address); 
and if available, provide registration information, 
including the registration number. 

Protocol 
available upon 
request from 
authors 

Eligibility criteria 6 

Specify characteristics of the sources of evidence 
used as eligibility criteria (e.g., years considered, 
language, and publication status), and provide a 
rationale. 

p. 5-6 

Information 
sources* 

7 

Describe all information sources in the search (e.g., 
databases with dates of coverage and contact with 
authors to identify additional sources), as well as 
the date the most recent search was executed. 

p. 5 

Search 8 
Present the full electronic search strategy for at 
least 1 database, including any limits used, such 
that it could be repeated. 

Supplementary 
Appendix B 

Selection of 
sources of 
evidence† 

9 
State the process for selecting sources of evidence 
(i.e., screening and eligibility) included in the 
scoping review. 

p. 6 

Data charting 
process‡ 

10 

Describe the methods of charting data from the 
included sources of evidence (e.g., calibrated forms 
or forms that have been tested by the team before 
their use, and whether data charting was done 
independently or in duplicate) and any processes for 
obtaining and confirming data from investigators. 

p. 6-7 

Data items 11 
List and define all variables for which data were 
sought and any assumptions and simplifications 

p. 6-7 



SECTION ITEM PRISMA-ScR CHECKLIST ITEM 
REPORTED ON 
PAGE # 

made. 

Critical appraisal 
of individual 
sources of 
evidence§ 

12 

If done, provide a rationale for conducting a critical 
appraisal of included sources of evidence; describe 
the methods used and how this information was 
used in any data synthesis (if appropriate). 

N/A 

Synthesis of results 13 
Describe the methods of handling and summarizing 
the data that were charted. 

p. 7 

RESULTS 

Selection of 
sources of evidence 

14 

Give numbers of sources of evidence screened, 
assessed for eligibility, and included in the review, 
with reasons for exclusions at each stage, ideally 
using a flow diagram. 

p. 8 and Figure 1 

Characteristics of 
sources of evidence 

15 
For each source of evidence, present characteristics 
for which data were charted and provide the 
citations. 

p. 8 and 
Supplementary 
Appendix C 

Critical appraisal 
within sources of 
evidence 

16 
If done, present data on critical appraisal of 
included sources of evidence (see item 12). 

N/A 

Results of 
individual sources 
of evidence 

17 
For each included source of evidence, present the 
relevant data that were charted that relate to the 
review questions and objectives. 

Supplementary 
Appendix D 

Synthesis of results 18 
Summarize and/or present the charting results as 
they relate to the review questions and objectives. 

p. 8-18 

DISCUSSION 

Summary of 
evidence 

19 

Summarize the main results (including an overview 
of concepts, themes, and types of evidence 
available), link to the review questions and 
objectives, and consider the relevance to key 
groups. 

p. 18-21 

Limitations 20 
Discuss the limitations of the scoping review 
process. 

p. 21 

Conclusions 21 
Provide a general interpretation of the results with 
respect to the review questions and objectives, as 
well as potential implications and/or next steps. 

p. 21-22 

FUNDING 

Funding 22 

Describe sources of funding for the included 
sources of evidence, as well as sources of funding 
for the scoping review. Describe the role of the 
funders of the scoping review. 

p. 23 

JBI = Joanna Briggs Institute; PRISMA-ScR = Preferred Reporting Items for Systematic reviews and 
Meta-Analyses extension for Scoping Reviews. 
* Where sources of evidence (see second footnote) are compiled from, such as bibliographic databases, 
social media platforms, and Web sites. 
† A more inclusive/heterogeneous term used to account for the different types of evidence or data sources 
(e.g., quantitative and/or qualitative research, expert opinion, and policy documents) that may be eligible 
in a scoping review as opposed to only studies. This is not to be confused with information sources (see 
first footnote). 
‡ The frameworks by Arksey and O’Malley (6) and Levac and colleagues (7) and the JBI guidance (4, 5) 
refer to the process of data extraction in a scoping review as data charting. 
§ The process of systematically examining research evidence to assess its validity, results, and relevance 



SECTION ITEM PRISMA-ScR CHECKLIST ITEM 
REPORTED ON 
PAGE # 

before using it to inform a decision. This term is used for items 12 and 19 instead of "risk of bias" (which 
is more applicable to systematic reviews of interventions) to include and acknowledge the various sources 
of evidence that may be used in a scoping review (e.g., quantitative and/or qualitative research, expert 
opinion, and policy document). 

 

  



Supplementary Appendix B. Example of Ovid Medline search strategy May 17, 2018; Ovid 

MEDLINE(R) and epub ahead of print, in-process & other non-indexed citations, daily and versions(R) 

 

# Searches Results 

1 (Caregivers/ or Home Nursing/) and (Family/ or Nuclear Family/ or 

Adult Children/ or Family Relations/ or Family Characteristics/ or 

Professional Family Relations/ or Family Health/ or Siblings/ or 

Spouses/ or Friends/ or Mother-Child Relations/ or Stress, 

Psychological/) 

12156 

2 ((caregivers* or caregiver or caregiving or care giving or care givers or 

care giver or carer or carers or providing care or care partner*) adj3 

(unpaid or informal or nonprofessional or "non-professional" or family 

or families or relative or relatives or daughter or daughters or son or 

sons or adult child or adult children or spouse or spouses or spousal or 

married or wife or wives or husband or husbands or dyad or dyads or 

dyadic or partners or close person* or significant other* or burden or 

well-being or stress or stresses or stressful or stressors)).ab,kw,ti. 

20767 

3 1 or 2 27076 

4 Dementia/ or Aids Dementia Complex/ or Alzheimer Disease/ or 

Aphasia, Primary Progressive/ or Creutzfeldt-Jakob Syndrome/ or 

Dementia, Vascular/ or Cadasil/ or Dementia, Multi-Infarct/ or Diffuse 

Neurofibrillary Tangles with Calcification/ or Frontotemporal Lobar 

Degeneration/ or Frontotemporal Dementia/ or Huntington Disease/ or 

Lewy Body Disease/ or Tauopathies/ or Korsakoff Syndrome/ or 

Alcoholic Korsakoff Syndrome/ 

147510 

5 (alzheimer* or dement* or primary progressive aphasia or creutzfeldt or 

huntington* or lewy body or tauopath* or korsakoff*).ab,kw,ti. 

207689 

6 4 or 5 230675 

7 Institutionalization/ or Nursing Homes/ or Intermediate Care Facilities/ 

or Skilled Nursing Facilities/ or Assisted Living Facilities/ or 

Residential Facilities/ or Hospitalization/ or "Length of Stay"/ or Patient 

Admission/ or Patient Discharge/ or Patient Transfer/ or (institutionalis$ 

or institutionaliz$ or nursing home or nursing homes or intermediate 

care facilities or intermediate care facility or skilled nursing facility or 

skilled nursing facilities or extended care facility or extended care 

facilities or assisted living facility or assisted living facilities or 

residential facility or residential facilities or "placement outside the 

home" or hospitalis$ or hospitaliz$ or admission$ or admit$ or 

discharg$ or "length of stay" or goals of care or homes for the aged or 

hospital stay or nursing facilit* or memory care or advance care 

planning or care transition* or care facilit* or care goal or care goals or 

care home* or long term care or (care adj3 goal*) or group home* or 

residential home* or residential care* or rest home* or geriatric home* 

or geriatric unit* or geriatric facilit* or geriatric institution* or nursing 

home* or nursing unit* or nursing center* or nursing centre* or 

859854 



(residential adj2 care) or institutional care or institutional 

setting*).ab,ti,kf. 

8 Institutionalization/ or Nursing Homes/ or Intermediate Care Facilities/ 

or Skilled Nursing Facilities/ or Assisted Living Facilities/ or 

Residential Facilities/ or Hospitalization/ or "Length of Stay"/ or Patient 

Admission/ or Patient Discharge/ or Patient Transfer/ 

242056 

9 (institutionalis* or institutionaliz* or nursing home or nursing homes or 

intermediate care facilities or intermediate care facility or skilled nursing 

facility or skilled nursing facilities or extended care facility or extended 

care facilities or assisted living facility or assisted living facilities or 

residential facility or residential facilities or "placement outside the 

home" or hospitalis* or hospitaliz* or admission* or admit* or 

discharg* or "length of stay" or goals of care or homes for the aged or 

hospital stay or nursing facilit* or memory care or advance care 

planning or care transition* or care facilit* or care goal or care goals or 

care home* or long term care or (care adj3 goal*) or group home* or 

residential home* or residential care* or rest home* or geriatric home* 

or geriatric unit* or geriatric facilit* or geriatric institution* or nursing 

home* or nursing unit* or nursing center* or nursing centre* or 

(residential adj2 care) or institutional care or institutional 

setting*).ab,ti,kf. 

782173 

10 8 or 9 859854 

11 3 and 6 and 10 1555 

12 limit 11 to English language 1418 

13 limit 12 to yr="2000 -Current" 1261 



Supplementary Appendix C. Article summary table 

Author(s), 

Year 
Primary Objective  Country Design Diagnosis Sample (N) 

Caregiver’s 

Relationship 

to Resident 

Afram et al., 

2014 

To explore reasons for institutionalization of 

people with dementia according to informal 

caregivers as well as variation in reasons 

between countries. 

Netherlands 

UK 

Sweden 

France 

Germany 

Finland 

Estonia 

Spain 

Cross-

sectional 

Dementia, 

unspecified 
786 caregivers 

Spouse 

Child 

Afram et al., 

2015 

To provide insight into the problems and 

needs as experienced by informal caregivers 

who care for persons with dementia during 

the care transition period from home-based 

care to institutional long-term care. 

N/A 
Systematic 

review 

Dementia, 

unspecified 
13 studies Not specified 

Aggarwal et 

al., 2003 

To explore how people with dementia and 

their relatives experience dementia and to 

find out how they perceive and receive care 

provision, by directly eliciting their views, 

experiences, feelings and needs. 

UK Qualitative 

Alzheimer’s disease 

Dementia, 

unspecified 

17 residents 

18 caregivers 

Family, 

unspecified 

Ashton et al., 

2016 

To explore the experiences of advanced care 

planning amongst family caregivers of 

people with advanced dementia. 

UK Qualitative 
Dementia, 

unspecified 
12 caregivers 

Spouse 

Sibling 

Other family 

Grandchild  

Ask et al., 

2014 

To investigate the possible loss of mental 

health and wellbeing for individuals living 

with their partner with dementia and for 

individuals that have a partner with dementia 

in a nursing home, by comparing them to 

spouses of elderly people without dementia. 

Norway 
Cross-

sectional 

Alzheimer’s disease  

Vascular dementia 

Lewy Body disease 

Dementia, 

unspecified 

127 caregivers 

Spouse 

Long-term 

partner 

Barker et al., 

2017 

To explore the evidence on the decisional 

support needs of informal carers of people 

with end-stage dementia. 

N/A 
Scoping 

review 

Dementia, 

unspecified 
40 studies Not specified 

Bauer et al., 

2014 

To explore the views and attitudes of family 

members towards the sexual expression of 

residents with dementia in residential aged 

care facilities in the states of Victoria and 

Australia Qualitative 
Dementia, 

unspecified 

7 caregivers 

7 residents 

Spouse 

Child 



Queensland, Australia. 

Bolt et al., 

2019a 

To investigate relatives’ experiences with 

care for people with dementia in the final 

months of life to identify similarities and 

differences between experiences in the 

nursing home and home setting. 

Netherlands Qualitative 
Dementia, 

unspecified 
32 caregivers 

Spouse 

Child 

Sibling 

Other family 

Friend 

Partner 

Bolt et al., 

2019b 

To examine family caregivers’ experiences 

with end-of-life care for nursing home 

residents with dementia and associations 

with the residents dying peacefully. 

Netherlands 
Mixed-

methods 

Dementia, 

unspecified 
252 caregivers 

Spouse 

Child 

Sibling 

Family, 

unspecified 

Bourbonnais 

et al., 2015 

To describe the social positioning of older 

people living with Alzheimer’s disease in 

long-term care homes who scream using 

positioning theory. 

Canada Qualitative 

Alzheimer’s disease 

Dementia, 

unspecified  

7 residents Not specified 

Bramble et 

al., 2009 

To provide in-depth descriptions of the 

experiences of family caregivers when 

placing their relative with dementia in LTC 

in Brisbane, Australia. 

Australia Qualitative 
Dementia, 

unspecified 
10 caregivers 

Spouse 

Child 

Brazil et al., 

2018 

To evaluate the effectiveness of advance care 

planning with family carers in dementia care 

homes. 

Northern 

Ireland 

Randomized 

control trial 

Dementia, 

unspecified 
142 caregivers 

Spouse 

Child 

Sibling 

Other family 

Brett et al., 

2018 

To evaluate the impact and feasibility of a 

physical exercise intervention on individuals 

living with dementia in nursing homes. 

Australia Qualitative 
Dementia, 

unspecified 
9 caregivers Not specified  

Butcher et al., 

2001 

To obtain deeper understanding about the 

nature of the decision-making experience for 

family caregivers in placing a relative in a 

special care unit. 

United 

States  
Qualitative 

Alzheimer’s disease 

Dementia, 

unspecified 

30 caregivers 
Spouse 

Child 

Cairns et al., 

2012 

To explore some of the unconscious 

processes that are involved in the difficult 

decision to place a family member with 

dementia in residential care. 

UK Qualitative 
Dementia, 

unspecified 

5 caregivers 

5 residents 
Child 

Caron et al., 

2005 

To explore how family caregivers make end-

of-life decisions for their loved ones with late 

stage dementia and their decision making 

role in specialized institutional settings. 

Canada Qualitative 
Dementia, 

unspecified 

24 caregivers 

20 residents 

Spouse 

Child 

Other family 

Child’s 



spouse 

Carter et al., 

2018 

To explore the experience and the 

preparedness of family carers in their care-

giving role as best interest decision-makers 

of a relative living with advanced dementia. 

UK Qualitative 
Dementia, 

unspecified 
20 residents 

Spouse 

Child 

Sibling 

Other family 

Chang, 2007 

To understand caregiver’s decisional conflict 

during and after making a decision of nursing 

home placement. 

Taiwan 
Mixed-

methods  

Alzheimer’s disease 

Vascular dementia 

Dementia, 

unspecified 

30 caregivers 

Spouse 

Child 

Other family 

Child’s 

spouse 

Cole et al., 

2018 

To gain an understanding of the decision-

making experience to distinguish what the 

drivers of decisions about residential care 

may be, and to identify if the literature 

indicated an “optimal” or best time (if any) 

for a person with dementia to move to a care 

home. 

N/A 
Systematic 

review 

Alzheimer’s disease 

Vascular dementia 

Dementia, 

unspecified 

21 studies Not specified 

Corbett et al., 

2016 

To explore the current landscape of pain 

management in people with dementia living 

in care home settings. 

UK 
Mixed-

methods 

Dementia, 

unspecified 

10 focus groups 

16 surveys 

Family, 

unspecified 

Cottrell et al., 

2018 

To explore the transitions experienced by 

caregivers of persons with dementia after 

their relative relocated to a 24-hour care 

home. 

Canada Qualitative 

Alzheimer’s disease 

Dementia, 

unspecified 

9 caregivers Spouse 

Crawford et 

al., 2015 

To explore the experiences of caregivers 

during their transition from day-to-day 

caregiver of a person with dementia to a 

visitor in a long-term care facility. 

Australia Qualitative 
Dementia, 

unspecified 
20 caregivers 

Spouse 

Child 

Friend 

Child’s 

spouse 

Daly Lynn et 

al., 2017 

To identify what technologies people living 

with dementia use in supportive living 

environments and residential care. 

N/A 
Systematic 

review 

Dementia, 

unspecified 
59 studies Not specified 

de Boer et al., 

2019 

To explore from the perspective of the 

informal caregivers of people with dementia, 

the positive and negative experiences with 

different types of nursing homes. 

Netherlands Qualitative 
Dementia, 

unspecified 
43 caregivers 

Spouse 

Child 



de Rooij et 

al., 2012 

To understand the family member’s 

viewpoint on the relational nature of the 

‘caregiving triangle’. 

Netherlands 

Belgium 

Quasi-

experimental 

Dementia, 

unspecified 
179 residents 

Family, 

unspecified 

Ducharme et 

al., 2005 

To test the efficacy of an intervention 

program entitled ‘Taking Care of Myself’ on 

selected indicators of mental health of 

daughter caregivers of elderly parents with 

dementia living in a long-term care setting. 

Canada 
Mixed-

methods 

Dementia, 

unspecified 
137 caregivers Child 

Duxbury et 

al., 2013 

To explore the views of nurses and relatives 

regarding the causes of, and most effective 

ways of responding to aggressive behavior 

from people with dementia in residential care 

settings. 

UK Qualitative 
Dementia, 

unspecified 
8 caregivers 

Spouse 

Child 

Long term 

partner 

Child’s 

spouse 

Other family 

Edvardsson 

et al., 2010 

To describe the content of person-centered 

care as described by people with dementia, 

their family members and staff in residential 

aged care. 

Australia Qualitative 
Dementia, 

unspecified 
19 caregivers Not specified 

Farran, 2002 
An expert opinion on family caregivers' 

experiences. 
N/A 

Expert 

opinion 

Alzheimer’s disease 

and related dementia 
N/A 

Family, 

unspecified 

Finnema et 

al., 2001 

To examine the application of integrated 

emotion-oriented care on person’s with 

dementia relatives’ judgement of quality of 

care.  

Netherlands 
Mixed-

methods 

Alzheimer’s disease 

Vascular dementia 

194 residents 

132 caregivers 

Spouse 

Child 

Sibling 

Other family 

Fitzpatrick & 

Grace, 2019 

To explore the experiences of social workers 

and family carers of people with dementia in 

the transition from hospital to residential 

aged care. 

Australia Qualitative 
Dementia, 

unspecified 
10 caregivers Not specified 

Førsund & 

Ytrehus, 

2018 

To explore how physical and social 

environments influence spouses’ 

opportunities to maintain relationships when 

visiting a partner with dementia living in 

long-term care. 

Norway Qualitative 
Dementia, 

unspecified 
15 caregivers Spouse 

Garity, 2006 

To explore factors influencing family 

caregiver's coping with the burden of post 

nursing home placement of family member 

with Alzheimer’s disease. 

United 

States 
Qualitative Alzheimer’s disease 18 caregivers 

Spouse 

Child 

Friend 

Child’s 

spouse 



Gaugler et 

al., 2015 

To assess the preliminary effectiveness of the 

Residential Care Transition Module (RCTM) 

and describe how well the RCTM worked 

according to family caregivers. 

United 

States 

Mixed-

methods 

Dementia, 

unspecified 

36 residents 

36 caregivers 

Spouse 

Child 

Family, 

unspecified 

Givens et al., 

2011 

 

To describe family members’ exposure to 

distressing symptoms among nursing home 

residents with advanced dementia and 

associations between such exposure and 

family members’ mental health. 

United 

States 

Prospective 

cohort study 

Dementia, 

unspecified 

49 residents 

225 caregivers 

Spouse 

Child 

Sibling 

Other family 

Givens et al., 

2012 

To investigate sources of stress among 

family members of nursing home patients 

with advanced dementia. 

United 

States 
Qualitative 

Dementia, 

unspecified 

323 residents 

16 caregivers 

Child 

Family, 

unspecified 

Gladstone et 

al., 2006 

To examine changes in family involvement 

following a relative’s move to a long-term 

care facility as well as factors associated with 

these changes. 

Canada Qualitative 
Dementia, 

unspecified 
35 caregivers 

Spouse 

Child 

Sibling 

Friend 

Grandchild 

Glass, 2016 

To examine whether home is always the best 

place at the end of life and the role of 

hospice in this situation.  

United 

States 
Qualitative 

Dementia, 

unspecified 
4 caregivers 

Spouse 

Child 

Graneheim et 

al., 2014 

To describe family caregivers’ experiences 

of relinquishing the care of a person with 

dementia to a nursing home. 

Sweden 
Meta-

ethnography 

Dementia, 

unspecified 
10 studies 

Family, 

unspecified 

Groen-van de 

Ven et al., 

2017 

To provide insight into the decision 

trajectories of people with dementia. 
Netherlands 

Prospective 

cohort study 

Dementia, 

unspecified 

23 residents 

44 caregivers 

Spouse 

Child 

Sibling 

Other family 

Gwyther, 

2001 

An expert opinion on family caregivers' 

experiences as caregivers for individuals 

with Alzheimer's disease residing in a long-

term care facility. 

N/A 
Expert 

opinion 
Alzheimer’s disease N/A 

Family, 

unspecified  

Harmer et al., 

2008 

To explore the concept of meaningful 

activity for older people with dementia in 

care homes, from the perspectives of the care 

staff, family carers and residents themselves. 

UK Qualitative 
Dementia, 

unspecified 

17 residents 

8 caregivers 

Spouse 

Child 

Sibling 

Friend 

Grandchild 

Helgesen et 

al., 2015 

To examine relatives' participation in their 

near one's everyday care, the level of burden 

experienced and important factors for 

participation. 

Norway 
Cross-

sectional 

Dementia, 

unspecified 
223 caregivers 

Child 

Other family 



Hemingway 

et al., 2016 

To better understand the lived experience of 

spousal caregivers age 60 and older 

providing care to partners with Alzheimer’s 

disease and related dementias resident in a 

care facility. 

Canada Qualitative 
Alzheimer’s disease 

and related dementia 
28 caregivers Spouse 

Henkusens et 

al., 2014 

To examine post relocation the experience of 

mealtimes in the long-term care 

environment. 

Canada Qualitative 
Dementia, 

unspecified 

7 residents 

7 caregivers 

Spouse 

Child 

Ex-spouse  

Other family 

Hennings et 

al., 2013 

To explore the caregiving experiences of 

spouse carers of people with advanced 

dementia living in nursing homes. 

UK Qualitative 
Dementia, 

unspecified 
10 caregivers Spouse 

Hennings et 

al., 2019 

To understand family caregivers' 

(specifically focusing on spouses) 

experiences of having relatives living in 

nursing homes with advanced dementia. 

N/A 
Literature 

review 

Dementia, 

unspecified 
12 studies 

Spouse 

Long-term 

partner 

Hines et al., 

2009 

To establish best practice in relation to 

thickened fluids for people with dementia 

living in residential aged care facilities. 

N/A 
Systematic 

review 

Dementia, 

unspecified 
14 studies Not specified 

Ho et al., 

2003 

To examine the effects of culture, caregiver 

stress, and coping and social support as 

potential modifiers of stress on caregivers’ 

perceptions of providing in-home care. 

Canada Qualitative Alzheimer’s disease 12 caregivers 

Spouse 

Child 

Child’s 

spouse 

Høgsnes et 

al., 2014 

To describe the existential life situations of 

caregiver spouses before and after relocating 

the person with dementia to a nursing home. 

Sweden Qualitative 

Alzheimer ’s disease 

Frontotemporal 

dementia 

Vascular dementia 

11 caregivers Spouse 

Høgsnes et 

al., 2016 

To describe the shift in existential life 

situations of adult children of a parent with 

dementia relocated to nursing homes. 

Sweden Qualitative 
Dementia, 

unspecified 

11 residents 

11 caregivers 
Child 

Holman, 

2017 

To explore how spouses of people with 

dementia who are cared for in institutions use 

visiting to sustain their relationships with 

their partners. 

UK Qualitative 
Dementia, 

unspecified 
15 caregivers Spouse  

“Improving 

the Transfer,” 

2014 

To investigate best practices and set 

priorities for caregivers in the transition to 

nursing home care. 

Australia Qualitative 

Alzheimer’s disease  

Dementia, 

unspecified 

Not specified Not specified 

Innes et al., 

2011 

To report on the views of people with 

dementia who live in care homes and their 

family carers on aspects of design that are 

UK Qualitative 
Dementia, 

unspecified 

29 residents 

11 caregivers 

Family, 

unspecified 



important to them. 

Johansson et 

al., 2014 

To illuminate former family caregivers’ 

experiences of aspects that facilitates and 

hinders the process of relinquishing the care 

of a person with dementia to a nursing home. 

Sweden Qualitative 
Dementia, 

unspecified 
10 caregivers 

Spouse 

Child 

Karlin et al., 

2001 

To yield insights about common expectations 

and frustrations of long-term caregivers. 

United 

States 
Qualitative Alzheimer’s disease 51 caregivers 

Spouse 

Child 

Sibling 

Other family 

Keating et al., 

2001 

To describe the types and amount of services 

provided by family and staff caregivers to 

elderly residents living in three models of 

residential care: assisted living, adult family 

living, and dementia care. 

Canada Qualitative 
Dementia, 

unspecified 
79 caregivers 

Child 

Child’s 

spouse 

Other family 

Kelsey et al., 

2010 

To describe family caregivers’ experiences 

moving relatives with Alzheimer’s disease or 

related disorders from their homes to assisted 

living facilities and subsequently to memory 

care units. 

United 

States 
Qualitative 

Alzheimer’s disease 

Dementia, 

unspecified 

15 residents 

15 caregivers 

Spouse 

Child 

Kerns et al., 

2018 

To assess experiences and perceptions of 

family and nursing caregivers regarding 

factors influencing medication decisions for 

behavioral and psychological symptoms of 

dementia. 

United 

States 
Qualitative 

Dementia, 

unspecified 
5 residents 

Spouse 

Child 

Kiwi, 2017 

To identify Iranian family members’ 

attitudes towards a culturally profiled nursing 

home and their relationships with the staff, 

the obstacles, their hopes and their fears. 

Sweden Qualitative 
Dementia, 

unspecified 
20 caregivers Not specified 

Kiwi et al., 

2018 

To explore the family care givers’ decision to 

cease caregiving at home and move their 

family members with dementia to a 

culturally profiled nursing home in Sweden. 

Sweden Qualitative 
Dementia, 

unspecified 
20 caregivers 

Spouse 

Child 

Trustee 

Kong et al., 

2010 

To explore the subjective experiences of 

Korean immigrant caregivers in relation to 

American nursing home placement of their 

non-English speaking older relatives with 

dementia. 

United 

States 
Qualitative 

Dementia, 

unspecified 
10 caregivers 

Spouse 

Child 

Child’s 

spouse 

Kwon et al., 

2012 

To explore, describe and develop a 

substantive theory concerning the process of 

nursing home placement decision making 

South Korea Qualitative 
Dementia, 

unspecified 
16 caregivers 

Child 

Child’s 

spouse 



and adaptation experience among adult 

children caregivers of parents with dementia 

in Korea. 

Lau et al., 

2008 

To explore the process of development of 

collaborative relationship between family 

caregivers and nursing home staff. 

Taiwan Qualitative 
Dementia, 

unspecified 
11 caregivers 

Spouse 

Child 

Child’s 

spouse 

Lawrence et 

al., 2011 

To define good end-of-life care for people 

with dementia and identify how it can be 

delivered across care settings in the UK. 

UK Qualitative 
Dementia, 

unspecified 
27 caregivers 

Spouse 

Child 

Other family 

Friend 

Legault et al., 

2009 

To explain the transformation of the 

advocacy role of daughter carers following 

the admission of an elderly parent with 

dementia to a long-term care facility. 

Canada Qualitative 
Dementia, 

unspecified 
14 caregivers Child 

Lethin et al., 

2016 

To investigate caregivers’ experiences of 

formal care when caring for a person with 

dementia through the process of the disease. 

Sweden Qualitative 
Dementia, 

unspecified 
23 caregivers 

Spouse 

Child 

Livingston et 

al., 2013 

To evaluate a program for care home staff to 

tackle barriers and enable staff to work with 

families to plan, document, and implement 

end-of life advanced care wishes for people 

with dementia in care homes, in order to 

improve end-of-life care. 

UK Qualitative 
Dementia, 

unspecified 

56 residents 

53 caregivers 

Family, 

unspecified 

Lopez et al., 

2011 

To explore and describe the experience of 

providing feeding assistance to a family 

member with dementia from the perspective 

of both community and nursing home family 

caregivers. 

United 

States 
Qualitative 

Dementia, 

unspecified 
18 caregivers 

Spouse 

Child 

MacAndrew 

et al., 2017 

To identify the characteristics of wandering-

related boundary transgressions using 

interpretive and observational evidence. 

Australia Qualitative 
Dementia, 

unspecified 
12 caregivers 

Spouse 

Child 

Sibling 

MacDonald, 

2006 

To identify what aspects of the institutional 

environment impacts leisure opportunities 

and choices of individuals with Alzheimer's 

disease in a long-term care facility from the 

perspectives of professionals and family 

caregivers. 

Canada Qualitative Alzheimer’s disease 5 caregivers 
Spouse 

Child 



McAllister et 

al., 2017 

To explore barriers and facilitators of an 

engagement tool used with persons with 

dementia in a long-term care facility. 

Australia 

Controlled 

pre and post 

study 

Alzheimer’s disease 

Lewy Body Disease 

Dementia, 

unspecified 

3 residents 

Spouse 

Child 

Sibling 

Friend 

Ex-spouse 

McCleary et 

al., 2018 

To describe family and staff experiences of 

end of life and end of life care of persons 

with dementia in long-term care homes. 

Canada Qualitative 
Dementia, 

unspecified 
19 caregivers 

Spouse 

Child 

Sibling 

McCormack 

et al., 2017 

To explore subjective interpretations of both 

positive and negative experiences from 

relinquishing family care to institutionalized 

care within a medical framework for care in 

the later stages of dementia and the 

subsequent impact on reciprocal relational 

intimacy of dementia families. 

Australia Qualitative 
Dementia, 

unspecified 

5 residents 

9 caregivers 

Spouse 

Child 

Grandchild 

McKay, 2012 
To explore a caregiver's experience of caring 

for her husband with dementia. 
Canada Qualitative Alzheimer’s disease 

1 resident 

1 caregiver 
Spouse 

Meiland et 

al., 2001 

To describe the experiences of informal 

caregivers at the moment of registration of 

the elderly with dementia on the waiting list 

for nursing-home care and which 

characteristics of the patient the caregiver 

and the caregiving context are related to the 

perceived burden of caregivers. 

Germany Qualitative 

Alzheimer’s disease 

Vascular dementia, 

Dementia, 

unspecified 

93 residents 

93 caregivers 

Spouse 

Child 

Other family 

Friend 

Midtbust et 

al., 2020 

To explore family caregivers’ experiences 

with palliative care for a close family 

member with severe dementia in long-term 

care facilities. 

Norway Qualitative 
Dementia, 

unspecified 
10 caregivers 

Spouse 

Child 

Nunez et al., 

2018 

To understand the current situation of night-

time care and the impact of sleep disturbance 

in care homes on individuals with dementia. 

UK Qualitative 
Dementia, 

unspecified 
16 caregivers Not specified 

Palmer, 2009 

To increase understanding of the experience 

of spouses and adult daughters who place 

their family member with probable 

Alzheimer's disease in the nursing home. 

United 

States 
Qualitative Alzheimer’s disease 15 caregivers 

Spouse 

Child 

Palmer, 2012 

To uncover and disclose the patterns, gaps, 

concerns, dilemmas, conflicts, emotions, and 

contradictions that had been overlooked in 

the everyday embodied practices of 

caregivers surrounding the time of and after 

United 

States 
Qualitative Alzheimer’s disease 15 caregivers 

Spouse 

Child 



nursing home placement of their family 

member with Alzheimer’s disease.  

Palmer, 2013 

To report family caregivers’ efforts to 

preserve the personhood of individuals with 

advanced dementia when they were moved 

to a long-term care facility. 

United 

States 
Qualitative Alzheimer’s disease 15 caregivers 

Spouse 

Child 

Peacock et 

al., 2014 

To understand the experience of caring for a 

relative over the long journey with dementia. 
Canada Qualitative 

Dementia, 

unspecified 
11 caregivers 

Spouse 

Child 

Petyaeva et 

al., 2018 

To establish the feasibility and initial 

effectiveness of training and support 

intervention for care staff to improve pain 

management in people with dementia living 

in care homes. 

UK 
Mixed-

methods  

Dementia, 

unspecified 
19 residents Not specified 

Pinho & 

Pereira, 2019 

To explore and understand the perspectives 

of healthcare professionals and family 

caregivers towards sexuality, intimacy and 

sexual behavior in older people with 

dementia, and to explore how participants 

manage the sexual needs of residents with 

dementia in a residential care context. 

Portugal Qualitative 

Alzheimer’s disease, 

Dementia, 

unspecified 

12 caregivers 

Spouse 

Child 

Grandchild 

Port et al., 

2005 

To address the need for basic information 

about family involvement for residential 

care/assisted living residents with dementia 

and also how it compares to family 

involvement in nursing homes. 

United 

States 
Qualitative 

Dementia, 

unspecified 
353 caregivers 

Family, 

unspecified 

Raivio et al., 

2011 

To describe the critiques of support services 

by the spouses of persons with Alzheimer’s 

disease. 

Finland 
Cross-

sectional  
Alzheimer’s disease 24 caregivers Spouse 

Reid et al., 

2017 

To determine the extent to which family 

caregivers perceive opportunities for 

involvement to be present in a facility are 

congruent with their wishes for involvement, 

as represented by the importance they place 

on that involvement. 

Canada 
Cross-

sectional 

Dementia, 

unspecified 
135 caregivers 

Spouse 

Child 

Robinson et 

al., 2010 

To determine if it is good enough to create a 

"home-like" physical setting of care for 

persons with dementia or should if a higher 

creation of home is needed. 

Canada 
Mixed-

methods 

Dementia, 

unspecified 

26 residents 

29 caregivers 

Family, 

unspecified 

Rognstad et To explore the challenges of family Norway Qualitative Frontotemporal 11 caregivers Spouse 



al., 2020 caregivers of people with frontotemporal 

dementia and other forms of dementia 

affecting the frontal and temporal lobes 

causing behavioral disturbances. 

dementia Child 

Sibling 

Family, 

unspecified 

Rosen et al., 

2003 

To enhance family participation in nursing 

home care through a Web-based system of 

interactive video training and interactive 

communication with the facilities. 

United 

States 

Mixed-

methods 

Dementia, 

unspecified 
18 caregivers Not specified 

Rosendahl et 

al., 2016 

To explore and describe the experiences of 

family members and professional caregivers 

regarding the care provided to immigrants 

with dementia in group homes in Sweden. 

Sweden Qualitative 
Dementia, 

unspecified 
5 caregivers 

Spouse 

Child 

Saini et al., 

2016  

To examine practices relating to end-of-life 

discussions with family members of people 

with advanced dementia residing in nursing 

homes and to explore strategies for 

improving practice. 

UK Qualitative 
Dementia, 

unspecified 
4 caregivers 

Spouse 

Child 

Sarabia-Cobo 

et al., 2016 

To describe the decision-making used by 

families regarding treatments at the end of 

life of institutionalized patients with 

advanced stages of dementia. 

Spain Qualitative 
Dementia, 

unspecified 

84 residents 

84 caregivers 

Spouse 

Child 

Sibling 

Grandchild 

Other family 

Searle et al., 

2012 

To explore the potential impact on families 

of a greater emphasis on safeguarding for 

vulnerable adults, from both a legal and a lay 

perspective. 

N/A 
Expert 

opinion 
Vascular dementia 

1 resident 

1 caregiver 
Child 

Seiger 

Cronfalk et 

al., 2017 

To illuminate how family members to 

persons with dementia experienced and 

coped with their changed life situation. 

Sweden Qualitative 
Dementia, 

unspecified 
10 caregivers 

Spouse 

Child 

Child’s 

spouse 

Shanley et 

al., 2012 

To explore the perceptions and experiences 

of culturally and linguistically diverse family 

carers and a range of health professionals 

with regards to the use of dementia-related 

formal services. 

Australia Qualitative 
Dementia, 

unspecified 
121 caregivers 

Family, 

unspecified 

Shibazaki et 

al., 2017 

To understand what ways live music concerts 

can influence clients living with dementia, 

their caregivers and their family. 

UK Qualitative 
Dementia, 

unspecified 

27 residents 

13 caregivers 

Family, 

unspecified 

Stacpoole et 

al., 2017 

To introduce Namaste and work 

collaboratively with the staff to evaluate its 
UK Qualitative 

Dementia, 

unspecified 

37 residents 

11 caregivers 

Spouse 

Child 



effects. Other family 

Friend 

Stephan et 

al., 2015 

To explore the views of healthcare 

professionals and informal carers of persons 

with dementia with regard to successful 

collaboration between healthcare 

professionals and informal carers and among 

healthcare professionals themselves and to 

describe the factors that impede or facilitate 

collaboration. 

Germany Qualitative 
Dementia, 

unspecified 

13 residents 

17 caregivers 
Not specified 

Strang et al., 

2006 

To present findings that explored, 

prospectively, the experience of family 

caregivers while they waited for placement 

of their family members with dementia and 

how they coped during this period of waiting 

and transition. 

Canada Qualitative 
Dementia, 

unspecified 
29 caregivers 

Spouse 

Child 

Friend 

Sury et al., 

2013 

To examine the transition to nursing home 

for caregivers and care recipients. 
N/A 

Systematic 

review 

Dementia, 

unspecified 
49 studies 

Spouse 

Family, 

unspecified 

Thompson et 

al., 2020 

To explore the information and support 

needs of family caregivers from the 

perspectives of bereaved family caregivers 

and health care providers. 

Canada Qualitative 
Dementia, 

unspecified 
17 caregivers 

Spouse 

Child 

Parent 

Train et al., 

2005 

To explore the positive and negative aspects 

of the experience of family carers, staff and 

people with dementia living in 24-hour long-

term care settings and examined whether this 

varies between the different settings 

(hospital, nursing home, social care home). 

UK Qualitative 
Dementia, 

unspecified 
17 caregivers 

Spouse 

Child 

Sibling 

Friend 

van Dijk et 

al., 2018 

To examine care characteristics related to 

desirable care as reported by formal and 

informal caregivers in Dutch Psycho-

geriatric nursing homes for patients with 

dementia. 

Netherlands Qualitative 
Dementia, 

unspecified 
16 caregivers Not specified 

van Hoof et 

al., 2016 

To investigate which items get lost by 

nursing home residents, and how this affects 

the residents and family caregivers in an 

emotional, financial, or practical sense. 

Netherlands 
Mixed-

methods 

Dementia, 

unspecified 

12 residents 

12 caregivers 

Spouse 

Child 

Child’s 

spouse 



Verbeek et 

al., 2012 

To provide an in-depth insight into the 

experiences of family caregivers and nursing 

staff with daily care processes in small-scale 

living facilities in the Netherlands. 

Netherlands 
Cross-

sectional 

Dementia, 

unspecified 
130 caregivers 

Family, 

unspecified 

Verloo et al., 

2018 

To examine the quality of life among 

cognitively impaired older adults living in 

nursing homes by involving the older adults 

themselves, along with their significant 

informal and professional caregivers. 

Switzerland 
Mixed-

methods 

Dementia, 

unspecified 
21 caregivers 

Spouse 

Child 

Vezina et al., 

2011 

To gain a better understanding of how family 

caregivers and healthcare personnel use 

identity cues with seniors suffering from 

cognitive deficiencies associated with 

dementia, in a nursing home setting. 

Canada Qualitative 
Dementia, 

unspecified 
9 caregivers 

Family, 

unspecified 

Westacott et 

al., 2015 

To highlight the plight of the family 

caregiver and suggest that it is important for 

care staff to remember caring doesn’t cease 

just because someone has moved into 

permanent care. 

N/A 
Expert 

opinion 

Dementia, 

unspecified 
N/A Not specified 

Whitlatch et 

al., 2001 

To broaden the Stress Process Model of 

family caregiving for use with a sample of 

caregivers of demented family members 

residing in nursing homes. 

United 

States 
Qualitative 

Dementia, 

unspecified 
230 caregivers 

Spouse 

Child’s 

spouse 

Other family 

Wiskerke & 

Manthorpe, 

2018 

To explore the views of a sample of relatives 

of care home residents with dementia and 

care workers regarding new intimate 

relationships arising between people with 

dementia who are living in care homes 

without their spouses. 

UK Qualitative 
Dementia, 

unspecified 
8 caregivers 

Spouse 

Child 

Sibling 

Partner 

Wong et al., 

2018 

To identify if cognitive stimulation therapy 

can be adapted for Chinese people with 

dementia according to family caregivers. 

Hong Kong 
Mixed-

methods 

Dementia, 

unspecified 
30 residents 

Spouse 

Child 

Zvěřová, 

2012 

To present a case report of transient 

psychosis in patient caring of severely ill 

husband. 

Czech 

Republic 
Qualitative Alzheimer’s disease 

1 resident 

1 caregiver 
Spouse 

Zweig et al., 

2014 

To discuss the personal experience of Lewy 

body dementia from the perspective of 

patients and caregivers. 

N/A 
Expert 

opinion 
Lewy body disease N/A Not specified 

 



Supplementary Appendix D. Summary of themes 

Author, Year Communication Transition 

to Nursing 

Home 

Quality 

of Care 

Quality 

of Life 

Informal 

Caregiver 

Role 

Dementia-

Specific 

Knowledge 

End of Life 

Preferences 

Medication 

Use and 

Behaviors 

Finances 

Total 84 64 64 55 37 35 16 11 6 

Afram et al., 2014  X        

Afram et al., 2015 X X X   X    

Aggarwal et al., 2003 X X X X  X    

Ashton et al., 2016       X   

Ask et al., 2014  X        

Barker et al., 2017 X X    X X   

Bauer et al., 2014 X   X      

Bolt et al., 2019a       X   

Bolt et al., 2019b       X   

Bourbonnais et al., 2015 X X  X    X  

Bramble et al., 2009 X X X  X X    

Brazil et al., 2018 X X  X   X   

Brett et al., 2018   X X      

Butcher et al., 2001 X X X X X X    

Cairns, 2012 X X X  X     

Caron et al., 2005 X  X X  X X   

Carter et al., 2018 X X X  X X    

Chang, 2007 X X X X X X    

Cole et al., 2018 X X X X X    X 

Corbett et al., 2016 X  X     X  

Cottrell et al., 2018  X   X     

Crawford et al., 2015 X X   X     

Daly Lynn et al., 2017   X       

de Boer et al., 2019 X  X X      

de Rooij et al., 2012 X X  X X     

Ducharme et al., 2005 X X   X X    

Duxbury et al., 2013 X  X X    X  

Edvardsson et al., 2010 X X X X X     

Farran, 2002 X X        

Finnema et al., 2001 X         

Fitzpatrick & Grace, 2019  X        

Førsund & Ytrehus, 2018 X  X       



Garity, 2006 X X    X    

Gaugler et al., 2015  X    X    

Givens et al., 2011  X X X  X    

Givens et al., 2012 X X X X X X    

Gladstone et al., 2006 X X X X X     

Glass, 2016 X      X   

Graneheim et al., 2014  X X X X  X    

Groen-van de Ven et al., 2017  X X X X  X   

Gwyther, 2001 X X        

Harmer et al., 2008   X X      

Helgesen et al., 2015 X  X X X     

Hemingway et al., 2016 X X X  X X    

Henkusens et al., 2014 X   X      

Hennings et al., 2013  X X  X     

Hennings et al., 2019 X X X  X     

Hines et al., 2009   X       

Ho et al., 2003   X       

Høgsnes et al., 2014 X X        

Høgsnes et al., 2016  X  X X     

Holman, 2017 X X        

“Improving the Transfer,” 2014 X X  X      

Innes et al., 2011 X  X X      

Johansson et al., 2014  X X X X  X    

Karlin et al., 2001  X X       

Keating et al., 2001 X    X     

Kelsey et al., 2010  X X      X 

Kerns et al., 2018 X  X     X  

Kiwi, 2017 X X X X  X   X 

Kiwi et al., 2018 X X X X      

Kong et al., 2010 X X X X  X    

Kwon et al., 2012 X X X  X X   X 

Lau et al., 2008 X  X X      

Lawrence et al., 2011 X X X X  X X   

Legault et al., 2009 X  X  X     

Lethin et al., 2016 X  X       

Livingston et al., 2013 X X     X   

Lopez et al., 2011 X X  X   X   

MacAndrew et al., 2017 X   X      



MacDonald, 2006 X X X X X X    

McAllister et al., 2017 X  X       

McCleary et al., 2018       X   

McCormack et al., 2017 X X X       

McKay, 2012 X X X  X   X  

Meiland et al., 2001     X     

Midtbust et al., 2020  X X    X   

Nunez et al., 2018 X  X X    X  

Palmer, 2009 X X X X X X  X X 

Palmer, 2012 X     X    

Palmer, 2013 X   X      

Peacock et al., 2014 X X     X   

Petyaeva et al., 2018 X  X       

Pinho & Pereira, 2019   X       

Port et al., 2005 X  X X X     

Raivio et al., 2011  X X  X X    

Reid, et al., 2017 X  X X X X    

Robinson et al., 2010 X X X X      

Rognstad et al., 2020  X  X      

Rosen et al., 2003 X   X  X  X  

Rosendahl et al., 2016 X  X X X     

Saini et al., 2016  X     X X   

Sarabia-Cobo et al., 2016 X X  X X X X   

Searle et al., 2012 X         

Seiger Cronfalk et al., 2017 X X X X X X   X 

Shanley et al., 2012 X X X X  X    

Shibazaki et al., 2017 X X X X      

Stacpoole et al., 2017 X X X X X     

Stephan et al., 2015 X   X  X    

Strang et al., 2006 X X  X X     

Sury et al., 2013 X X  X X X    

Thompson et al., 2020 X     X    

Train et al., 2005 X  X X      

van Dijk et al., 2018 X  X X    X  

van Hoof et al., 2016  X X     X  

Verbeek et al., 2012 X  X X      

Verloo et al., 2018 X   X      

Vezina et al., 2011 X         



Westacott et al., 2015 X X   X     

Whitlatch et al., 2001 X     X    

Wiskerke & Manthorpe, 2018    X      

Wong et al., 2018   X       

Zvěřová, 2012  X        

Zweig et al., 2014      X  X  

 

 


