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Interventions to support family caregivers  
of people with advanced dementia at the  
end of life in nursing homes: A mixed-methods 
systematic review

Silvia Gonella1,2 , Gary Mitchell3,  
Laura Bavelaar4, Alessio Conti1, Mariangela Vanalli5 , Ines Basso6  
and Nicola Cornally7

Abstract
Background: Most people with dementia transition into nursing homes as their disease progresses. Their family caregivers often 
continue to be involved in their relative’s care and experience high level of strain at the end of life.
Aim: To gather and synthesize information on interventions to support family caregivers of people with advanced dementia at the 
end of life in nursing homes and provide a set of recommendations for practice.
Design: Mixed-Methods Systematic Review (PROSPERO no. CRD42020217854) with convergent integrated approach.
Data sources: Five electronic databases were searched from inception in November 2020. Published qualitative, quantitative, and 
mixed-method studies of interventions to support family caregivers of people with advanced dementia at the end of life in nursing 
home were included. No language or temporal limits were applied.
Results: In all, 11 studies met the inclusion criteria. Data synthesis resulted in three integrated findings: (i) healthcare professionals 
should engage family caregivers in ongoing dialog and provide adequate time and space for sensitive discussions; (ii) end-of-life 
discussions should be face-to-face and supported by written information whose timing of supply may vary according to family 
caregivers’ preferences and the organizational policies and cultural context; and (iii) family caregivers should be provided structured 
psychoeducational programs tailored to their specific needs and/or regular family meetings about dementia care at the end of life.
Conclusion: The findings provide useful information on which interventions may benefit family caregivers of people with advanced 
dementia at the end of life and where, when, and how they should be provided.
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What is already known about the topic?

•• Several people with advancing dementia move permanently into nursing homes due to increasing disability and 
dependence.

•• Family caregivers of people with dementia experience the highest level of strain when their relative’s death is nearing 
and they often live in nursing homes.
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•• Family caregivers of people with dementia at the end of life have specific information and support needs related to the 
emotional impact of dementia and their decision-making role.

•• Supporting family caregivers during the end-of-life stage prepares them emotionally for their relative’s death and helps 
them cope with their caregiving role.

What this paper adds?

•• This paper focuses on support for family caregivers of people with dementia at end of life in nursing homes while most 
literature addresses family caregivers of people living in the community or during the transition to the nursing home.

•• Ongoing discussions between family caregivers and healthcare professionals facilitates partnership, promotes informed 
and shared decisions, is a source of emotional support, and essential to family caregivers’ empowerment.

•• Preferred timing of information provision about care options in advanced dementia is highly influenced by individual 
preferences and context.

•• Psychoeducational programs and regular meetings with trusted healthcare professionals tailored to family caregivers’ 
specific and changing emotional and information needs can promote self-care and empowerment.

•• Interacting with peers and healthcare professionals independent from the nursing home or experienced in psychological 
care may help family caregivers to identify their dementia education needs, manage distress and develop problem-
solving skills.

Implications for practice, theory, or policy

•• Interventions to support family caregivers of people with advanced dementia at the end of life should include timely and 
ongoing face-to-face discussions complemented by written information and structured psychoeducational programs 
which provide targeted socio-emotional care in addition to tailored information, while involving a multiprofessional 
team and possibly peers.

•• Governments must acknowledge support of family caregivers of people with advanced dementia as a public health 
priority and invest resources in programs to provide them evidence-based support.

•• Optimal support for family caregivers of people with advanced dementia at the end of life can promote their empower-
ment resulting in improved self-care attitudes and greater engagement in shared decisions for their relative’s end-of-life 
care.

•• Further research could assess how peer support and professional support for family caregivers of people with dementia 
in the nursing home may complement each other.

Introduction
Dementia is a cluster of terminal neurodegenerative dis-
orders characterized by progressive and irreversible cog-
nitive and functional decline, particularly among older 
adults.1 It is estimated that around 50 million people cur-
rently have dementia worldwide, and there are nearly 
10 million new cases every year.2 The total number of 
people with dementia is projected to reach 82 million in 
2030 and 152 in 2050.2,3 Most people with dementia and 
their family caregivers desire that they remain at home for 
as long as possible4 and there is growing research about 
interventions which aim to postpone transition to nursing 
homes.5,6 These facilities are also known as aged-care or 
long-term care homes and provide nursing care and assis-
tance in activities of daily living in addition to room and 
board.7 However, about 75% of people with dementia 
move permanently into nursing homes at some point of 
the disease trajectory due to increasing disability and 
dependence.4,8 This means that healthcare professionals 
working in nursing homes increasingly care for people liv-
ing with dementia and their family caregivers.9

Family caregivers of people with dementia are at 
increased risk of burden, stress, and depression.10,11 

Despite literature shows that some family caregivers 
experience less clinically significant burden and depres-
sive symptoms once their relative moves to a nursing 
home, particularly for those who lived with the person 
with advanced dementia in the community as their car-
egiving responsibilities decrease,12 often the burden of 
caregiving persists after a relative moves to a nursing 
home13,14 and levels of strain increase near the end of 
life.15 Indeed, most family caregivers continue to occupy 
a pivotal position in the decision-making process as sur-
rogate decision-maker after their relative’s move to the 
nursing home.16,17 This suggests that entering a nursing 
home does not necessarily signal the end of caregiving 
but rather identifies a new phase of the caregiving trajec-
tory, which may be as challenging as or even more than 
caregiving at home.18 Therefore, family caregivers of peo-
ple with dementia need continuous support, from a rela-
tive’s move to a nursing home to realign their role19 until 
death since high level of family caregivers’ anticipatory 
grief was suggested to be associated with worse well-
being outcomes post-death.20,21

The World Health Organization recognizes support for 
family caregivers of people with advanced dementia as a 
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public health priority.2 Particularly, family caregivers need 
both guidance in taking decisions for their relative’s end-
of-life care22 and social and emotional support.23

Supporting family caregivers during the end-of-life 
stage may be particularly worthy not only with respect to 
offering them resources to tackle their strain thus avoid-
ing prolonged or complicated grief,20,24 but also to help 
them cope with their caregiving role as a best interest 
decision-maker on behalf of their relative who may lack 
capacity.23 Caring for family caregivers by providing infor-
mation about the course of dementia and treatment 
options as well as attending to their emotional, psychoso-
cial, and spiritual needs should be planned for throughout 
the overall disease trajectory.23 However, literature mainly 
focuses on the support that family caregivers of people 
with dementia receive when they are still at home25 and 
during the transition toward the nursing home,26,27 while 
knowledge about the support in taking challenging deci-
sions about goals of care and treatments during the final 
weeks or a few months of their relative’s life (hereafter 
end of life) is poor and fragmented. Therefore, this litera-
ture review aims to gather and synthesize information on 
interventions to support family caregivers of people with 
advanced dementia at the end of their relative’s life in 
nursing homes and provide a set of recommendations for 
practice.

The central question driving this research is: what 
interventions support family caregivers of people with 
advanced dementia at end of life in nursing homes?

Methods

Design
A systematic review according to the Joanna Briggs 
Institute methodology for Mixed-Methods Systematic 
Review was performed.28

This review has been reported in accordance with the 
Synthesis Without Meta-analysis (SWiM) guidelines29 
(Supplemental Appendix 1) and Preferred Reporting Items 
for Systematic Reviews and Meta-Analyses (PRISMA) guide-
lines30 (Figure 1) to enhance the quality and transparency 
of reporting. The review protocol was registered on 
PROSPERO register of systematic reviews on 5 November 
2020 (registration number CRD42020217854), available at 
https://www.crd.york.ac.uk/prospero/display_record.
php?ID=CRD42020217854.

Search strategy
A three-step search strategy was employed: (1) an explor-
ative search on PubMed and CINAHL EBSCO was con-
ducted in October 2020 followed by an analysis of title, 
abstract, and the index terms to identify the most appro-
priate keywords; (2) five databases (PubMed, CINAHL 

EBSCO, PsychInfo EBSCO, Joanna Briggs Institute, and 
Scopus) were searched from inception on November 5th 
2020. Searches employed both controlled vocabularies 
and free terms, without temporal or language limits. 
Search strategies were adapted for each database 
(Supplemental Appendix 2); and (3) the references of 
included articles were screened to identify further rele-
vant publications.

Inclusion and exclusion criteria
Population. Studies were included if they focused on any 
type of interventions aimed at supporting family caregiv-
ers of people with advanced dementia at the end of life in 
nursing homes by promoting their awareness and resil-
ience. End of life was defined as the final weeks or a few 
months of a relative’s life.31

Interventions delivered at the organizational level (e.g. 
care coordination program, respite program) or at the 
societal/policy level (e.g. payment rules, waiver programs, 
direct services to caregivers of people with dementia, 
policies regarding unpaid or paid leave for caregivers) as 
well as resident-oriented support interventions were 
excluded. Interventions at the organizational level were 
excluded since they are usually delivered in community 
settings and aimed at relieving caregiving responsibilities 
on a temporary or periodic basis during the disease trajec-
tory, rather than promoting family caregivers’ awareness 
and resilience, thus not providing an ongoing support for 
the end-of-life phase. Interventions at the societal/policy 
level were excluded since public support may widely vary 
across jurisdictions, thus preventing from providing gen-
eralizable recommendations. Caregiver-oriented support 
interventions as part of multi-faceted programs were 
included only when caregiver-oriented support interven-
tions were clearly recognizable and assessable.

Family caregivers of people with advanced dementia 
were defined as the relative, partner, close friend, or 
neighbor who provides assistance in activities of daily liv-
ing, or social or emotional support to the person with 
dementia, or assumes an advocacy role.32

Phenomena of interest. The review considered studies 
that investigated all forms of interventions delivered at 
the caregiver level (e.g. educational, psychosocial, and 
psychological interventions) which are employed to sup-
port family caregivers of people with advanced dementia 
at the end of life in nursing homes.

Context. Studies merging caregiver-oriented support 
interventions across different settings (i.e. home, public 
hospital, hospice, private hospital, and assisted living) 
were included only when the results related to the nurs-
ing homes were clearly distinguishable. Nursing home 
was defined as a facility that provides room and board, as 

https://www.crd.york.ac.uk/prospero/display_record.php?ID=CRD42020217854
https://www.crd.york.ac.uk/prospero/display_record.php?ID=CRD42020217854
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well as management of chronic medical conditions and 
nursing care and interventions with activities of daily liv-
ing for patients who are physically and/or cognitively 
impaired.7

Types of studies. Quantitative, qualitative, and mixed 
methods studies were considered. Quantitative studies 
included cross-sectional studies, pre-post studies, clinical 
trials, controlled clinical trials, and randomized controlled 
trials; qualitative studies included qualitative descriptive, 
phenomenology, grounded theory, ethnography, case 

study, and action research design. Mixed methods studies 
were considered if data from the quantitative or qualita-
tive components were clearly recognizable. When studies 
were quantitative according to the study authors but also 
reported qualitative data, the study was considered 
“quantitative” but both qualitative and quantitative data 
were included.

Theses, dissertations, abstracts in proceedings and 
other papers published in non-peer-reviewed publica-
tions (e.g. government working papers) as well as research 
protocols were excluded.

Records excluded by title and abstract 
(n = 1398)

Full-text articles excluded (n = 15)
- Not performed in nursing home or nursing home 
context not clearly identifiable (n = 5)
- Not end-of-life timeframe (n = 3)
- Not peer reviewed source (n = 3)
- Interventions delivered at the organizational 
level (n = 1)
- Interventions supporting family caregivers as 
part of multi-faceted programs not clearly 
recognizable and assessable (n = 1)
-Interventions not aimed at supporting family 
caregivers of people with advanced dementia (n = 
1)
-Research protocol (n = 1)

Records identified through 
database searching 

(n = 1722 )
PubMed (n= 432)

EBSCO CINAHL (n= 312)
EBSCO PsyINFO (n = 332)

Joanna Briggs Institute (n = 35)
Scopus (n = 611)
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Studies assessed for 
methodological quality (n = 11)

Records screened 
(n = 1424)

Full-text articles assessed for 
eligibility 
(n= 26)

Records after duplicates removed 
(n = 1424)

Duplicate manually removed
(n = 298)

Included from the references lists of 
selected articles (n = 0)

Studies included in the mixed-
methods systematic review (n = 11)

Studies included in the mixed-
methods systematic review (n = 11)

Figure 1. PRISMA flow-chart depicting the main stages of the systematic review process.
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Screening and study selection
All identified articles were loaded into EndNote X9 
(Clarivate Analytics, PA, USA) and duplicates removed. 
Titles, abstracts, and finally full texts, were screened by 
two independent reviewers for assessment against the 
inclusion and exclusion criteria.

Assessment of methodological quality. The selected 
papers were independently assessed by two reviewers 
for methodological validity using Joanna Briggs Institute 
critical appraisal tools for survey designs reporting fre-
quencies/proportions,33 randomized controlled trials,34 
qualitative studies,35 and case reports.36 Details of the 
items contained in each critical appraisal tool are reported 
in Supplemental Appendix 3. No studies were excluded 
on the basis of methodological quality.

Data extraction. Two independent reviewers extracted 
data including author(s), year, type of study (i.e. quantita-
tive, qualitative, and mixed methods), methodology (e.g. 
cohort, phenomenology), geographical context and other 
context-related information, number and characteristics 
of participants, phenomena of interest, data collection, 
data analysis, and main findings according to the Joanna 
Briggs Institute mixed methods data extraction form fol-
lowing a convergent integrated approach.28 Moreover, 
details regarding the interventions delivered to support 
family caregivers were extracted, when available.

Quantitative data comprised of averages or percent-
ages that profiled the sample as well as all relationships 
between study variables and outcome. Qualitative data 
comprised of themes or subthemes relevant to the 
review question with corresponding illustrations (i.e. par-
ticipants’ direct quotations or the exact words of the 
authors), which were assigned a level of credibility based 
on the congruency of the finding with supporting data: 
unequivocal (evidence beyond reasonable doubt); credi-
ble (plausible in light of the data and theoretical frame-
work); or unsupported (no relationship between findings 
and data).37 Only findings unequivocal and credible were 
included in the synthesis. Each finding was identified by 
an alphanumeric code (e.g. A1, A2, B1, . . .). Each letter 
corresponded to a study and each number to a unique 
finding. The progressive letters indicate the order of 
study inclusion in the review, while the progressive num-
bers indicate the order of findings in the original article 
(Tables 1–3).

Data transformation. The quantitative data was con-
verted into “qualitized data” because codifying quantita-
tive data is less error-prone than attributing numerical 
values to qualitative data.28 Qualitized data comprised tex-
tual descriptions or narrative interpretation of the quanti-
tative results (e.g. “Undergoing some type of educational 

program as a significant factor in predicting less role over-
load, less stress related to the caregiving situation, more 
frequent use of reframing, and greater competence deal-
ing with healthcare professionals” is the transformation 
identified from a three-arm randomized study aimed at 
testing the efficacy of a psychoeducational program com-
pared to a comparison program or no program in enhanc-
ing mental health of women caregivers of a relative with 
dementia living in a long-term care setting that used pre-
diction analysis).38

Data synthesis and integration. The convergent inte-
grated approach to synthesis according to the Joanna 
Briggs Institute methodology for Mixed-Methods Sys-
tematic Review,28 based on previous work of Sand-
elowski et al.39 and Hong et al.40 was adopted. Qualitized 
data were assembled with the qualitative data directly 
extracted from qualitative studies. Assembled data were 
categorized and pooled together based on similarity in 
meaning (i.e. a category may integrate two or more 
types of data: qualitative data, qualitized data or a com-
bination of both). Categories were aggregated to pro-
duce a set of integrated findings in the form of a set of 
recommendations or conclusions.

Appraisal of level of evidence. The level of evidence was 
assessed at the study level. The level of evidence for 
quantitative studies was assessed using the Grading of 
Recommendations Assessment, Development and Evalu-
ation (GRADE) system,41 that ranks evidence as very low, 
low, moderate, and high. According to this approach, all 
randomized controlled trials start with a ranking of “high” 
while all other study designs start with “low.” This a-priori 
rank can then be adjusted (i.e. downgraded or upgraded) 
after considering eight assessment criteria and making a 
judgement about quality based on these.

The ConQual system was used to establish the confi-
dence for qualitative evidence which included qualitative 
studies and integrated findings.42 According to the 
ConQual approach, all qualitative studies start with a 
ranking of “high” on a scale of very low, low, moderate, 
and high. This ranking system then allows the findings of 
individual studies to be downgraded based on their 
dependability (i.e. appropriateness of the conduct of the 
research with research aims and purpose) and credibility 
(i.e. findings classified as unequivocal, credible, or unsup-
ported).37 The integrated finding may then be down-
graded based on the aggregate level of dependability 
from across the included findings. Downgrading for cred-
ibility may occur when not all the findings included in an 
integrated finding are considered unequivocal.42

Any disagreements during the selection process, qual-
ity assessment, data extraction, transformation, synthesis 
and integration, and appraisal of the level of evidence was 
resolved by involving a third reviewer.
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Results

Review process
Of the 1722 articles identified, after duplicate removal 
(n = 298) and screening for title and abstract (n = 1398), 26 
entered the full text review process. Fifteen articles were 
further excluded according to the above-mentioned criteria; 
no articles were included from the reference lists of selected 
papers. Finally, eight quantitative studies and three qualita-
tive studies were included in the review (Figure 1).

Quality assessment is reported in Table 1 and 
Supplemental Appendix 3.

Characteristics of included studies
The included studies were conducted in seven countries: 
two in the United Kingdom,43,44 two in the United 
States,45,46 two in Canada,38,47 one in Australia,48 one in the 
Netherlands,49 and three were transnational studies.50–52

All except two studies38,47 on the same cohort of 
patients were conducted after 2010.

Studies involved a median of 12 nursing homes, from 
145,46 to 4443; only two studies reported the nursing home 
size which ranged from 40 to 99 beds.43,44 Nursing homes 
had a main for-profit43 or not for-profit38,47,50 profile. No 
information was provided about physician availability in 
the facilities.

The qualitative studies employed an ethnographic,44 
qualitative descriptive,48 or longitudinal case study46 
methodology. The quantitative studies adopted rand-
omized controlled38,45,47 and cross-sectional43,49–52 designs.

Qualitative data were collected from face-to-face semi-
structured individual interviews with family caregivers 
(n = 2)38,44 and healthcare professionals (n = 2),44,48 health-
care professionals’ reflective diary (n = 1),44 and email let-
ters (n = 1).46 Quantitative data were collected from postal 
questionnaires (n = 4),49–52 family caregivers’ structured 
face-to-face interviews with the questionnaire format 
(n = 3),38,47,51 telephone questionnaires (n = 1),45 and 
online surveys (n = 1).43

Sample sizes ranged from 146 to 188,50 with the qualita-
tive studies having smaller samples. A total of 443 health-
care professionals, 437 family caregivers, and 49 nursing 
home directors are represented in the review findings.

Studies explored the views of family caregivers,38,45–47,51 
healthcare professionals,50,52 and nursing home managers,43 
with two studies48,49 including both family caregivers  
and healthcare professionals and one study44 family caregiv-
ers, healthcare professionals and nursing home managers 
(Table 1).

Interventions to support family caregivers in 
included studies
In all, seven unique interventions across 11 studies were 
identified. A booklet about comfort care in advanced 

dementia49–52 and a psychoeducational program38,47 were 
evaluated in multiple studies. Interventions were gathered 
into three main categories including (a) provision of infor-
mation (n = 5)43,49–52; (b) psychoeducational programs 
(n = 2)38,47; and (c) family meetings associated with written 
information,48 psychosocial support,45 education,44 or all 
these three aspects simultaneously46 (Table 2). Specifically, 
included studies explored practices adopted to inform fam-
ily caregivers of people with dementia about end of  
life43; acceptability and usefulness of written information 
alone49–52 or in association with family meetings48 to 
improve end-of-life discussions about dementia care; bene-
fits of psychoeducational programs for family caregivers’ psy-
chological health and competence in dealing with healthcare 
professionals38,47; and benefits of family meetings associated 
with psychosocial support,45 educational programs,44 or writ-
ten information and education46 (Table 1).

Data synthesis
Of the 46 findings extracted, 23 were qualitative and 23 
quantitative (Tables 1 and 3). All qualitative findings were 
rated as unequivocal and thus included in the synthesis in 
addition to the qualitized data. The level of credibility for 
each qualitative finding with participants’ direct quota-
tions is reported in Table 1.

Qualitative and qualitized data were assembled into 
seven categories, then combined in the following three 
integrated findings (Table 3, Figure 2):

Integrated finding 1. End-of-life dialogue should be ongoing 
and provide adequate time and space for sensitive discussion 
to establish a family caregivers-healthcare professionals 
partnership, promote shared decision-making and improve 
the quality of family caregivers’ remaining time with their 
relative while offering emotional support

Twelve qualitative findings from four studies38,44,46,48 
formed two categories which constituted the first inte-
grated finding. This integrated finding revealed that end-
of-life discussions should start as early as possible in the 
disease trajectory when the first cognitive problems arise 
and be ongoing: this provides family caregivers emotional 
support and enough time to process information, thus 
establishing a partnership between family caregivers and 
healthcare professionals and promoting shared decisions 
about end-of-life care.

Category 1: Ongoing discussion between healthcare 
professionals and family caregivers is pivotal to promote 
informed decisions, establish a partnership, provide 
emotional support and improve the relationship between 
family caregivers and their relative at the end of life

Ongoing dialog helped building trusting relationships 
between family caregivers and healthcare professionals, 
provided reassurance, and allowed time for family 
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 c
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 b
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 c
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r m
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 m
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 c
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 p
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l d
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ra
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ra
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 p
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ra
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r p
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 c
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r c
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f c
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r c
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 d
id

 n
ot

 re
ce

iv
e 

an
y 

ed
uc

at
io

na
l p

ro
gr

am
; i

ns
te

ad
, t

he
 p
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 m
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 p
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 o
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t m
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 p
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 p
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 b
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f m
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 c
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 d
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 d
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 m
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I f
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 p
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 c
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se
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f d

ea
th

 (5
9.

1%
); 

(ii
i) 

im
po

rt
an

ce
 o

f 
su

pp
or

t f
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 c
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) m
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f m
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 d
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t p
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 c
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ra
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at
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 c
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f m
y 

re
la

tiv
e;

 (5
) h

ow
 to

 id
en

tif
y 

an
d 

ca
ll 

up
on

 m
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r m
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 c
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 c
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ra
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 c
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 c
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 d
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 m
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at
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 c
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 d
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 b
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 m
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 d
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 b
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at
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 d
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r c
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 d
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re
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at
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 m
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 p
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 d
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 p
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 p
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 m
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. F
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 d
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 d
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 c

on
di

tio
n,

 a
nd

 th
e 

pa
lli

at
iv

e 
ca

re
 te

am
 d

isc
us

se
d 

th
e 

fa
m

ily
’s

 
go

al
s o

f c
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 p
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 re
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 m
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) p
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 m
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 p

ar
t o

f 
th

e 
in

te
rv

en
tio

n,
 th

e 
pa

lli
at

iv
e 

ca
re

 so
ci

al
 w

or
ke

r d
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l c
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 m
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l p
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 p
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 d
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 c
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 c
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 c
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 c
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’ c
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l r
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 m
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 m
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 c
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 d
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 c
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 c
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 p
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 c
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f d
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, c
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at
io

n,
 p
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at
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l c
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l o
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ra
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 m
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 d
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l c
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d’
s m
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ra
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 c
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l c
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 c
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f c
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.
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 c
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 d
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caregivers to process information about their relative’s 
health conditions.44,46 Ongoing discussions appeared to 
increase family caregivers’ awareness about their rela-
tive’s worsening conditions and prognosis and increased 
their capacity to make informed decisions,44,46 in addition 
to helping them feel less emotionally unsettled.46,48

Family caregivers usually desired to be engaged in dis-
cussions rather than “being told,”48 and when this hap-
pened they felt able to successfully express their 
dissatisfaction with their relative’s care to the healthcare 
professionals and to collaborate together to find solu-
tions.38 Moreover, family caregivers described the bene-
fits of the dialog process for the relationship with their 
relative, reporting better communication and more pleas-
ant visits.38

Category 2: Consideration of the manner and location when 
discussing with family caregivers about their relative’s end-
of-life care preferences is important

The physical environment where end-of-life discus-
sions took place as well as how healthcare professionals 
sustained such discussions were key aspects. Communal 
areas such as a dining room or lounge were deemed 
unsuitable for sensitive discussions with family caregivers, 

and privacy and intimacy emerged as essential aspects to 
be considered.44 Moreover, great emphasis was put on 
the importance of providing information in a sensitive 
way, while addressing family caregivers’ grief and guilt 
and their current issues and concerns before discussing 
future plans of care.44

Integrated finding 2. End-of-life discussions should be face-
to-face and guided by supporting written information whose 
provision may vary in timing and way according to family 
caregivers’ preferences and the context

Nineteen findings (17 qualitized and 2 qualitative) from 
eight studies38,43,44,48–52 formed two categories which con-
stituted the second integrated finding. This integrated 
finding showed that end-of-life discussions about demen-
tia care with family caregivers should be face-to-face and 
supported by written information; the timing and way to 
provide written information may be influenced by family 
caregivers’ preferences and the organizational policies 
and cultural context.

Category 3: End-of-life discussions should be face-to-face, 
structured around a set of pre-defined topics and supported 
by written information to educate and reassure family 
caregivers about care options at the end of life

Ongoing discussion between healthcare professionals and family 
caregivers is pivotal to promote informed decisions, establish a 
partnership, provide emotional support and improve the relationship 
between family caregivers and their relative at the end of life

Consideration of the manner and location when discussing with family 
caregivers about their relative’s end-of-life care preferences is 
important

End-of-life dialogue should be ongoing and provide adequate time 
and space for sensitive discussion to establish a family caregivers-
healthcare professionals partnership, promote shared decision-
making and improve the quality of family caregivers’ remaining 
time with their relative while offering emotional support  

End-of-life discussions should be face-to-face, structured around a set 
of pre-defined topics and supported by written information to educate 
and reassure family caregivers about care options at the end of life

Consideration of when to provide written information about care 
options at the end of life and how to make them available to family 
caregivers is essential  

End-of-life discussions should be face-to-face and guided by 
supporting written information whose provision may vary in 
timing and way according to family caregivers’ preferences and 
the context

Psychoeducational programmes and/or regular family meetings are 
needed to effectively relieve family caregivers’ strain while just one
meeting or simply providing information is not enough; involvement 
of professionals experienced in psychological care may be required to 
help family caregivers manage their psychological distress and develop 
problem solving skills

Interaction with peers and healthcare professionals independent from 
the staff of the nursing home is useful to bring out family caregivers’ 
needs of education and can be a source of emotional support

Family caregivers should be helped to take care of themselves by 
promoting reflection, reframing, acceptance, and finally empowerment

Family caregivers should be offered tailored psychoeducational 
programmes and/or regular family meetings about dementia 
care at the end of life according to their specific information and 
emotional needs to promote understanding about their relative’s 
health conditions, acceptance of the upcoming loss, and 
empowerment in facing challenging end-of-life-related issues

Figure 2. Categories and integrated findings.
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Most nursing homes provided family caregivers face-
to-face information and rates of discussing depended on 
the topic: 77.3% of discussions explored advance care 
planning about resident’s wishes for the future care 
while only 38.6% focused on legal financial arrange-
ments.43 Moreover, both healthcare professionals and 
family caregivers reported the need48,49 and value44 of 
providing written information about care options at the 
end of life for people with dementia to support discus-
sion. All findings relating to written information to sup-
port face-to-face discussion highlighted the acceptability 
and usefulness of a booklet to provide information and 
reassure family caregivers about care options in 
advanced dementia at the end of life, according to both 
the healthcare professionals’49,50,52 and family caregiv-
ers’ perspective.49,51 Family caregivers reported that 
they gained confidence as decision makers and felt bet-
ter able to engage in discussion when a discussion tool 
structured around a set of pre-defined topics was avail-
able.48 Witten information emerged as useful regardless 
of the organizational and cultural context.50

Category 4: Consideration of when to provide written 
information about care options at the end of life and how to 
make them available to family caregivers is essential

Variability in the preferred timing of information provi-
sion about care options in advanced dementia emerged 
among healthcare professionals and family caregivers.49 
However, preference of timing was highly variable also 
across individuals and countries.50,51 Most nurses indicated 
that the best moment to provide written information was 
when there are discussions about a medical problem for 
which comfort care is an option, however, the proportion 
of nurses who thought an informational booklet could be 
provided at the time of dementia diagnosis or before mov-
ing to a nursing home was higher in Japan and English 
Canada than in French Canada.50 The dying phase was the 
least preferred time among family caregivers, however, 
the proportion of Italian family caregivers who would have 
wanted to receive an informational booklet at the time of 
dementia diagnosis or shortly afterwards was higher than 
among Canadian and Dutch family caregivers.51

Both family caregivers and healthcare professionals 
agreed that the attending physician or nurse should have 
a role in providing written information.49,51

Integrated finding 3. Family caregivers should be offered 
tailored psychoeducational programs and/or regular family 
meetings about dementia care at the end of life according to 
their specific information and emotional needs to promote 
understanding about their relative’s health conditions, 
acceptance of the upcoming loss, and empowerment in 
facing challenging end-of-life-related issues

Fifteen findings (six qualitized and nine qualitative) 
from six studies38,43–47 formed three categories which 

constituted the third integrated finding. This integrated 
finding highlighted that psychoeducational programs 
should be tailored to family caregivers’ needs to empower 
them when confronted with end-of-life issues and pro-
mote their understanding about their relative’s prognosis 
and proximity to dying.

Category 5: Psychoeducational programs and/or regular 
family meetings are needed to effectively relieve family 
caregivers’ strain while just one meeting or simply providing 
information is not enough; involvement of professionals 
experienced in psychological care may be required to help 
family caregivers manage their psychological distress and 
develop problem solving skills

Most nursing homes offered family meetings to sup-
port family caregivers, while only a few offered family 
education sessions.43 When family caregivers were 
involved in regular in-person meetings with a psychologist 
and provided with personalized information and advice in 
step with the evolution of the disease, they perceived 
education, counseling and psychosocial support, thus 
flourishing and feeling happy with themselves most of the 
time, while deepening their relationship with and becom-
ing an advocate for their relative.46 Also, psychoeduca-
tional programs structured in up to 10 weekly sessions for 
small groups (i.e. 6–8) of family caregivers which employed 
a participatory approach (e.g. discussions, written exer-
cises between sessions, role playing) and were centered 
on their actual concerns emerged as beneficial; family car-
egivers reported less role overload, less caregiving-related 
stress, more frequent use of reframing, and greater com-
petence in dealing with healthcare professionals,38 and 
most benefits appeared to be retained in the months fol-
lowing the educational intervention.47 However, no effects 
on psychological distress, problem solving skills and stress 
management were identified.38 Moreover, just one in-
person meeting delivered by palliative care physicians or 
social workers did not have any significant effects on fam-
ily caregivers’ depressive symptoms and life satisfaction, 
despite providing structured information about the pros 
and cons of treatment decisions and follow-up psychoso-
cial support via telephone.45 Furthermore, regardless the 
type of intervention, when improvement was not reached 
at the end of the intervention, no significant benefit 
emerged over time.45,47

Category 6: Interaction with peers and healthcare 
professionals independent from the staff of the nursing home 
is useful to bring out family caregivers’ needs of education 
and can be a source of emotional support

Two qualitative findings from one study44 contributed 
to this category. Eliciting family caregivers’ needs for 
dementia education may be challenging. Strategies such 
as interacting with other family caregivers in structured 
family sessions and with healthcare professionals or 
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teams independent from the nursing home eased talking 
and generating questions about dementia and its progres-
sion, as well as provided an alternative view of the resi-
dents’ needs and how to improve their care.44

Category 7: Family caregivers should be helped to take care 
of themselves by promoting reflection, reframing, acceptance, 
and finally empowerment

Family caregivers reported that educational programs 
helped them to take care of themselves, they learned to 
dedicate more time to themselves without feeling guilt.38 
According to family caregivers’ perspective, educational 
programs worked at two levels by (1) promoting the devel-
opment of coping strategies such as reflection, reframing, 
and acceptance of unchangeable negative events such as 
their relative’s loss to counteract stressors38,46 and (2) by 
making them aware of their strengths.38 Educational pro-
grams allowed family caregivers to stop, step back from 
their current situation, take time to think and change their 
way of looking at things.38,46 The more family caregivers 
understood including the fact that they could not fix some 
things46 and not to accept what could not be changed was 
just not healthy or helpful in any way to anyone,38 the less 
anxious and the more empathetic they felt. Moreover, 
educational programs seemed to help family caregivers to 
exercise control through an increased belief in their 
potential.38

Level of evidence
Among quantitative evidence (n = 8), three studies 
received a ranking of low,43,49,50 three studies of moder-
ate,38,45,47 and two studies of high51,52 (Table 1). Main rea-
sons to downgrade and upgrade the a-priori ranking of 
quality were the risk of bias and large magnitude of effect, 
respectively (Supplemental Appendix 4a).

Two qualitative studies44,46 were ranked as providing 
high evidence and one study48 received moderate evi-
dence due to the downgrading of the dependability crite-
rion by one level (Table 1, Supplemental Appendix 4b).

The quality of evidence for the three synthesized find-
ings received moderate ranking due to the downgrading 
of the dependability criterion by one level (Table 3, 
Supplemental Appendix 4c).

Discussion
The purpose of this Mixed-Methods Systematic Review 
was to gather and synthesize knowledge about interven-
tions employed to support family caregivers of people 
with advanced dementia at the end of life in nursing 
homes in the form of recommendations for daily practice. 
We found that the evidence which sustains recommenda-
tions was of moderate quality and comprehensively 

advises (i) ongoing dialog between healthcare profession-
als and family caregivers and adequate time and space for 
sensitive discussions, (ii) face-to-face discussions sup-
ported by written information whose timing of supply 
may vary according to family caregivers’ preferences and 
the organizational policies and cultural context; and (iii) 
structured psychoeducational programs and/or regular 
family meetings about dementia care at the end of life tai-
lored to family caregivers’ specific needs. Overall, the 
small number of included empirical studies suggests large 
room of improvement for evidence-based interventions 
to support family caregivers of people with advanced 
dementia at the end of life living in a nursing home. 
Moreover, studies were mostly concentrated in the last 
decade, suggesting increasing attention to the need to 
educate and reassure family caregivers about care options 
for their relative with advanced dementia at the end of 
life, despite facilities differing in organizational policies 
and cultural context.

Recommendation 1
A regular open dialog is essential to facilitate partner-
ships between family caregivers and healthcare profes-
sionals and promote both the provision of 
preference-based care and family empowerment.38,44,46,48 
Moreover, quality communication provides emotional 
support to family caregivers, builds trusting relationships 
and informs good decision-making processes.53,54 When 
family caregivers trust healthcare professionals, they are 
usually satisfied with their decision-making experience 
and the care provided aligns with family caregivers’ and 
residents’ wishes.55 Instead, when a sense of belonging 
and attachment lacks, family caregivers experience 
detachment and isolation.56 Good relationships with the 
nursing home staff is a source of emotional support for 
family caregivers57 and essential to provide good quality 
end-of-life care.54

Establishing a dedicated space for sensitive end-of-life 
communication can provide family caregivers both pri-
vacy and proximity at end of life.58 Environmental design 
which improves social interaction and a home-like atmos-
phere has been found to positively impact end-of-life 
care.58,59 However, even when attention is paid to the 
environment, end-of-life communication remains emo-
tionally challenging for both healthcare professionals and 
family caregivers.57,60 Family caregivers usually expect 
that healthcare professionals start communication  
about end-of-life care,60 while healthcare professionals 
may struggle to initiate and sustain such sensitive  
discussions.61 Therefore, it is important that healthcare 
professionals support each other62 to engage family car-
egivers in decision making which may reduce the uncer-
tainty of choices taken at times of crisis and promote 
palliative-oriented care.63 How/when to engage family 
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caregivers is highly variable and requires a personalized 
approach, as discussed below in Recommendation 2.

Recommendation 2
The Covid-19 pandemic has further challenged end-of-life 
communication due to visiting restrictions which pre-
vented family caregivers’ in-person presence.64,65 
However, also during pandemic times, family caregivers 
need to be involved in the decision making process, in a 
timely manner, to provide care consistent with their rela-
tive’ wishes66 and avoid their caregiving role to be dis-
rupted with negative impact on their psychosocial and 
emotional well-being.67 This has forced a change in the 
way of communication between family caregivers and 
healthcare professionals by necessitating the use of 
remote Information and Communication Technologies.68,69 
Worthy examples of remote communication in the nurs-
ing home setting showed that bereaved family caregivers 
who reported effective remote communication with 
healthcare professionals had a better overall experience 
of end-of-life care.68 This suggests that despite in-person 
discussions remain the first choice for end-of-life commu-
nication, Information and Communication Technologies-
based discussions may be a valuable alternative when 
family caregivers’ presence in nursing homes is not possi-
ble (e.g. visitation restrictions, long distance family 
caregivers).

Complementing end-of-life communication with writ-
ten information may facilitate shared decision-making 
and help family caregivers to make an informed choice 
about their relative’s end-of-life care.43,44,48–52 Written 
information promotes family caregivers’ understanding of 
disease progression, prognosis and care options, while 
providing family caregivers the opportunity to go through 
information several times and process information at 
their own pace.70,71 In addition, written information may 
help healthcare professionals to introduce the issue of 
end-of-life care and guide family caregivers to reflect on 
their relative’s values and preferences for future care.72 
This suggests that end-of-life communication may be sup-
ported through a hybrid model of face-to-face communi-
cation, either in-person or using Information and 
Communication Technologies, complemented by written 
materials. A transnational ongoing study, known as 
mySupport, that involves a consortium of six countries is 
exploring the benefits of structured in-person or 
Information and Communication Technologies-based 
family care conferences associated with written informa-
tion, as perceived by family caregivers of residents with 
advanced dementia and healthcare professionals.73 This 
study will inform about the feasibility to implement such a 
structured hybrid educational intervention and its impact 
on family caregivers and nursing home staff.

Consistent with previous authors,60,70 our findings sug-
gest a great variability in the preferred timing of information 

despite the dying phase was the least preferred and  
most family caregivers desired discussions when medical 
problems arise or at the time of admission to a nursing 
home.49–51 Similarly, the responsibility for end-of-life discus-
sions appears to vary across care settings, professional 
scope of practice and countries, and has been described as 
a “hot potato,”74 whereby everyone and no one is taking 
ownership. Our review confirms Dixon and Knapp’s75 sug-
gestion that the optimum approach both from an economic 
and quality effectiveness standpoint is a multi-disciplinary 
one. When a team-based approach is employed, family car-
egivers report higher quality communication and feel more 
involved in care planning that allows for a better-perceived 
death for their relative.76 Therefore, it is the role of all 
healthcare professionals to create an environment of open-
ness so that patients and their family caregivers feel com-
fortable to voice their concerns regarding end-of-life issues 
and can be involved in planning end-of-life care.

Recommendation 3
Consistently with previous literature,77 our findings advo-
cate that healthcare professionals should support family 
caregivers-centered care at the end of life through the 
provision of targeted information and socio-emotional 
care. Family caregivers of people with advanced dementia 
have unique disease-specific information and support 
needs78 and experience significant stress during the tran-
sition from curative-oriented to palliative-oriented 
care.79,80 Therefore, educational interventions should be 
preceded by in-depth assessment of family caregivers’ 
positionality81 and incorporate strategies to promote their 
wellbeing during this transitioning period and beyond, in 
addition to providing tailored education.

Our review suggests that psychoeducational programs, 
which involve weekly small groups of family caregivers for 
up to 10 weeks, reduce their role overload and caregiving-
related stress, and improve use of reframing and compe-
tence in dealing with healthcare professionals despite not 
significantly affecting psychological distress.38,47 Moreover, 
we found that just one family meeting with palliative care 
physicians or social workers does not improve family car-
egivers’ depressive symptoms and life satisfaction.45 
Instead, when family caregivers are involved in regular 
meetings with a psychologist and receive personalized 
information and advice as the disease evolves, they are 
more aware about their relative’s disease trajectory, per-
ceive better relationships with healthcare professionals 
and are more engaged in a shared decision-making pro-
cess at the end of life.46 Also, regular meetings with 
healthcare professionals having a social science back-
ground and experienced in working with people with 
dementia increased family caregivers’ perceived capacity 
to make informed decisions and provided reassurance.44 
Thus, our findings highlight that psychoeducational pro-
grams and regular meetings with healthcare professionals 
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experienced in dementia care tailored to family caregiv-
ers’ specific and changing emotional and information 
needs can promote self-care and empowerment. This is 
noteworthy since empowered family caregivers are more 
prone to understanding the nature of dementia and being 
engaged in shared decisions, and feel more prepared to 
advocate for their relative’s dignity.82–85

This review also suggests that family sessions may be 
an important means for education and emotional sup-
port.43,44 A study involving family caregivers of community 
dwelling people with dementia showed that the majority 
of their unmet needs related to their mental health and 
caregiver support groups.86 Similarly, findings from an 
European cross-country evaluation of a meeting centers 
support program highlighted that peer support can help 
to increase the capacity to deal with the challenges caused 
by dementia and can promote emotional balance.87 Those 
family caregivers who were most satisfied with the discus-
sion groups offered in such program, had experienced 
strong emotional support.87 It may be postulated that 
family caregivers find comfort and support with each 
other in sharing and discussing matters related to the 
emotional impact of dementia. Structured family sessions 
facilitated by professionals experienced in psychological 
care may thus be a promising avenue to be considered 
when planning interventions to support family caregivers 
of nursing home residents with advanced dementia. In 
the community setting, professionally facilitated peer 
support has already shown positive effects on mental 
health outcomes of family caregivers of people with 
dementia.88

Strengths and weaknesses
This study provides a set of recommendations about 
interventions to support family caregivers of people with 
advanced dementia at the end of life in nursing homes by 
synthetizing the relevant qualitative and quantitative lit-
erature of interventions delivered at the caregiver level. A 
strength of this study is the convergent integrated 
approach28 which minimizes methodological differences 
between qualitative and quantitative studies and allows 
to present results together because both are viewed as 
addressing the same research question. Our recommen-
dations are limited by not considering organizational and 
policy level interventions and may suffer from bounded 
transferability to Eastern cultures since they are mainly 
based on studies conducted in Western countries. 
Moreover, the limited available literature prevented from 
making recommendations more actionable. Further 
methodologically sound studies are needed to clearly 
point out which, how, when and by whom interventions 
to support family caregivers of people with advanced 
dementia at the end of life in nursing home should be 
delivered to maximize their effectiveness.

Conclusions
Despite interventions that may benefit family caregivers 
of people with advanced dementia at the end of life in 
nursing home and where, how, when and by whom they 
should be provided is a topic which has been gaining 
increasing interest in the recent years, available evidence 
is still limited.

Our findings are supported by evidence of moderate 
quality and advise healthcare professionals to establish 
ongoing and sensitive discussion with family caregivers to 
promote partnership, informed and shared decisions 
around their relative’s end-of-life care and provide emo-
tional support. Discussions should be face-to-face, struc-
tured around a set of pre-defined topics and supported by 
written information to reinforce messages. Discussions 
should take place in a private environment avoiding com-
munal areas and preference of timing may be variable 
across individuals and contexts.

This review also suggests that family caregivers may 
benefit from structured psychoeducational programs 
and/or regular family meetings tailored to their specific 
information and emotional needs to promote under-
standing about their relative’s prognosis, acceptance of 
the approaching death, and enhance belief in their inner 
strengths and potential. Interacting with peers and health-
care professionals independent from the nursing home or 
experienced in psychological care may help family caregiv-
ers to identify their dementia education needs, manage 
distress and develop problem solving skills.

Future research should explore the potential benefit of 
structured hybrid psychoeducational interventions which 
complement face-to-face discussion with written materi-
als as well as professionally facilitated peer support to 
promote the psychosocial and emotional well-being of 
family caregivers of people with advanced dementia at 
the end of life.
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