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Abstract
Background: Family carers are central to providing high quality palliative care. However, gaps remain in our 
understanding of how best to support carers. In 2010, the European Association for Palliative Care published a White 
Paper on ‘Improving Support for Family Caregivers’. The White Paper informed the research agenda in family caregiving, 
but requires updating due to recent advances in research and practice.
Aim: To update the White Paper from 2010 and undertake a systematic review of reviews to identify key priorities for 
research into family caregiving in palliative care.
Design: A systematic review of reviews (PROSPERO registration: 2024 CRD42024591671).
Data sources: Web of Science, Scopus, CINAHL, ASSIA, Medline Ovid, APA PsychInfo and the Cochrane Database 
were searched from January 2010 to September 2025. Articles were included if they presented research priorities or 
recommendations relating to family caregiving in palliative care. The Critical Appraisal Skills Programme checklist was 
used to appraise the quality of included reviews.
Results: The database searches returned 823 references, after screening 30 reviews were included. Four main areas of 
priority for future research were identified: improving methods and methodologies; carer centred research priorities; 
health systems research priorities; and research focused on carer roles and integration within healthcare teams.
Conclusions: This review highlights research priorities for family caregiving in palliative care. Significant gaps remain in 
our understanding of how best to support carers, and innovative research methods are required to better understand 
and evaluate diverse carer experiences in the context of expanding demand for unpaid care globally.
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What is already known about the topic?

•• Family carers provide a crucial role in supporting people with serious illnesses and palliative care needs.
•• Gaps remain in our understanding of how best to support carers and where to direct research with which 

to inform policy and clinical practice.
•• In 2010, the European Association for Palliative Care published a White Paper on ‘Improving Support for 

Family Caregivers in Palliative care’ which was influential in driving forward the research agenda in family 
caregiving.

What this paper adds?

•• This review of reviews provides an update to the 2010 White Paper and identifies key priorities for research 
into family caregiving in palliative care.

•• Analysis of the included reviews identified four main areas of priority for future research: improving methods 
and methodologies; carer centred research priorities; health systems research priorities; and research 
focused on carer roles and their integration within healthcare teams.

Implications for practice, theory or policy

•• Methodological developments and innovations are required in order to drive up the quality of research and 
to develop enablers for wider implementation of family carer interventions.

•• Research which prioritises an equity perspective is crucial for addressing concerns around underserved 
groups and marginalised family carer populations.

•• Policy and practice innovations are required to consider the needs of family carers within health systems 
globally, particularly in resource poor countries.

Background

Family carers provide a crucial role in supporting people 
with serious illnesses and palliative care needs. 
International evidence consistently shows that the pres-
ence of a family carer is linked to a range of improved 
outcomes for patients at the end of life,1 and carers have an 
important role in providing medical, personal, emotional 
and social support.2 International estimates vary but most 
high-income countries report family carer prevalence at 
between 9% and 15% of the population.3 Accurate popula-
tion estimates of specifically end-of-life carers are particu-
larly difficult to establish but a recent study from the UK 
has suggested that around 1% of individuals provide 
unpaid care to someone in the last 12 months of life.4

Whilst many family carers report rewarding aspects of 
the role,5 considerable burden is associated with caregiv-
ing in palliative care contexts.6 Elements of carer burden 
include decreased self-efficacy, decreased quality of life, 
increased anxiety and depression, complex grief in addi-
tion to structural dimensions such as reduced social inter-
actions, worse financial situation, poverty and impacts on 
employment.7,8

Internationally, policy agendas acknowledge the key 
role that family carers play in supporting people with 

serious illness, particularly in light of commitments to 
shift palliative and end of life care out of hospitals and into 
people’s homes and communities.9,10 Policy increasingly 
advocates evidence-based decision making to drive for-
ward initiatives which will transform carer wellbeing and 
improve support for carers. However, despite the acknowl-
edged role of family carers within a palliative care 
approach and a growing evidence base on carer burden, 
gaps remain in our understanding of how to best support 
carers and where to direct research efforts to evaluate and 
inform policy.

In 2010, a European Association of Palliative Care 
(EAPC) Taskforce on Family Carers published a White 
Paper on ‘Improving Support for Family Caregivers in 
Palliative care’. Published in two parts, the aim of the 
White Paper was to describe the roles of unpaid carers and 
to explain the importance of the caregiving role for 
patients who are nearing the end of life.11,12 The White 
Paper highlighted a number of important issues including 
carer support needs, roles and definitions of carers, con-
text and contribution of caregiving and recommendations 
for stakeholders. It informed the research agenda in fam-
ily caregiving and helped justify the EAPC’s commitment 
to establishing a permanent Reference Group for Family 
Caregiving in Palliative Care, to promote the 
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development of high-quality international research.13 
Since 2010, research on family caregiving and palliative 
care has grown in quality and quantity. In addition, 
changes underlying the context of caring (e.g. evolving 
family structures, increased migration) and the prolifera-
tion of policy which impacts carers, means the White 
Paper is no longer current.

In addition, a number of conceptual and methodologi-
cal uncertainties have been identified over recent years 
which emphasise the need for further scrutiny of the exist-
ing evidence base. Methodological limitations have been 
consistently noted in caregiver research and uncertainties 
persist in relation to outcome measurement and interven-
tion effectiveness in the face of changing population 
demographics and societal norms.4,6 These unresolved 
gaps reinforce the need for an updated review of caregiv-
ing priorities. The purpose of the current review is to 
update the White Paper from 2010, by conducting a sys-
tematic review of reviews to provide a comprehensive 
overview of the key priorities for research into family car-
egiving in palliative care.

Methods

Review aim

To undertake a systematic review of reviews to identify 
key priorities for research into family caregiving in pallia-
tive care.

Objectives

1.	 To undertake comprehensive database searches 
from the date of the White Paper in 2010 to Sept 
2025.

2.	 To search for published reviews which focus on 
family caring in a palliative care context and iden-
tify research priorities or recommendations.

3.	 To systematically screen, appraise and synthesise 
data extracted from included reviews.

4.	 To identify priority areas for research into family 
caregiving in palliative care, including into 
bereavement.

Design

A systematic review of reviews was conducted. This 
approach was selected to provide a summary of evidence 
in a field where there are a number of existing reviews.14 
The review protocol was registered in PROSPERO (2024 
CRD42024591671). There were no changes from the 
published protocol to the methods reported here. The 
Preferred Reporting Items for Systematic Reviews and 
Meta-Analyses (PRISMA) was used as the reporting 
guideline.15

Search strategy

For this review ‘family carers’ were defined as any person 
who provides unpaid care and support to a family member, 
friend or neighbour who is disabled, has an illness or long-
term condition or who needs extra help as they grow 
older.16 This definition was chosen to provide a simple yet 
inclusive means of identifying carers, however we recog-
nise that many other definitions exist, and no reviews were 
excluded on the basis of varying definitions. Palliative 
care was defined as per the World Health Organisation 
(WHO) definition, as an approach which improves the 
quality of life of patients and their families who are facing 
challenges associated with life-threatening illness.17

Electronic searches of the following databases were 
undertaken: Web of Science, Scopus, CINAHL, ASSIA 
database via Proquest, Medline Ovid, APA PsychInfo and 
Cochrane Database of Systematic Reviews. Search terms 
and limits were developed alongside a subject specialist 
librarian and mapped onto a Population, Exposure, 
Outcome (PEO) framework. Search terms are included in 
Table 1. The search was limited to include papers pub-
lished from 01 January 2010 (the publication date of the 
last White Paper) to 30 September 2025. The terms were 
adapted for each database and Medical Subject Headings 
(MeSH) terms were used where possible. Search histo-
ries are provided in Supplemental Appendix 1. The refer-
ence lists of included articles were searched for relevant 
articles.

Following removal of duplicates, titles and abstracts 
were screened by EC and CG. To minimise selection bias 
the reviewers initially met to agree criteria for screening, 
then independently pilot screened 5–10 manuscripts and 
discussed decisions to agree consensus. Following this ini-
tial exercise EC screened all titles and abstracts using the 
inclusion and exclusion criteria noted in Table 2 and CG 
independently screened 10% of titles/abstracts to ensure 
consensus. Articles were included if they presented 
research priorities or recommendations relating to family 
caregiving in a palliative care context. Full-text review 
was carried out by 12 reviewers with each full text inde-
pendently screened by a minimum of two reviewers. In the 
case of a disagreement a third reviewer screened the text to 
provide a consensus decision. Reasons for exclusion were 
noted and the process was documented using a Preferred 
Reporting Items for Systematic reviews and Meta-
Analyses (PRISMA)15 flow diagram (Figure 1). The soft-
ware Rayyan was used for title/abstract screening, Excel 
was used to manage full text screening.

Data extraction, analysis and synthesis

The Critical Appraisal Skills Programme (CASP) check-
list for systematic reviews was used to appraise the quality 
of each of the included reviews.18 No reviews were 
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excluded on the basis of quality appraisal. Instead, 
appraisal was used to inform a narrative description of the 
reviews and also influenced how much emphasis each 
review was given in the overall analysis. Data extraction 
forms were designed for the purpose of the study and data 
from each of the included reviews were extracted onto the 
form by CG. A sample of 10% was quality checked by a 
second reviewer (EC). Discrepancies were discussed and 
resolved by consensus within the review team.

‘Best fit’ framework synthesis was used for the inte-
gration of quantitative and qualitative data.19 This 
approach creates a framework of a priori themes and 
codes data from the review’s included studies against 
that thematic framework. It produces a relatively quick, 
transparent and pragmatic analysis, particularly when 
compared to more interpretative forms of synthesis, as 
much of the data to be included in the review is often 
coded against the a priori framework.19 The following 
steps were undertaken. Firstly, the a priori coding 

framework was generated from the identified articles 
and the previous White Paper.11,12 Evidence from the 
included reviews was then coded according to this 
framework. New codes were created by performing sec-
ondary analysis on any evidence which could not be 
coded against the framework. Finally, a new framework 
was produced composed of a priori and new themes sup-
ported by the evidence. Excel software was used for data 
coding and analysis. Data extraction and synthesis was 
carried out by one reviewer (CG), with a second reviewer 
(EC) verifying the accuracy of the coding. Finally, the 
evidence was revisited to explore relationships between 
the themes as research priority areas. One reviewer (CG) 
then prepared the draft list of themes and a narrative the-
matic summary. To further enhance consistency and reli-
ability, all reviewers were invited to refine and amend 
the data extraction and synthesis and the final narrative 
summary was written collaboratively. Data extraction is 
provided in Table 3.

Table 1.  Search terms.

Population Adult family carers providing support for adults (>18 years) with palliative care needs.
Search terms: Family carer, family carer, informal carer, informal caregiver, unpaid carer, unpaid caregiver, family 

member, carer, caregiver, support person, supporter, next of kin, surrogate, significant other, husband, wife, 
spouse, bereaved carer

Exposure Palliative care needs in adults (>18 years)
Search terms: palliative care, end of life care, supportive care, terminal care, terminally ill, non-curative care

Outcome Research priorities or recommendations i.e. identified priority or important areas of research OR suggestions/
recommendations for conducting research

Search terms: research agenda, research question, research gap, knowledge gap, research initiative, evidence base, 
research subject, policy-relevant research, research programme, research direction, high-quality research, research 
concern, future research, research priorities, research recommendations, research concerns, suggestions

Table 2.  Inclusion and exclusion criteria.

Inclusion criteria:
•  English language (practical reasons).
•  Involving adult unpaid carers (>18 years).
• � Carers providing support for adults (>18 years) 

with palliative care needs. Papers did not need to 
specify inclusion criteria for ‘palliative care needs’ but 
population must be highlighted as such by the authors 
within the text.

•  Carers providing current care and/or bereaved carers.
• � Published from Jan 2010 to Sept 2025 (date of 

searches).
• � Any type of literature review with documented search 

and selection strategy (systematic, integrative, meta-
analysis, realist, meta-ethnography, narrative etc.).

• � Reviews which present research priorities, 
recommendations or focus areas i.e. the stated 
purpose or outcome of the review in the abstract or 
introduction includes identifying research priorities.

•  Any country of publication.
•  Published in a peer review journal.

Exclusion criteria:
• � Studies relating to paediatric (<18 years) palliative care 

only. Studies which included both paediatric and adult 
populations, where the data for adults could be extracted 
separately, were included.

• � Studies relating solely to young carers <18 years. Studies 
which included both young and adult carers, where the 
data for adult carers could be extracted separately, were 
included.

•  Studies relating to paid carers.
• � Reviews not generating specific priorities or 

recommendations for research.
•  Opinion pieces, letters, discussion pieces, grey literature.
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Patient and public involvement

Patient and carer representatives from the UK, Sweden, 
Italy and Australia contributed to the review. 
Representatives were recruited from existing consumer 
panels and networks known to the authors. They were 
asked to read a draft summary of the results and interpreta-
tions and validate the research priorities. Specifically, they 
were asked if they felt the research areas were important to 
them and were asked to provide insights based on their 
personal experiences. Representatives also noted any 
important areas they felt had been missed and reflected on 

next steps for maximising influence, for example mecha-
nisms of change within their country.

Results
The de-duplicated database searches returned a total of 
823 references, after title and abstract screening 107 papers 
remained. During full text screening a further 77 papers 
were excluded leaving a total of 30 papers for inclusion in 
the review (see Figure 1 for PRISMA diagram). More than 
half of the reviews were from the UK (n = 12) or the USA 
(n = 8) with others from Canada (n = 3), Australia (n = 2), 

Figure 1.  PRISMA diagram showing screening process.
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 p
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 d
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.
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 c
ar

er
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d 
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st
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w
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 c
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on
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ea
rt
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 s
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 p
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d 
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e 

da
ta

 r
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at
ed
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o 

ca
re
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he
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ut
co

m
e 

m
ea

su
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s 
w
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 t

he
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re
at

es
t 

ev
id

en
ce

 fo
r 
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ud
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en
er
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d 
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c 

qu
al
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, p
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al
 s
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pt
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nt
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l, 
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fa
ct
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n 
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 c
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ca
l s
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pt

om
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ol
, 
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ed
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al

 u
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 c
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er
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ity
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f c
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e 
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 c
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er
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re
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 c
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 p
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f f
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f p
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 p
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, c
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 c
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 b
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 c
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 p
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f d
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 p
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 m
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, k
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 o
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/ c
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K
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ir
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m
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 c
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ew

s 
an

d 
ex
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en
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 t

o 
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te
rm
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e 

w
ha

t 
th

ey
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ue
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ou
t 
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t 
ho

sp
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e 
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K
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. C
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er
s 
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ig
h 

va
lu

e 
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 b
er

ea
ve

m
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t 
su

pp
or

t 
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t 
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e 
re
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tiv

e 
na

tu
re
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f t
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er
vi

ce
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te
d 
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 c
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er
s 

pl
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ed
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ig
h 
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lu
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ct

iv
e 
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pp

or
t 

bu
t 

th
ey

 d
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 a
lw
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s 
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is
te

nt
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iv

e 
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 C
ar
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s 

va
lu

ed
 t
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 p

ro
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 o
f s
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ia

l 
op

po
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un
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es
 a
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 c
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en

ef
it 
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s 
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ffi
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 s
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ia

l 
su

pp
or

t 
ne
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ks

G
ap

s 
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ud

e 
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e 

di
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iti
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 t
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ila
bi

lit
y 

of
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er
vi

ce
s;

 
th

e 
un

de
rr

ep
re

se
nt

at
io

n 
of

 p
at

ie
nt

s 
w

ith
 n

on
-m

al
ig

na
nt
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se
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nd
 t

he
ir

 c
ar

er
s;

 a
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 li
m

ite
d 

ev
id

en
ce
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e 
so

ci
al
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f c
ar

er
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 c
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an
ce

d 
ca

nc
er
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at
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pr
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s 
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ud
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; a

ll 
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d 
si
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ca
nt

 m
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ho
do

lo
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ca
l 
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ita

tio
ns

. T
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 m
aj

or
ity

 r
ep

or
te

d 
im

pr
ov

em
en

ts
 in

 fa
m

ily
 

ca
re

r 
kn

ow
le
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e 

an
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or
 s

el
f-

ef
fic
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y 
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r 

m
an

ag
in

g 
pa

in
 

m
ed

ic
in

es
; n

o 
ef

fe
ct

 o
n 

pa
tie

nt
 p

ai
n 

ou
tc

om
es

. I
t 

w
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 n
ot

 
po

ss
ib

le
 t

o 
di

sc
er

n 
an

y 
as

so
ci

at
io

n 
be

tw
ee

n 
in

te
rv

en
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n 
ch

ar
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te
ri

st
ic
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an

d 
fa

m
ily

 c
ar

er
 o

ut
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m
es

.
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tif
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w
 b
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t 
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 h

el
p 

fa
m

ily
 

ca
re

rs
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an
ag

e 
pa

in
 m

ed
ic

in
es

 fo
r 

pa
tie

nt
s 

w
ith

 a
dv

an
ce

d 
ca

nc
er

.

Po
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ud
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SA
T

o 
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lly
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va
lu

at
e 
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nd

om
is

ed
 c

lin
ic

al
 

tr
ia

ls
 (

R
C

T
s)

 in
ve

st
ig

at
in

g 
pa

lli
at

iv
e 

ca
re

 in
te

rv
en

tio
ns

 fo
r 

ad
ul

ts
 li

vi
ng

 w
ith

 
pr

og
re

ss
iv

e 
ce

nt
ra

l n
er

vo
us

 s
ys

te
m

 
di

se
as

es
 a

nd
 t

he
ir

 c
ar

eg
iv

er
s 

us
in

g 
se

lf-
re

po
rt

ed
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ut
co

m
es

.

Sy
st

em
at

ic
 

re
vi

ew
Fi

ve
 R

C
T

’s
 w

er
e 

in
cl

ud
ed

. A
ll 

fiv
e 

as
se

ss
ed

 e
ffe

ct
iv

en
es

s 
on

 
pa

tie
nt

 s
ym

pt
om

 b
ur

de
n 

an
d 

ca
re

r 
bu

rd
en

. P
oo

le
d 

po
si

tiv
e 

fin
di

ng
s 

w
er

e 
lim

ite
d 

to
 v

er
y 

m
od

es
t 

ch
an

ge
s 

in
 p

at
ie

nt
 

qu
al

ity
 o

f l
ife

, s
pe

ci
fic

 p
hy

si
ca

l s
ym

pt
om

s 
an

d 
ca

re
r 

bu
rd

en
. 
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ou
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e 
m
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su

re
s 
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ed
 c
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im

et
ri

c 
re

sp
on

si
ve

ne
ss

 
to

 d
et

ec
t 

ch
an

ge
 w

he
th

er
 c
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se

d 
by

 d
is

ea
se

 o
r 

an
 

in
te

rv
en

tio
n 

to
 t

he
 p

at
ie

nt
 o

r 
ca

re
r.

R
es

ea
rc

h 
sh

ou
ld

 c
on

si
de

r 
re

fin
in

g 
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ud
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pu
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m
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se
d 

an
d 

ou
tc

om
e 

m
ea

su
re

s 
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 d
et

ec
t 

an
y 
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ge
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at

iv
e 

ca
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te

rv
en
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Ex
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 m

an
ag
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its

 p
ot

en
tia
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m
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ct
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n 

ca
re

r 
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ife
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nd
 c

ar
er

 b
ur

de
n.

C
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si
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w

he
th

er
 t
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 h
et
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en
eo

us
 p

op
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at
io

ns
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cu
se

d 
di

se
as

e 
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ou
ps

, a
nd

 t
he

 c
ho

ic
e 

of
 o

ut
co

m
e 

m
ea

su
re

s.
Po

pu
la

tio
ns

 fo
r 

fu
tu

re
 r

es
ea

rc
h 

in
cl

ud
e 

st
ro

ke
, p

ri
m

ar
y 

sp
in

al
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rd

 d
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ea
se

s 
or

 n
eo

pl
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m
s.
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cl

ud
es
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ot

h 
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tie
nt
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an

d 
ca
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 c
ar
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ex
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e 

th
e 

ef
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of
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 c
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ap

er
s 

in
cl

ud
ed

. F
ou

r 
m

aj
or

 t
he

m
es

 w
er

e 
id

en
tif

ie
d:

 (
1)

 
Ph

ys
ic

al
 h

ea
lth

 c
ha

lle
ng

es
, (

2)
Ps

yc
ho

-s
oc

io
-s

pi
ri

tu
al

 h
ea

lth
 c

ha
lle

ng
es

, (
3)

 F
in

an
ci

al
 is

su
es

, 
an

d 
(4

) 
H

ea
lth

 s
ys

te
m

 is
su

es
. G

en
de

r 
of

 c
ar

er
s 

w
as

 a
ls

o 
fo

un
d 

to
 b

e 
an

 im
po

rt
an

t 
co

nt
ri

bu
to

r 
to

 t
he

 d
iff

er
in

g 
ef

fe
ct

s 
of

 p
ro

vi
di

ng
 s

up
po

rt
.

M
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e 
re

se
ar

ch
 is

 r
eq

ui
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d 
to
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i) 
Ex

pl
or

e 
w

he
th

er
 t

he
 e

ffe
ct

s 
of

 p
ro

vi
di

ng
 p

al
lia

tiv
e 

ca
re

 
di

ffe
r 

be
tw

ee
n 

di
ve

rs
e 

ca
re

rs
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T
o 

un
de

rs
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nd
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 p
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si

bl
e 
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an
ce
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 t
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 c

ar
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iv
in

g 
ex

pe
ri

en
ce

 d
ue

 t
o 
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ri
ng

 c
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tu
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c 
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i) 
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e 
th
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f c
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er
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lth
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te
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 c
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f c
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at
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ca

re
rs

Fo
cu

se
d 

on
 a

 s
in

gl
e 

co
un

tr
y 

(C
an

ad
a)

M
ar

co
 2

02
22

6  
A

us
tr

al
ia

T
o 

id
en

tif
y 

th
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 c
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en
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ie
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em

ot
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l s
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rt
, d

is
ea

se
-
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c 
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e,
 c

ar
er

 r
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e 
re

sp
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si
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el
f-
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re
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nd
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ne
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l p
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 s
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po

rt
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s 
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e 
m
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t 
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m

m
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ly
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ne
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m
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 c
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al

ly
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to
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of
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er
vi
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 fo
rm

al
 e
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ca

tio
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op
po

rt
un
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es
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nd
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m
m

un
ic
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n 
w

ith
 h
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 c
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 r
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 b
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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

at
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.
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al
ed

 t
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iv
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g 
as

 a
 m

or
al

 d
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ic
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re
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 p
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’ p
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 p
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 c
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 c
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 c
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 d
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at
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 d

ev
el

op
ed

 t
o 

ad
dr

es
s 

un
m

et
 s

up
po

rt
iv

e 
ca

re
 n

ee
ds

 in
 

pe
op

le
 w

ith
 p
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m
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f c
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 c
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 p
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st
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 d
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 m
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China (n = 2), Ireland (n = 1), Germany (n = 1) and 
Singapore (n = 1). Most of the included studies adopted a 
systematic review (n = 12) or scoping review (n = 9) 
method, with others using integrative review (n = 1), narra-
tive review (n = 1), Cochrane review (n = 3) or literature 
review (n = 3) methods. There was one review of reviews. 
Critical appraisal indicated the majority reviews were of 
moderate to high quality, however limitations were noted 
with regard to generalisability as many of the included 
reviews were restricted to a single geographical region, 
one particular diagnostic group or a single context of car-
ing for example, home based hospice care.

Four main areas of research priority were derived 
from the themes extracted in the review and were vali-
dated by PPI collaborators (Figure 2). The four research 
priority areas are: (i) improving methods and methodolo-
gies to better capture carer experiences and develop 
actionable solutions; (ii) family carer centred research 
priorities addressing underserved populations and target-
ing all phases of family caregiving; (iii) health systems 
research priorities; and (iv) research focused on the inte-
gration of carers within healthcare teams. Themes are not 
presented in order of importance and as no ranking exer-
cise was undertaken all priorities should be addressed 
with equal urgency. Within each of these areas, a number 
of specific recommendations were identified from the 
extracted data, as summarised below and in Table 4. PPI 
views and insights are integrated into the subsequent 
description of themes.

Methods and methodologies

Research priorities addressing methodological aspects of 
family carer research were noted in many of the included 
reviews. Recommendations were made to improve the 
overall quality and conduct of research to produce more 
robust, reliable and generalisable findings. For example, 
greater attention should be paid to the evaluation of 
promising early stage interventions, ensuring carer 

specific primary outcomes are identified to demonstrate 
effectiveness.20–23 A lack of longitudinal research was 
also noted, which had implications for mapping change 
over the caring trajectory.24,25 Marco 2022, Antonacci 
2020, and Hasson 2020 emphasised the importance of 
methods which directly capture the views of carers, rather 
than relying on assumptions or proxy data, crucial for 
acknowledging the complex interplay between patient 
and carer experiences.26–28 PPI representatives noted that 
sometimes carers can only be recruited via patients (due 
to ethical regulations), giving them a gatekeeping role 
which requires careful management.

A lack of diversity within research populations was 
noted across many of the included reviews and by the PPI 
representatives, and recommendations were made to 
develop more inclusive research designs which specifi-
cally recruit from under-represented groups including eth-
nic, cultural and religious minorities and socio-economically 
disadvantaged.25,28–34 Hudson et al. noted a significant gap 
in the literature for low and middle income countries; the 
majority of interventions are developed in high income 
countries and the applicability of these approaches to other 
cultures and contexts therefore requires further investiga-
tion.32 Finally, the theoretical basis of research is often 
unclear, and the use of frameworks which explicitly map 
out knowledge gaps31 and propose explanatory models24 
would support the conceptual basis for ongoing research.

Carer centred research priorities

Particular groups of carers were perceived to be under-
served by existing research. In part this was due to a lack 
of diversity within research populations (as noted above) 
but was also a result of more systemic issues with defining 
who carers are and recognising who they care for. This 
included carers of patients with non-malignant/rare dis-
eases and ‘atypical’ carers who may not fit, or identify 
with, accepted definitions or norms.35–40 For example, 
Ülgüt et  al. and the PPI representatives highlighted the 
support needs of long distance carers (i.e. those living 
remotely from the care dependent) noting they were less 
likely to identify with the term ‘carer’, despite facing con-
siderable burden.29

Carer identification, support and information needs 
were highlighted as important research priorities. Research 
is needed which can develop improved methods for identi-
fying carers, refine and advance tools for assessing the 
needs of carers and effectively address carer needs through 
targeted interventions and support, for example the Carer 
Support Needs Assessment tool from the UK.22,41 McGuire 
et al. noted the importance of identifying ‘who’ a caregiver 
is for a care recipient, recognising the diversity of care 
relationships and maximising inclusivity in definitions.41 
Doherty et al. identified a need for research which explores 
different methods of delivering support and information 

Figure 2.  Themes and associated areas of research priority.
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(e.g. dyadic support including both patient and carer).42 
Similarly, Marco et  al. emphasised the need to identify 
transition points so that the right support can be offered at 
the right time and when it is most needed.26

Experiences of caregiving are diverse and wide rang-
ing, and research is required to develop novel solutions 
which are tailored to the full spectrum of carer experience. 
A particular gap was noted relating to carers psychological 
and mental health needs.32,43–45 PPI representatives noted 
social and relational needs as additional challenges. Whilst 
some successful interventions have been developed to tar-
get these outcomes (e.g. family dignity interventions46), 
few address the specific needs of end of life carers and 
how they can be supported through tailored interventions. 
Carer burden is commonly reported amongst family car-
ers, however there is a need for new conceptual models to 
take account of the diverse range of impacts for an increas-
ingly diverse carer population, accounting for positive ele-
ments such as resilience in addition to vulnerabilities.44

Family carer research priorities also extended into 
bereavement, with a number of reviews reflecting on the 
prolonged impact of caring beyond the death of the patient. 
Bereavement support was often valued, but the reactive 
nature of such services resulted in some carers foregoing 
support.33 Research which addresses grief, bereavement 
support needs, financial hardship and emotional, psycho-
logical and social coping strategies into bereavement is 
needed to support carers holistic wellbeing.25,27,44,47 
Bereavement support was noted as a particular priority by 
the PPI representatives who described feelings of ‘aban-
donment’ by health services which compounded their 
grief, and carers describing themselves as ‘the ones who 
are left behind’.

Health systems research priorities

The organisation and delivery of health care systems is 
likely to influence a range of factors relevant to family car-
ers, and is an important research consideration. In their UK 
study of hospices, Hughes et al. identified large geographi-
cal disparities in the availability of services for both 
patients and carers, highlighting concerns around equita-
ble provision and the need for research to address this.33 
Greater availability of generalist palliative care services 
has been proposed as one such solution to improving 
equity, however further research is required to explore the 
role and responsibilities of generalist providers and how 
they can best support carers.36 PPI representatives noted 
the challenges of navigating various pathways and systems 
and understanding the ways in which different professions 
work, and how this can be overwhelming for the carer.

The ability of family carer interventions to operate in 
‘real world’ settings was also noted as a priority, requiring 
careful consideration within constantly evolving health-
care environments.22,25,48 The development of technology 
based communication is one such evolution, and was noted 
as having significant potential by PPI representatives for 
example, digital tools, Artificial Intelligence. However, 
research addressing infrastructure developments is 
required in order to support the rapid roll out of technology 
based interventions.29,41 Finally, the financial conse-
quences of caregiving are well evidenced, however the 
roles and contributions of different financial providers 
within healthcare systems are less well understood. PPI 
representatives reflected on the challenges of negotiating 
both public and private healthcare systems, in countries 
and settings without free universal health care. Further 

Table 4.  Priorities for family caregiving research in palliative care.

Main research priority areas Research recommendations

Research methods and 
methodologies

•  Improve overall quality and conduct of research21,23,43

•  Greater use of longitudinal designs23–26

•  Evaluation of interventions using methods appropriate to carer populations20,22,23,32,34,38,43,45,46

• � Development and use of methods to capture the views of under-represented groups e.g. 
ethnic, cultural, religious minorities, socio-economically disadvantaged23,27–31,40

•  Development and use of methods which directly capture the views of carers26,28

•  More emphasis on research in low and middle income countries (LMICs)32

•  Establish and evaluate the theoretical basis for research24,31

Carer centred research 
priorities

•  Capture diverse carer experiences e.g. long distance carers23,27,29,31,34,35,37,38,41

•  Identify and address carer support and information needs28,34,41,42

•  Identify and address psychological and mental health needs24,25,27,32,43,44,46

•  Develop and evaluate conceptual models of carer burden44

•  Further research into carers experiences of bereavement and grief24,27,28,44,47

Health systems research 
priorities

• � Research to promote equitable provision of health and social care to support carers34,37,39,41,44

•  Explore generalist palliative care provision in the context of caregiving36

•  Evaluate the ability of interventions to operate in ‘real world’ settings22,48

•  Development of technology based communication and support29,30,40,45

•  Assess and support the financial costs of caregiving24,25,35,41

Integration of family carers 
within healthcare teams

•  Clearly define roles and responsibilities of carers23,32,41,45,49

•  Explore integration of carers within healthcare teams34,36,45
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research is needed to understand the economic burden for 
carers within the wider context of health, welfare, private 
funded and insurance systems and generate validated carer 
instruments with which to capture economic data.25,34,35,45

Integration of family carers within healthcare 
teams

Research recommendations for clinical practice centre 
around the roles and responsibilities of carers within the 
health care team. Carers are acknowledged as vital provid-
ers of health care and valued members of the health care 
team, yet there is little evidence on how carers should be 
integrated within health care settings. Lung et  al. high-
lighted the importance of including and recognising the 
dynamic and integral role that carers play as a part of the 
wider caregiving team, whilst acknowledging a need to 
more clearly re-define the role of carers with the health-
care team.34 Similarly, Wan et  al. suggested that whilst 
integrating carers into the healthcare team is beneficial for 
both patients and carers, it remains unknown how to best 
do this.45 PPI representatives emphasised that healthcare 
professionals should improve and structure their collabo-
ration with family carers more effectively—ultimately 
benefitting the patient. Research is also needed which 
clearly defines and delineates the responsibilities and 
expectations of carers. Latter et al. explored the role of car-
ers in managing pain in advanced cancer, and found lim-
ited research on how family carers can be helped to manage 
pain medicines.49 A clear delineation of roles is required 
not only to provide clarity around expectations for carers, 
but also to better understand how to support carers who are 
embedded within healthcare teams.45 Finally, as one PPI 
representative noted ‘Families don’t care alone–communi-
ties help create healing environments’. We need to under-
stand how collective practices, from local rituals to peer 
support, can be integrated within existing systems to 
strengthen and support carers and families.

Discussion

Main findings of the study

This European Association of Palliative Care White Paper 
presents a systematic review of reviews highlighting 
research priorities for family caregiving in palliative care. 
International research priorities were identified across four 
key domains. Firstly, improving methods and methodolo-
gies to better capture carer experiences and develop action-
able solutions, secondly family carer centred research 
priorities addressing underserved populations and carer 
support needs; thirdly health systems research priorities; 
and fourthly research focused on the integration of carers 
within healthcare teams.

What this study adds

The crucial role of family carers in a palliative care context 
is well documented. Some estimates suggest up to 90% of 
all care provided to those at the end of life is delivered by 
family carers50 and the economic contribution of caring is 
substantial.51 Despite this, consistent under-investment in 
funding, research and services has hampered efforts to 
provide comprehensive support to carers.52 Our findings 
suggest that methodological developments and innova-
tions are required in order to improve the quality and rel-
evance of research and better capture carer needs and 
experiences. In 2023 we published a compilation of rec-
ommended strategies and a checklist to help researchers 
plan studies involving family carers, and this may provide 
a useful framework for.52 Whilst there was evidence of 
some robust, effective interventions for family carers, 
these are not being implemented widely and hence there is 
a need to develop enablers to foster translational research 
and wider implementation.53

Carer centred research priorities are central to further-
ing the research agenda for family carers. Concerns around 
underserved groups and marginalised carer populations 
highlight the need for research which prioritises an equity 
perspective, to develop an evidence base which addresses 
the needs of all carers, irrespective of social, health and 
structural determinants. The field of equity-focused pallia-
tive care is in its infancy, and new approaches are needed 
which recognise the structural conditions that create ineq-
uities and challenge assumptions that underpin our current 
research and practice.54 One such approach lies in the 
adoption of relational ethics to address inequity. Relational 
ethics offers a model of care and decision-making that 
emphasises the interconnections between patients, health-
care providers and structural conditions. The approach has 
been successfully used in the context of palliative care to 
provide a lens to better support the delivery of equitable 
palliative care for marginalised patients.55

Research is also needed to drive innovations in health 
systems globally, which are often ill equipped to identify 
and support the needs of family carers. Harnessing the 
potential of technology may present one solution,56 par-
ticularly in resource poor countries where technology-
based approaches have been used to widen access and 
promote evidence-based care. However, digital communi-
cation may place increased demands upon carers, which 
may present barriers to the increasing digitisation of 
healthcare. Another key area of priority is the financial 
consequences of caregiving. Whilst the costs of caring are 
well evidenced57,58 health systems research in palliative 
care persistently fails to acknowledge and account for 
societal economic costs, including those borne by carers.59 
It is imperative that novel methods are developed, such as 
those developed by Gardiner et al.,59 which account for the 
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full range of costs involved in providing palliative care, 
particularly in light of policy commitments to shift pallia-
tive care into communities.60

Carers are widely acknowledged as core members of 
the healthcare team surrounding patients with palliative 
care needs.61 However, their role within these teams is 
undervalued and ill-defined and research is needed which 
more clearly accounts for the role of carers, identifies bar-
riers to carer engagement in care teams, recognises status 
and identity issues, and explores the case for a formalisa-
tion of the carer’s role in a care team.61 Processes and 
policies such as the Caregiver Advise, Record, Enable 
(CARE) Act in the United States may provide a formal-
ised recognition of the carer role. This Act has been intro-
duced into state legislatures, and is intended to provide a 
framework for integrating caregivers into the process of 
care delivery.61

This review provides an update to the 2010 White Paper 
on family caregiving and highlights the evolution of car-
egiving research over the last 15 years.11,12 Many areas of 
research have advanced considerably since the 2010 White 
Paper, for example improved consensus on definitions of 
‘caregiving’ and better understanding of the multidimen-
sional nature of caregiver burden. However, other research 
gaps remain unresolved (e.g. underserved carers, imple-
mentation of effective interventions) and other new areas 
of priority have emerged (e.g. technology approaches, 
equity informed care). In light of these findings, we rec-
ommend researchers focus their attentions on the key areas 
of priority noted in this review, paying particular attention 
to issues which have remained unresolved since 2010.

Strengths and weaknesses/limitations of the 
study

This White Paper presents a systematic and comprehen-
sive overview of evidence from previous reviews high-
lighting research priorities for family caregiving in 
palliative care and provides a call to action for researchers 
in this field. The international authorship means the find-
ings have global relevance and the involvement of those 
with lived experience supports a carer centred led perspec-
tive. However, certain limitations should be acknowl-
edged. Whilst attempts were made to undertake 
comprehensive evidence searches, some publications may 
have been missed. Our searches were limited to English 
language publications and this means evidence written in 
other languages was not included, potentially limiting the 
representativeness of the review for the broader European 
and global context. Future reviews might consider adopt-
ing a multilingual approach to better capture the diversity 
of palliative care systems and research. Whilst we had 
wide engagement with PPI representatives from four 
countries, we acknowledge that PPI input could have been 
integrated earlier (e.g. contributing to study design, aims 
etc.) and this would have strengthened the co-production 

process. Finally, the authors are all from high income 
countries and this may have inadvertently led to less focus 
on low and middle income countries.

Conclusion

This European Association of Palliative Care White Paper 
has identified gaps and research priorities in palliative care 
research for family carers. The paper identifies interna-
tional research priorities across four key areas: improving 
methods and methodologies, family carer centred research 
priorities, health systems research priorities and research 
focused on the integration of carers within healthcare 
teams. Despite international progress in our understanding 
of caregiving in serious illness, significant deficits persist, 
particularly concerning the best ways to support family 
carers. Research which prioritises an equity perspective is 
crucial for addressing concerns around underserved groups 
and marginalised family carer populations. Policy and 
practice innovations are required to consider the needs of 
family carers within health systems globally, particularly 
in resource poor countries.
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