
Understanding what affects psychological 
morbidity in informal carers when providing  
care at home for patients at the end of life:  
a systematic qualitative evidence synthesis

Kerin Bayliss ,1 Tracey Shield ,1 Alison Wearden ,2  
Jackie Flynn,3 Christine Rowland ,2 Penny Bee ,1  
Morag Farquhar ,4 Danielle Harris ,1,5  
Alexander Hodkinson ,6 Maria Panagioti ,6  
Margaret Booth,7 David Cotterill,7 Lesley Goodburn,7  
Cedric Knipe7 and Gunn Grande 1*

1 Division of Nursing, Midwifery and Social Work, School of Health Sciences, University 
of Manchester, UK

2 Division of Psychology and Mental Health, School of Health Sciences, University of 
Manchester, UK

3 Public and Community Involvement and Engagement Panel, NIHR Applied Research 
Collaboration Greater Manchester, UK

4School of Health Sciences, University of East Anglia, UK
5NIHR Applied Research Collaboration Greater Manchester, UK
6 NIHR Greater Manchester Patient Safety Translational Research Centre, Division 
of Population Health, Health Services Research and Primary Care, School of Health 
 Sciences, University of Manchester, UK

7 Carer Review Advisory Panel, NIHR HS&DR Project 18/01/01, University of 
 Manchester, UK

*Corresponding author

Disclosure of interests of authors

Full disclosure of interests: Completed ICMJE forms for all authors, including all related interests, are 
available in the toolkit on the NIHR Journals Library report publication page at https://doi.org/10.3310/
PYTR4127.

Primary conflicts of interest: The authors declared no potential conflicts of interest with respect to the 
research, authorship and/or publication of this article.

Disclaimer: This report contains transcripts of interviews conducted in the course of the research, or 
similar, and contains language which may offend some readers.

https://orcid.org/0000-0002-9047-2516
https://orcid.org/0000-0002-6747-613X
https://orcid.org/0000-0001-6074-6275
https://orcid.org/0000-0001-8628-4638
https://orcid.org/0000-0002-5600-0400
https://orcid.org/0000-0001-7991-7679
https://orcid.org/0000-0002-3330-7346
https://orcid.org/0000-0003-2063-0977
https://orcid.org/0000-0002-7153-5745
https://orcid.org/0000-0003-2200-1680
https://doi.org/10.3310/PYTR4127
https://doi.org/10.3310/PYTR4127




This report should be referenced as follows:

Bayliss K, Shield T, Wearden A, Flynn J, Rowland C, Bee P, et al. Understanding what affects 
psychological morbidity in informal carers when providing care at home for patients at the end 
of life: a systematic qualitative evidence synthesis. Health Soc Care Deliv Res 2025;13(8):99–164. 
https://doi.org/10.3310/PYTR4127

DOI: 10.3310/PYTR4127
Published September 2023

https://doi.org/10.3310/PYTR4127




DOI: 10.3310/PYTR4127 Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2023 Bayliss et al. This work was produced by Bayliss et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.  
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction 
and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the title, original 
author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

103

Abstract

Understanding what affects psychological morbidity in  
informal carers when providing care at home for patients  
at the end of life: a systematic qualitative evidence synthesis

Kerin Bayliss ,1 Tracey Shield ,1 Alison Wearden ,2 Jackie Flynn,3  
Christine Rowland ,2 Penny Bee ,1 Morag Farquhar ,4 Danielle Harris ,1,5  
Alexander Hodkinson ,6 Maria Panagioti ,6 Margaret Booth,7  
David Cotterill,7 Lesley Goodburn,7 Cedric Knipe7 and Gunn Grande 1*

1Division of Nursing, Midwifery and Social Work, School of Health Sciences, University of Manchester, UK
2Division of Psychology and Mental Health, School of Health Sciences, University of Manchester, UK
3 Public and Community Involvement and Engagement Panel, NIHR Applied Research Collaboration Greater 
Manchester, UK

4School of Health Sciences, University of East Anglia, UK
5NIHR Applied Research Collaboration Greater Manchester, UK
6 NIHR Greater Manchester Patient Safety Translational Research Centre, Division of Population Health, 
Health Services Research and Primary Care, School of Health Sciences, University of Manchester, UK

7Carer Review Advisory Panel, NIHR HS&DR Project 18/01/01, University of Manchester, UK

*Corresponding author gunn.grande@manchester.ac.uk

Background: Informal carers are central in supporting patients at the end of life, but this has substantial 
negative impacts on carers’ own mental health. When carers are unable to cope, this may affect their 
ability to support the patient and increase the likelihood of patient hospital admissions. Further, 
demographic changes mean demands for care at and before end of life are increasing and existing 
services will struggle to meet these demands. It is important to recognise carers as a vital resource and 
prevent adverse health outcomes from caregiving (and thereby limit their consequences). Large 
individual variation in the level of psychological morbidity from end-of-life caregiving suggests there is 
scope for interventions to improve carer mental health if we can understand the underlying factors.

Objectives: This meta-synthesis of qualitative studies aims to identify factors reported by carers as 
important to their mental health.

Data sources: Searches of MEDLINE, Cumulative Index to Nursing and Allied Health Literature, 
PsycINFO, Social Science Citation Index, EMBASE, Cochrane Central Register of Controlled Trials, 
Database of Abstracts of Reviews of Effects, and Cochrane Qualitative Reviews 1 January 2009 to 
24 November 2019 for empirical publications from Organization for Economic Cooperation and 
Development countries in English/Scandinavian on factors affecting adult carer mental health during 
end-of-life caregiving in home settings.

Review methods: Systematic qualitative meta-synthesis in collaboration with a Public Patient 
Involvement carer Review Advisory Panel, included thematic synthesis, followed by a best-fit framework 
synthesis, informed by principles of meta-ethnography. Critical Appraisal Skills Programme Qualitative 
Studies Checklist was used.

Results: Thirty-three eligible studies identified six themes encompassing factors perceived by carers to 
affect their mental health during end-of-life caregiving. These were: (1) the patient condition (including 

https://orcid.org/0000-0002-9047-2516
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patient decline); (2) impact of caring responsibilities (including exhaustion, lack of time for own needs, 
isolation); (3) relationships (including quality of the patient–carer relationship); (4) finances (including 
financial concerns, impact on work); (5) carers’ internal processes (including loss of autonomy, lack of 
confidence, coping strategies); and (6) support (including lack of informal support, inadequacies in formal 
support information and care provision, limited collaboration, disjointed care). Reported strategies to 
improve mental health were linked to the final two themes, with suggestions on how to manage carers’ 
internal processes and build appropriate support. Findings correspond with literature 1998–2008, 
indicating consistency in factors affecting carers and adding validity to findings.

Limitations: The review was limited to caregiving in the home setting and studies from Organization for 
Economic Cooperation and Development countries published in English and Scandinavian. Identified 
papers predominantly considered carers of people with cancer, with little research into ethnic-minority 
perspectives. The review may therefore not fully encompass factors affecting carers of people with 
longer-term conditions, or those within other care settings, countries and population groups.

Conclusions and future work: A wide range of both internal and contextual factors may lead to 
psychological morbidity when caring for someone at the end of life. Future work within practice 
therefore requires a broad-based rather than narrow approach to sustaining and improving carer mental 
health. Future work within research requires collaboration between researchers and stakeholders within 
policy, commissioning, practice and carer organisations to develop solutions and assess their 
effectiveness. Further, researchers need to develop better models for factors affecting carer mental 
health and their interaction, to build a stronger evidence base and better guide interventions.

Study registration: This study is registered as PROSPERO CRD42019130279.

Funding: This project was funded by the National Institute for Health and Care Research (NIHR) Health 
and Social Care Delivery Research programme as award number HSDR 18/01/01 and will be published 
in full in Health and Social Care Delivery Research. See the NIHR Journals Library website for further 
project information.
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Glossary

Carer The term ‘carer’ is defined according to the broad definition adopted by the National Institute 
for Health and Care Excellence [National Institute for Clinical Excellence (NICE). Improving 

Supportive and Palliative Care for Adults with Cancer: The Manual. London: NICE; 2004. URL: www.nice.
org.uk/guidance/csg4/resources/improving-supportive-and-palliative-care-for-adults-with-cancer-
pdf-773375005 (accessed 25 August 2022)]. ‘Carers, who may or may not be family members, are lay 
people in a close supportive role who share in the illness experience of the patient and who undertake vital 
care work and emotion management’, which relates to unpaid carers who might be a partner, family 
member, friend or neighbour of the person they are caring for.

www.nice.org.uk/guidance/csg4/resources/improving-supportive-and-palliative-care-for-adults-with-cancer-pdf-773375005
www.nice.org.uk/guidance/csg4/resources/improving-supportive-and-palliative-care-for-adults-with-cancer-pdf-773375005
www.nice.org.uk/guidance/csg4/resources/improving-supportive-and-palliative-care-for-adults-with-cancer-pdf-773375005
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List of abbreviations

CASP Critical Appraisal Skills 
Programme

EOL end of life

MeSH Medical Subject  
Heading

OECD Organization for Economic 
Cooperation and Development

PPI Patient and public involvement

PRISMA Preferred Reporting Items for 
Systematic Reviews and Meta-
Analyses

RAP Review Advisory Panel
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Plain language summary

Introduction 

Being a carer for a family member or friend at the end of their life can have an impact on the carer’s 
mental health. This includes depression, anxiety, stress and feeling overwhelmed. If carers feel unable to 
cope, they may be less able to look after their relative or friend. The mental health of carers must be a 
priority to help them feel better, cope, and support patients. This review summarises information from 
research into things that carers say are important for their mental health, to help us understand how we 
may be able to maintain or improve carers’ mental health.

Methods 

We worked with six carers in a Review Advisory Panel to search for studies on carers’ experience 
published between 1 January 2009 and 24 November 2019 and identify common themes from 
identified studies. Themes were put into a table of themes and subthemes, assessed by the carers, and 
compared with other literature to identify factors that caused carers to have poor mental health, and 
ways to help carers feel better.

Results 

We found six themes that indicate how caring for those at the end of life can affect mental health. 
These include: the impact of the patient condition and seeing the patient decline; the impact of caring 
responsibilities; carers’ relationship with the patient; finances; carers’ feelings and experiences such as 
lack of control or confidence when caring; and support from other family, friends and health-care 
professionals. Strategies to improve mental health were linked to the final two themes, including how to 
manage carers’ views and experiences of their situation and how to gain appropriate support.

Conclusions 

This study describes factors that lead to poor mental health and ways to improve mental health when 
caring for someone at the end of life. Further work is needed to use this information to inform policy 
and service delivery.
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Background and introduction

Informal carers or family carers (‘carers’ for short) are defined as ‘lay people in a close supportive role 
who share in the illness experience of the patient and who undertake vital care work and emotion 

management’.1 When we refer to family in this report we use a broad definition which includes not only 
those related through partnerships, birth and adoption, but also others who have strong emotional and 
social bonds with a person, such as friends and neighbours.

An estimated 500,000 family carers provide end-of-life (EOL) care in England annually.2 These carers 
have been found to provide a median of 70 hours of care per week in the final months of life,3 and are 
a main factor in sustaining care at home at the EOL.4,5 This is likely to reduce acute inpatient care costs 
and pressures on care-home beds. Family carers therefore provide substantial benefit for patient care 
and the NHS.

Caregiving for patients at the EOL has substantial negative impacts on carers’ own health, especially 
their mental health.6 The reported prevalence of carer anxiety and depression during palliative care 
is 34–72%7–12 and 39–69%,11–14 respectively. However, prevalence of clinically significant carer 
psychological morbidity during patients’ final three months was found to be as high as 83% in a recent 
national survey.6 These high levels of psychological morbidity arguably represent a considerable public 
health problem with likely longer-term effects on carers themselves; carers’ pre-bereavement mental 
health is a main predictor of post-bereavement mental health.15,16 Additionally, if carers become unable 
to cope, this is likely to impact negatively on the quality or continuation of patient care and may 
precipitate hospital or care-home admissions.

Research shows there is large individual variation in the level of carer psychological morbidity from 
EOL caregiving. Understanding what may cause this variation can help us identify those at risk and 
enable improved design of interventions that may help. Funk et al.17 conducted a comprehensive 
review of qualitative research into family caregiving at the EOL published between 1998 and 2008 and 
identified a range of factors that may contribute to carer stress and challenges. These included patient 
diagnosis, deterioration and suffering; physical demands of caregiving and sleep disturbances; a lack of 
preparedness for caregiving; social isolation; carer lifestyle changes and disruption, time pressures, and 
impacts on finances and employment. Conversely, factors that may improve the caregiving experience 
included good relationships with the care recipient and other family members; good informal support 
including social networks and shared caregiving; and good formal support, including adequate, 
competent, flexible provision that is coordinated, consistent, organised and accessible, with good 
communication, advice and consistent information, delivered with a caring attitude. The review also 
noted how caregiving experiences are shaped by the broader context, including ethnicity and cultural 
and normative ideas of family care and death at home. Although indicating the scope of potential 
factors, Funk et al.’s17 review did not specifically focus on what affected carers’ mental health. We need 
to gain a clearer, systematic picture of the range of factors affecting carer psychological morbidity to 
inform a comprehensive, rather than piecemeal, strategy for improving carers’ mental health.

The review of qualitative research reported here is part of a larger project to synthesise the qualitative 
and quantitative literature on what may affect carers’ psychological morbidity, and to communicate 
these findings to the stakeholders most able to act on this information. This qualitative synthesis 
formed the starting point of this work, as it is important to capture potential factors contributing to 
psychological morbidity as perceived by those with lived experience and ensure the voice of carers 
themselves is heard. Others, including practitioners, may have more limited insight into the factors that 
carers themselves see as critical to their well-being.18

The review is timely as our reliance on EOL carers is likely to increase in the future, given projected 
demographic increases in number of deaths,19 people over 85 and those with life-limiting illness20 and 
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dependency in their final years.21 Health and social care services will struggle to meet the increasing 
related future demands. We need to recognise carers as a vital resource and provide better initiatives 
and interventions to support carers and prevent adverse health outcomes from caregiving and 
subsequent negative consequences.
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Aims and objectives

The overall aim of the project is to help reduce psychological morbidity among carers during EOL 
care by conducting a mixed-methods evidence synthesis of factors that increase or decrease carer 

psychological morbidity during EOL caregiving by:

• drawing on observational quantitative studies, qualitative studies and intervention studies
• integrating our findings into a coherent framework of factors, and
• translating findings into accessible, bespoke information for key stakeholders to help them better 

target efforts to reduce carer psychological morbidity.

The objective of the current review is to conduct a comprehensive synthesis of qualitative studies of 
carer perspectives on factors affecting their psychological morbidity during EOL care, where morbidity is 
mainly defined as anxiety, depression, distress and reduced quality of life, but also includes terms more 
commonly used by carers such as ‘mental health’ or ‘well-being’.

The observational quantitative and intervention syntheses and integration of findings into a wider 
framework are reported elsewhere.22,23 Patient and Public Involvement (PPI) contributions to the project 
as a whole will be further detailed in a separate report.
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Method

This was a thematic synthesis of factors affecting carer psychological morbidity, followed by a best-fit 
framework synthesis, informed by principles of meta-ethnography. PPI in the form of a carer Review 

Advisory Panel (RAP) helped shape the search, thematic analysis and results framework.

The reported method represents some simplification of the search, selection and extraction process 
from the original protocol due to the volume of literature and time pressures, including limitation to 
2009–19, fewer databases, Organization for Economic Cooperation and Development (OECD) country 
and English or Scandinavian publications only, exclusion of dissertations and grey literature, and single 
screening and extraction once consistency was established. This was in consultation with the project’s 
external Study Steering Committee and with notification to NIHR HS&DR.

Search strategy

The carer RAP consisted of five carer members and a carer RAP chair. The RAP were given an 
introduction to review methods in order that they could review the search strategy. They were also 
asked to comment on the suitability of definitions and inclusion and exclusion criteria, to ensure these 
were most likely to capture their experiences.

Following piloting, searches were completed in December 2019, using Medical Subject Heading (MeSH) 
terms relevant to informal carers supplemented with string carer terms including variations on ‘family 
caregiver’ and ‘informal carer’. These were combined with MeSH terms for ‘palliative care’ supplemented 
by string terms ‘end-of-life’ and ‘end of life’, as well as the MeSH term ‘qualitative research’ 
supplemented by string term ‘qualitative’ when searching for Cochrane Qualitative Reviews. The search 
strategy can be viewed in full in Appendix 1.

The literature search was performed using MEDLINE, Cumulative Index to Nursing and Allied Health 
Literature (CINAHL), PsycINFO, Social Science Citation Index, EMBASE, Cochrane Central Register 
of Controlled Trials (CENTRAL), Database of Abstracts of Reviews of Effects (DARE) and Cochrane 
Qualitative Reviews. Only peer-reviewed empirical papers published in academic journals between 1 
January 2009 and 24 November 2019 were included and the search was limited to articles from OECD 
countries published in English and Scandinavian languages, which would not require further translation 
(given team fluency).

Inclusion and exclusion criteria

Box 1 describes the inclusion and exclusion criteria for all studies in the project.

BOX 1 Project inclusion and exclusion criteria

Studies had to fall within the following definitions of Population, Factor, Outcome and Setting:

• Population Lay adults who were supporting and caring for a patient who was at EOL. EOL was conceptualised as a 
palliative, terminal, or otherwise ‘advanced’ or ‘end-stage’ phase of care where the patient was likely to die within a year. 
Articles not giving enough information to ascertain disease stage/palliative phase were excluded.

• Factor Any factor which may have affected psychological morbidity in carers.
• Outcome All studies which described psychological morbidity were reviewed. Psychological morbidity included outcomes 

such as anxiety, depression, distress, quality of life and outcomes that carer advisers considered to be important.
• Setting Care had to be predominantly provided in a home-care setting. Papers which reported that most care occurred 

while the patient was in a facility (i.e. care home, hospital) were excluded.
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Additionally, studies included for the qualitative synthesis had to have as their aim to investigate 
psychological morbidity in informal carers from the perspectives of EOL carers themselves. Qualitative 
studies were defined as those that collected data using specific qualitative techniques such as 
unstructured interviews, semi-structured interviews or focus groups, either as stand-alone methodology 
or as a discrete part of a larger mixed-method study.

Screening and selection of studies

Potentially eligible records for the qualitative, observational and intervention reviews were imported 
to EndNote and duplicate references identified and deleted. Ten per cent of both titles/abstracts and 
full texts were screened independently by two reviewers. Over 90% agreement was established in 
each case, indicating that no further modifications to the inclusion and exclusion criteria were required. 
Subsequent studies on titles/abstracts and full texts were screened by one reviewer.

Context and quality appraisal

KB collated data on the details of each qualitative study and entered this into an Excel spreadsheet. 
A quality appraisal of each study was completed using the Critical Appraisal Skills Programme (CASP) 
Qualitative Studies checklist.24 Ten per cent of papers were reviewed by both KB and GG for extraction 
of study details and quality appraisal. More than 90% agreement was achieved and differences were 
discussed. KB then appraised the remaining papers independently. Studies were given a score of 1 for 
each criterion met and 0 if not met or not possible to tell, with a maximum total score of 10. No papers 
were removed as a result of the quality assessment. See Table 1 for an overview of study characteristics 
and CASP score.

Analysis

Thematic synthesis methods with principles of meta-ethnography, creating first-, second- and third-
order constructs,25 were used to identify interrelated themes from the published qualitative studies. The 
meta-synthesis focused on two substantive areas. The first was the major themes and findings related 
to the factors that impact on the mental health of EOL carers. The second focus was on strategies for 
improving carer mental health as reported in the papers.

The initial plan was for data extraction and analysis to be conducted by KB and a carer co-analyst. After 
discussions with the carer RAP, the carers decided that instead they would all like to contribute to data 
extraction and analysis as a carer advisory group. This meant that five members of the group, excluding 
the carer chair of the group, had the opportunity to extract data from the papers and then work as a 
group to discuss the themes that emerged from the data.

First-order constructs
KB delivered training in research methodology and thematic synthesis techniques to the carers. Carers 
analysed three papers, selected on the basis of maximum variation and clarity. Carers were asked to 
consider the results of papers, identify sections that described things that affected carers’ mental health 
and write notes on the themes and subthemes within these (see Appendix 2 for RAP instructions). Carers 
were given questions to help them think about themes (e.g. ‘What is going on?’, ‘What is the person 
trying to communicate?’) and a template to record thoughts on themes, subthemes and the associated 
paper and section. Three of the carer RAP agreed to complete the data extraction, highlighting relevant 
text in the papers, adding notes and completing the template. Themes derived from these primary data 
are termed first-order constructs.



DOI: 10.3310/PYTR4127 Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2023 Bayliss et al. This work was produced by Bayliss et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.  
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction 
and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the title, original 
author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

117

KB also independently completed the data extraction on the same three papers and presented these 
data to the RAP group. The whole group then discussed similarities and differences between the themes 
identified by the carers and researcher, how the findings related to the carers’ experiences and what 
they believed were missing. The group discussion highlighted that the carers had picked out the same 
themes as KB. They had also highlighted some additional subthemes and discussed potential limitations 
within the data. This comparison was used to validate the themes identified by the researcher and the 
discussion informed a preliminary framework for the thematic analysis.

The thematic framework was also validated by GG, who identified first-order constructs in 10% of 
the review papers (the three papers analysed by RAP members and one additional, randomly selected 
paper). These constructs were compared with those of KB and the carers and no discrepancies were 
found. KB then extracted relevant data from the remaining papers.

Second-order constructs
A further thematic synthesis was undertaken, grouping first-order constructs from each paper into core 
themes. These themes are termed second-order constructs as they are interpreted from the analysis 
of first-order constructs of the primary data. These were presented in a table where themes and 
subthemes were tabulated and linked with supporting quotes. KB recorded which papers contributed to 
each theme, in terms of relevant data or contradictory or contrasting results. KB and GG then discussed 
emergent themes, and their relevance to the review’s primary aims.

Once the draft second-order constructs were identified, a 2-hour discussion meeting was held with all 
six carer RAP members to refine and prioritise the themes. During this session, the draft themes and 
corresponding data were reviewed and the following questions guided the discussion:

(1) Do these themes and subthemes look logical?
(2) Based on your experience as a carer, do these themes reflect reality?
(3) Do you think there are any important concepts described within these subthemes?
(4) Do you think that the overall themes or subthemes can be changed in any way?
(5) What could be the implications of these findings for carers supporting those at the EOL?
(Reproduced with permission from Bayliss et al.26 This is an Open Access article distributed in 
accordance with the terms of the Creative Commons Attribution (CC BY 4.0) license, which permits 
others to distribute, remix, adapt and build upon this work, for commercial use, provided the original 
work is properly cited. See: https://creativecommons.org/licenses/by/4.0/. The text above includes 
minor additions and formatting changes to the original text.)

The set of themes and questions were sent to the RAP members a week beforehand to enable them to 
consider them in advance. Discussion of RAP group responses to the questions supported the themes 
presented by the researchers and highlighted the need to report clear strategies to improve carer 
health, based on data extraction from the papers. KB used the feedback from the RAP to finalise the 
second-order constructs.

Third-order constructs: conceptual framework
To develop a third-order conceptual framework, a best-fit framework synthesis approach was adopted 
which represented a matrix approach to mixed-methods data synthesis. KB, GG, AW and TS developed 
third-order constructs by interpreting and extending the second-order constructs from the qualitative 
analysis to integrate the findings from the observational review within the wider project. This involved 
mapping agreement, conflict and evidence gaps between the data sources (further details on the 
combination of reviews are reported elsewhere23). Findings from the observational review mapped well 
onto the qualitative review findings, thus further validating the thematic framework. However, only the 
qualitative review was able to go beyond mere identification of potential factors that affected carer 
mental health, to directly inform strategies for improving carer mental health.

https://creativecommons.org/licenses/by/4.0/
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KB, GG, AW and TS further sought to develop a preliminary framework model based on a main model 
used to explain carer mental health outcomes, Pearlin et al.’s Stress Process Model.27,28 This model in turn 
draws on the Transactional Model of Stress and Coping.29 We used Yates et al.’s28 more recent version 
as the main model framework. This includes primary stressors (e.g. patient functional disability), primary 
appraisals (e.g. hours of informal care) and mediators (e.g. mastery). We included further factors from 
Pearlin et al.27 (e.g. economic problems) within this model, and then sought to map our themes onto it.

The draft conceptual framework and model were then discussed at a meeting with the RAP. Materials 
were sent to the group a week in advance to enable them to consider materials. The group explored 
whether they felt the framework or model were missing any important elements of the carer experience. 
Carers were also asked if they could ‘relate’ to the findings (resonance), whether they felt that they 
‘made sense’ for them, that they had utility in informing carer support, and if the presentation of the 
findings was meaningful to carers. The carers felt the conceptual framework and its themes were valid. 
However, they did not feel the model reflected the dynamic nature of caregiving and how themes 
may interact and influence each other. It was felt that we could not say anything definitive about the 
relationship between themes in the model on the basis of the review findings. The discussion rather 
emphasised the importance of the themes themselves and the evidence that they were likely to affect 
carer mental health, and that this was what should be taken forward in further presentation of findings 
and stakeholder consultation (this process will be further described in a separate report.)

Using carer interview quotes when presenting the results of the analysis

Carer interview quotes in this paper have been reproduced under the principle of ‘fair dealing’ within 
the UK Copyright, Designs and Patents Act 1988 (legislation.gov.uk) Section 30,30 which permits use of 
quotations provided the purpose is for criticism or review, the quoted material is available to the public, 
its use is fair, and is accompanied by sufficient acknowledgement. Accordingly, we use interview quotes 
from published literature in this review to show that its themes and conclusions are a fair representation 
of findings of reviewed studies. Further, quotes are accompanied by the publication reference with page 
number, enabling readers readily to check the source and context. It is core to qualitative research to 
present participant interview quotes to satisfy readers that reported findings give a trustworthy account 
of the evidence. Correspondingly, qualitative reviews utilise interview quotes from reviewed papers 
to demonstrate the evidence on which their findings are based. Finally, the use of interview quotes is 
essential in a review of carers’ perspectives to allow carers’ own voices to be heard. Conversely, basing 
the presentation of findings solely on researchers’ second-hand interpretation of carers’ views would 
undermine the review’s credibility.

legislation.gov.uk
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Results

In total 10,871 potentially eligible records for the qualitative, observational and intervention reviews 
were imported to EndNote and 47 duplicate references were identified and deleted. After screening 

and exclusions, 33 qualitative papers were included. The Preferred Reporting Items for Systematic 
Reviews and Meta-Analyses (PRISMA) flowchart (see Figure 1) provides further details of the study 
selection process. Table 1 provides an overview of the characteristics of each study included in the 
meta-synthesis and their quality appraisal score.
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In
cl

u
d

ed
E

lig
ib

ili
ty

Id
en

ti
fi

ca
ti

o
n

Records after duplicates removed
(n = 47)

Records screened on 
Title and Abstract

(n = 10,824)

Records excluded 
(n = 9,832)

Full-text articles assessed 
for eligibility

(n = 992)

Full-text articles excluded from the 
project 
(n = 886)
• not a relevant study type, n = 37
• not a relevant study design, n = 364
• not a relevant population, n = 134
• no relevant outcomes, n = 250
• not a relevant setting, n = 40
• not in relevant language, n = 10
• not OECD country, n = 20
• duplicate, n = 31

Studies included in
qualitative review

31 + 2 mixed methods

(n = 33)

Articles excluded from the 
qualitative review that formed 
part of the quantitative 
observational or intervention 
reviews 
(n = 73)

FIGURE 1 PRISMA flowchart of study identification and selection.
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TABLE 1 Qualitative review study summary table

Reference  
and country Study aims 

Participants 
(number; 
demographics; 
carer–patient 
relationship) 

Patient 
condition 

Methods (data 
collection and 
analysis) 

Quality 
appraisal 
(CASP 
score, 
possible 
range 2–10) 

Brazil et al. (2010)31

Canada
Examine how the com-
prehensive nature of the 
Stress Process Model could 
elucidate on the stressors 
associated with caring for a 
palliative cancer patient

N = 12
Mean age = 64 years 
(range 46–84 years)
8 females, 4 males;
10 spouse, 2 
daughter

Cancer Semi-structured 
interviews
Thematic analysis

10

Chi et al. (2018)32

USA
Explore the challenges and 
needs of family caregivers 
of adults with advanced 
heart failure receiving 
hospice care in the home

N = 28
Mean age = 59.65 
years
22 females, 6 males,
25 white;
17 child, 3 spouse/
partner

Heart failure Semi-structured 
interviews
Thematic analysis

10

Duggleby et al. 
(2010)33

Canada

- Describe the experience 
of significant transitions 
experienced by older rural 
persons who were receiving 
palliative home care and 
their families
- Develop a substantive 
theory of transitions in this 
population

N = 10
Mean age = 62.0 
years
8 females, 2 males
All family members

Cancer Open-ended 
interviews
Constructivist 
grounded theory

10

Duggleby et al. 
(2013)34

Canada

Examine the effects of the 
Living with Hope Program 
in rural women caring for 
persons with advanced 
cancer and to model 
potential mechanisms 
through which changes 
occurred

N = 36 (all female)
Mean age = 59 years
33 white;
33 spouse/partners, 
3 daughters

Cancer Journaling as part 
of time-series 
embedded mixed 
method design
Narrative analysis

10

Epiphaniou et al. 
(2012)35

UK

Identify existing coping and 
support mechanisms among 
informal cancer caregivers 
in order to inform interven-
tion development

N = 20
Mean age = 55.5 
years (range 25–79 
years)
11 females, 9 males
16 white;
12 spouse/partner, 
3 child, 3 friend, 1 
parent, 1 other

Cancer Semi-structured 
interviews
Thematic analysis

10

Farquhar et al. 
(2017)36

UK

Identify carers’ educational 
needs (including what they 
wanted to learn about) 
and explore differences by 
diagnostic group in order 
to inform an educational 
intervention for carers of 
patients with breathlessness 
in advanced disease

N = 25;
Mean age = 68 years 
(range 42–84 years)
21 females, 4 males;
20 spouses, 4 
children, 1 friend

COPD & 
Cancer

In-depth interviews;
Framework analysis

10

Ferrell et al. 
(2018)37

USA

To better understand the 
quality-of-life needs of the 
family caregiver population, 
particularly those who 
encounter financial strain 
related to patients’ cancer 
and treatment

N = 20;
Age range = 28–80 
years
14 females, 6 males
11 white, 6 Hispanic, 
2 black, 1 other;
carer-patient relation-
ship not reported

Cancer Semi-structured 
interviews;
Thematic content 
analysis

9



DOI: 10.3310/PYTR4127 Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2023 Bayliss et al. This work was produced by Bayliss et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.  
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction 
and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the title, original 
author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

121

Reference  
and country Study aims 

Participants 
(number; 
demographics; 
carer–patient 
relationship) 

Patient 
condition 

Methods (data 
collection and 
analysis) 

Quality 
appraisal 
(CASP 
score, 
possible 
range 2–10) 

Fitzsimons et al. 
(2019)38

UK & Ireland

Explore caregivers 
experience when caring for 
a loved one with advanced 
heart failure at the end 
of life and to identify any 
unmet psychosocial needs

N = 30
Age > 18 years 
25 females, 5 males;
15 spouse/partners, 
8 son/daughters, 5 
parents, 1 sister, 1 
niece/nephew

Advanced 
heart failure

Semi-structured 
interviews
Thematic analysis

10

Galvin et al. 
(2016)39

UK

Describe an informal 
caregiver cohort, their 
subjective assessment of 
burden and difficulties 
experienced as a result of 
providing care to people 
with ALS

N = 81
Mean age = 54.9 
years (range 25–76 
years)
57 females, 24 males
58 spouse/partners, 
18 son/daughters, 2 
parents, 2 siblings, 1 
friend

ALS Semi structured 
interviews
Thematic analysis

10

Heidenreich et al. 
(2014)40

Australia

- Explore the influence of 
Chinese cultural norms 
and immigration on the 
experience of immigrant 
women of Chinese ancestry 
caring for a terminally ill 
family member at home in 
Sydney
- Identify factors that may 
present access barriers to 
palliative care support

N = 5 (all female and 
of Chinese ancestry)
Age range = 50–65 
years
3 spouses, 1 
daughter, 1 daughter 
in law

Terminal ill-
ness, specific 
condition not 
reported

Semi-structured 
interviews
Thematic analysis

10

Hynes et al. 
(2012)41

UK

Explore the experiences 
of informal caregivers 
providing care in the home 
to a family member with 
COPD

N = 11
Age range = 20–79 
years
9 females, 2 males;
4 spouses, 7 
daughters

COPD Semi-structured 
interviews
Thematic analysis

10

Kitko et al. (2015)42

USA
Determine the prevalence 
of incongruence between 
heart failure patient–
caregiver dyads, areas of 
incongruence, and the 
impact on individuals in the 
dyadic relationship

N = 47
Mean age = 68.1 
years (range 28–88 
years)
39 females, 8 males;
carer–patient 
relationship not 
reported

Advanced 
heart failure

Semi-structured 
interviews
Thematic analysis

9

Kutner et al. 
(2009)43

USA

Understand caregivers’ 
needs to inform the feasibil-
ity, structure, and content 
of a telephone-based 
counselling intervention

N = 36
Mean age = 63 years 
(range 33–83 years)
31 females, 5 males
35 white
19 spouse/partners, 
15 children

Not reported Interviews and 
focus groups
Constant compara-
tive approach

8

McCurry et al. 
(2013)44

USA

Explore the decisions made 
by informal caregivers of 
multiple sclerosis care 
recipients and the resources 
they use to inform those 
decisions

N = 6 (all white)
Age range = 48–76 
years
3 females, 3 males
5 spouse/partners, 1 
friend

Multiple 
sclerosis

In-depth interviews
Thematic content 
analysis

10

TABLE 1 Qualitative review study summary table (continued)
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Reference  
and country Study aims 

Participants 
(number; 
demographics; 
carer–patient 
relationship) 

Patient 
condition 

Methods (data 
collection and 
analysis) 

Quality 
appraisal 
(CASP 
score, 
possible 
range 2–10) 

McDonald et al. 
(2018)45

Canada

Conceptualise quality of life 
of caregivers from their own 
perspective and to explore 
differences in themes 
between those who did 
or did not receive an early 
palliative care intervention

N = 23
Mean age = 60.5 
years (range 38–71 
years)
16 females, 7 males
19 spouse/partners, 
3 son/daughters, 1 
other family

Cancer Semi-structured 
interviews
Grounded theory

9

McIlfatrick et al. 
(2018)46

UK & Ireland

Identify psychosocial 
factors associated with 
caregiver burden and 
evaluate the support needs 
of caregivers in advanced 
heart failure

N = 30 (qualitative 
interview stage)
Aged > 18 years
15 females
majority were 
spouses (n not 
reported)

Advanced 
heart failure

Semi-structured 
interviews
Thematic analysis

10

McLaughlin et al. 
(2011)47

UK

Explore the caring 
experience of relatives with 
Parkinson’s disease

N = 26 (all spouses)
21 aged > 55 years
17 females, 9 males

Parkinson’s 
disease

Semi-structured 
interviews
Content analysis

10

McPherson et al. 
(2013)48

Canada

Explore and describe the 
cancer pain perceptions and 
experiences of older adults 
with advanced cancer and 
their family caregivers

N = 15
Mean age = 70 years 
(range 34–86 years)
11 females, 4 males
11 partners, 3 
parents/adult 
children, 1 sibling

Advanced 
cancer (stage 
III or IV)

Semi-structured 
interviews
Thematic analysis

9

Moore et al. 
(2017)49

UK

Understand the experiences 
of carers during advanced 
dementia exploring the links 
between mental health and 
experiences of EOL care

N = 35
Mean age = 62 years 
(range 54–69 years)
24 females, 9 males;
24 children, 7 
spouses, 4 other 
relatives

Dementia Semi structured 
interviews
Thematic analysis

9

Murray et al. 
(2010)50

UK

Assess if family caregiv-
ers of patients with 
lung cancer experience 
the patterns of social, 
psychological and spiritual 
well-being and distress 
typical of the patient, from 
diagnosis to death

N = 19
11 females, 8 males
17 spouses, 2 
daughters

Lung cancer Semi-structured 
interviews
Thematic analysis

10

Parker Oliver et al. 
(2017)51

USA

Understand the challenges 
and coping strategies used 
by hospice caregivers as 
they care for their family 
members

N = 52
Mean age = 62.1 
years
40 females, 12 males
47 white, 4 Asian, 1 
multiracial

Mixed (includ-
ing cancer, 
dementia, 
cardiovascular 
disease)

Telephone 
interviews
Thematic analysis

10

Penman (2018)52

Australia
Explore the experience of 
depression among palliative 
care clients and caregivers, 
describe the strategies they 
use in coping with depres-
sion, and clarify the role of 
spirituality in preventing 
and/or overcoming 
depression

N = 14
Mean age = 59 years 
(range 34–77 years)
10 females, 4 males
7 white, 7 Asian
carer–patient 
relationship not 
reported

Cancer 
(primary 
diagnosis)

In-depth non-struc-
tured interviews
Phenomenology

10

TABLE 1 Qualitative review study summary table (continued)
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Reference  
and country Study aims 

Participants 
(number; 
demographics; 
carer–patient 
relationship) 

Patient 
condition 

Methods (data 
collection and 
analysis) 

Quality 
appraisal 
(CASP 
score, 
possible 
range 2–10) 

Phongtankuel et al. 
(2019)53

USA

Ascertain the prevalence 
and nature of, as well as 
factors associated with 
crises in the home hospice 
setting as reported by family 
caregivers

N = 183
Aged > 18 years
144 females, 39 
males
90 white, 29 black, 
35 Hispanic, 17 
Asian, 12 other/
mixed/undisclosed

Cancer Semi-structured 
interviews
Content analysis

9

Pusa et al. (2012)54

Sweden
Illuminate the meanings 
of significant others’ 
lived experiences of their 
situation from diagnosis 
through and after the death 
of a family member as a 
consequence of inoperable 
lung cancer

N = 11
Mean age = 57.9 
years (range 35–79 
years)
9 females, 2 males;
7 partners, 3 children, 
1 other family

Lung cancer Narrative interviews
Phenomenological 
hermeneutic 
approach

10

Shanmugasundaram 
(2015)55

Australia

Explore the needs of the 
family caregivers of Indians 
receiving palliative care 
services in Australia

N = 6 (all Indian)
Age range = 47–68 
years
4 females, 2 males
4 spouses, 2 
daughters in law

Advanced 
cancer and 
cerebral 
vascular 
accidents

Semi-structured 
interviews
Constructivist 
grounded theory

10

Ugalde et al. 
(2012)56

Australia

Explore how caregivers 
view their role and the 
impact of their caregiving

N = 17
Aged 18–70 years
9 females, 8 males
13 spouse/partners, 
3 daughters, 1 sister

Advanced 
cancer

Semi-structured 
interviews
Grounded theory

9

Villalobos et al. 
(2018)57

Germany

Explore the patients’ and 
family-caregivers’ needs 
and preferences regarding 
communication, quality 
of life and care over the 
trajectory of disease

N = 9
Mean age = 54 years 
(range 51–66 years)
6 females, 3 males
6 spouses, 1 brother, 
2 son/daughters

Advanced 
lung cancer

Semi-structured 
interviews
Qualitative content 
analysis

9

Waldrop and 
Meeker (2011)58

USA

Explore caregivers’ percep-
tions of the crises that 
preceded and were resolved 
by relocation during EOL 
care

N = 37
Mean age = 56.5 
years (range 26–83 
years)
30 females, 7 males
8 spouse/partners, 
18 daughters, 10 
others

Mixed 
(including 
cancer, 
COPD, 
CHF, ALS, 
Alzheimer’s 
disease and 
diabetes)

Semi-structured 
interviews
Constant compara-
tive analysis and 
cross-case analysis

10

Walshe et al. 
(2017)59

UK

- Understand successful 
strategies used by people to 
cope well when living with 
advanced cancer
- Explore how profes-
sionals can support 
effective coping strategies; 
to understand how to 
support development of 
effective coping strategies 
for patients and family 
carers

N = 24
Mean age = 52.5 
years (range 28–74 
years)
18 females, 6 males
17 spouses, 4 
children, 2 parents, 1 
sibling

Advanced 
cancer

Serial qualitative 
interviews and 
focus groups
Constant compari-
son analysis

10

continued

TABLE 1 Qualitative review study summary table (continued)
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Reference  
and country Study aims 

Participants 
(number; 
demographics; 
carer–patient 
relationship) 

Patient 
condition 

Methods (data 
collection and 
analysis) 

Quality 
appraisal 
(CASP 
score, 
possible 
range 2–10) 

Ward-Griffin et al. 
(2012)60

Canada

Describe the provision of 
EOL care to older adults 
with advanced cancer from 
the perspective of family 
caregivers

N = 4
Mean age = 57 years 
(range 50–65 years)
3 females, 1 male
2 white, 2 black
3 spouses, 1 
daughter

Advanced 
cancer

Semi-structured 
interviews
Thematic analysis

10

Wasner et al. 
(2013)61

Germany

Explore and document 
the burden of care and 
to identify the needs of 
primary malignant brain 
tumour patients’ caregivers 
in order to provide a basis 
for the development of a 
psychosocial care concept

N = 27
Mean age = 51 years 
(range 34–80 years)
22 female, 5 male
19 spouses, 4 
parents, 4 children

Primary 
malignant 
brain tumour

Semi-structured 
interviews
Thematic content 
analysis

10

Whitehead et al. 
(2012)62

UK

Explore the experiences of 
people with MND, current 
and bereaved carers in the 
final stages of the disease 
and bereavement period

N = 28
14 females, 14 males;
carer–patient 
relationship not 
reported

MND Narrative interviews
Thematic analysis

10

Williams et al. 
(2017)63

USA

Explore experiences 
associated with burden, 
depressive symptoms, and 
perceived health in six male 
caregivers of persons with 
end-stage renal disease

N = 6 (all male)
Age range = 30–61 
years
1 white, 5 black
3 sons, 2 spouse, 1 
father

End-stage 
renal disease

Focus group
Thematic content 
analysis

9

ALS, amyotrophic lateral sclerosis; CHF, congestive heart failure; COPD, chronic obstructive pulmonary disease; MND, 
motor neurone disease.

TABLE 1 Qualitative review study summary table (continued)

The six themes that reveal the factors that affect the mental health of carers caring for those at the EOL 
include: the patient condition, impact of caring responsibilities, relationships, finances, carer internal 
processes, and support. The strategies to improve mental health are linked to the final two themes, with 
suggestions on how to manage carer internal processes and build appropriate support.

The synthesis of the data is presented in two sections. The first section describes the six themes and 
22 subthemes that represent the factors that affect carers’ mental health when caring for someone at 
the EOL. The second section describes the two themes and eight subthemes that explore strategies to 
sustain or improve mental health. Relevant quotes supporting each theme and subtheme are included 
with the source paper and page number. An overall summary of the themes and subthemes is shown 
in Box 2. Further details on the data underpinning analysis can be found on the project website https://
arc-gm.nihr.ac.uk/carer-project-.

BOX 2 Themes and subthemes

1. Factors that negatively affect the mental health of carers caring for those at the EOL
1.1 The patient condition

1.1.1 Patient physical decline
1.1.2 Patient cognitive decline
1.1.3 Fear of future decline

https://arc-gm.nihr.ac.uk/carer-project-
https://arc-gm.nihr.ac.uk/carer-project-
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1.2 Impact of caring responsibilities
1.2.1 Exhaustion
1.2.2 No time for respite and self-care
1.2.3 Loneliness and isolation
1.2.4 Conflicting responsibilities

1.3 Relationship with the patient
1.3.1 Change in roles
1.3.2 Quality of the carer–patient relationship
1.3.3 Patient ‘non-compliance’

1.4 Finances
1.4.1 Current finances
1.4.2 Work and benefits
1.4.3 Distress over future financial situation

1.5 Carer internal processes
1.5.1 Loss of self-determination and autonomy
1.5.2 Lack of confidence in the caring role
1.5.3 Transitions, crisis and pre-loss grief

1.6 Support
1.6.1 Inadequate information
1.6.2 Lack of collaboration between health professionals and carers
1.6.3 Inadequate professional support
1.6.4 Disjointed care
1.6.5 Lack of informal support

2. Strategi es  to improve mental health
2.1 Carer internal processes

2.1.1 Time for respite and treats
2.1.2 Positive self-talk
2.1.3 Spirituality
2.1.4 Ignoring own emotions and needs

2.2 Support
2.2.1 Professional support
2.2.2 Accessing information
2.2.3 Informal support
2.2.4 Religious community

1 Factors that negatively affect the mental health of carers caring for those at 
the EOL

1.1 The patient’s condition

1.1.1 Patient physical decline
Witnessing a decline in the patient’s condition appeared to contribute to poor mental health in carers. 
Carers reported that seeing the patient suffer was distressing and caused a feeling of powerlessness and 
‘a level of anxiety that never really goes away’ (McDonald et al., 2018,45 p. 73):

It’s exhausting ….. It’s heartbreaking to know, you’re, like sitting on your hands. There’s nothing I can do for 
my mom … . Watching her suffer I suppose is the hardest part … .

(Ferrell et al., 2018,37 p. 289)

And it was very hard on her but also hard to watch. Well, you couldn’t do anything to, so to speak, take 
away what is hurting, you stand totally helpless and alone.

(Pusa et al., 2012,54 p. 36)

The decline that the patient experienced when they had an infection was cited as one of the most 
anxiety-provoking events for the carers:

My wife had it twice, the infection, and it’s a lot of pain. When you see them going through it, it bothers 
you extremely bad.

(Williams et al., 2017,63 p. 240)
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1.1.2 Patient cognitive decline
In addition to the physical decline, carers reported the impact of the patients’ cognitive decline on 
their own mental health. This included the patient’s mood swings, fear about death and depression. 
For example:

As soon as I see him struggling or … being depressed, everything in my world, my own quality of life, comes 
to a screeching halt.

(McDonald et al., 2018,45 p. 72)

Other carers described how the patient’s disorientation and the loss of control was distressing. They 
grieved the loss of how the patient used to be:

So, and what is naturally the worst (…) there was a disorientation and absent-mindedness which now 
has become extremely bad. So, and now I have someone in front of me, who’s got nothing to do with the 
person I was with 2 months ago [crying].

(Wasner et al., 2013,61 p. 84)

Some patients also experienced personality changes as their condition progressed. Carers reported 
the change in a family member’s behaviour as overwhelming. They experienced a sense of loss that 
negatively affected their quality of life:

The worst is, that sometimes he’s so aggressive, so much changed from the feeling and sensitive person he 
used to be. Sometimes I think I don’t matter to him any more (…) he’s just so totally changed. Actually, I’m 
afraid [that] I’m going to collapse and have a breakdown.

(Wasner et al., 2013,61 pp. 81–82)

1.1.3 Fear of future decline
Carers experienced fear and anxiety around patients’ future decline. They worried about the effects 
on their own health and how they would cope if the patient’s condition deteriorated, especially when 
the carer was older.48 The uncertainty around how much time they had left and the variability of the 
prognosis was anxiety-provoking, with some describing it as ‘terrifying’:45,62

I still feel a little bit like my fate is cast to the wind a bit, because we don’t know what happens next. I’m 
very afraid of, very afraid of the time, which will come, when [patient] is increasingly incapacitated. I’m 
very frightened about that.

(McDonald et al., 2018,45 p. 74)

The fact that the patient was never going to get better and that they faced a decline left some carers 
feeling depressed and helpless:

But the reality that this isn’t going to get better, there’s no light at the end of the tunnel on this one and 
those things all weigh heavy on a caregiver.

(Parker Oliver et al., 2017,50 p. 652)

1.2 Impact of caring responsibilities

1.2.1 Exhaustion
The amount of time dedicated to caring responsibilities and the nature of these tasks had a physical and mental 
toll on carers. This, in addition to the daily routine and unexpected stress, threatened their ability to cope:

You’re tired all the time … exhausted.
(Parker Oliver et al., 2017,51 p. 651).
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Carers also described how caring is a 24/7 role where their sleep can be frequently disrupted or they are 
constantly watching the patient, waiting for something to happen.47 Carers frequently reported being 
present to offer support when they lacked the energy to do so.37,38 This inability to gain adequate rest 
could have a negative impact on the carers’ mental health:

I don’t think I slept through the night for the last year and I don’t think one realizes that you’re at a point 
of total exhaustion (…) you can’t even really take in what’s happening.

(Kutner et al., 2009,43 p. 1102)

Some carers reported that the stress of their situation had led to insomnia. However, they were unable 
to take medication to promote sleep as they needed to be available for the patient at night:

I don’t sleep a lot. And I think about going to the doctor and getting sleeping pills and then I think, no, that 
would not work because if I go into too deep of a sleep and he got into distress, I wouldn’t be able to hear 
him so it is important that I am aware …

(Ward-Griffin et al., 2012,60 p. 499)

Carers also described the impact of exhaustion on their health, with depression, hopelessness, anxiety 
and panic attacks being widely reported:

Tired of it! Yes, you get fed up … it’s going on a long time and … yes. I think we do feel that the pressure is 
getting to us really. It has been hard …

Yeah … I’d say now, a wee bit depressed, eh, wearing you down, kind of thing, you know? Oooh!
(Murray et al., 2010,50 both p. 3)

Every night I woke at 1 am or 2 am and cried and cried and can’t stop … I scared all the time and my 
neck’s swollen … and I couldn’t breathe (rapid huh huh huh-anxiety attacks)…. The doctor gave me 
Sinequan to make me slow down, make [me] not stressed too much …

(Heidenreich et al., 2014,40 p. 281)

1.2.2  No time for respite or self-care
Carers reported the relentlessness of caregiving, with restricted freedom and constraints associated 
with patient dependency.39 Carers often felt unable to leave the patient alone, prioritising their 
caring responsibilities and restricting their normal activities.39,41,50 Unexpected complications and the 
unpredictability of symptoms also meant that carers’ plans sometimes had to be cancelled:45

If you wanted to go out somewhere and she doesn’t feel well that day, then that’s it. It impacts on your 
life. […] It affects, the illness affects everybody.

(McDonald et al., 2018,45 p. 73)

This lack of control and respite was overwhelming and had an impact on carers’ mental health and 
quality of life as they suppressed their own needs and felt they were neglecting themselves:37,45,54,63

[caring is] playing a toll on me because it was to the point where I felt like I didn’t have a life.
(Participant 05)

Sometimes you get to that point of that you just want to scream.
(Participant 03) (Williams et al., 2017,63 p. 239)

Even though they felt exhausted and overwhelmed, some carers did not allow family or friends to care 
for the patient as they considered that only they had the experience and knowledge needed for the 
role.40,41 If they did leave the patient, they felt anxious, guilty and pressured to return:38,54
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You can’t give that job [caregiving] to somebody else (…) you can’t give it to a hospice nurse … You can’t 
give it to one of your kids … that’s a big load to carry and it’s exhausting. It wears you out because you 
can’t give it away … you don’t want to give it away.

(Kutner et al., 2009,43 p. 1102)

1.2.3 Loneliness and isolation
Carers described the loneliness and isolation that can occur when they are afraid to leave the patient 
who is at the end of their life.41 It was reported that the carers’ social circle often became smaller, with 
the patient becoming the centre of their world. Without work or a social life, they grieved these previous 
relationships and social worlds and the variety they brought to their life:

It’s the shrinking of your world that I find the hardest (…) The social aspect of it is the hardest because 
most people get a lot of their social life at work or from doing other things. And with MS there’s no talking 
to her over dinner, ‘How did your day go honey?,’ because we both had the same day…. It’s hard, the 
isolation is hard …

(McCurry, 2013,44 p. 57)

As some patients neared the EOL they withdrew from family and friends. This meant that the carers’ 
relationships with family and friends also suffered as they became more isolated with the patient:

[H]e just didn’t want … he just kind of walled himself away. His personality really changed. His attitude 
and … he just wanted to be by himself. I can understand that in many ways, but it’s just difficult for the 
rest of us around here.

(McDonald et al., 2018,45 p. 74)

The requirements of the caring role also meant that carers may have no energy to socialise or do 
activities that they enjoyed, and individuals may become withdrawn, isolated and depressed:

I knew I was depressed. I didn’t want anybody around me. I didn’t want to talk to anybody or anything like 
that because I’m a very social person.

(Williams et al., 2017,63 p. 239)

As the patient neared the EOL, there was also a fear of losing the patient which compounded these 
feelings of isolation:61

What’s to happen? … Oh, no! I can’t think about being alone. I just pray every day ‘Just God help me’. 
Sometimes I tell the god ‘God if you like him, and you love me give him a little bit more time’.

(Heidenreich et al., 2014,40 p. 281)

Some carers also lost their faith in God during this time, which made them feel alone:

It kind of makes you a bit angry. You think, ‘is there a God?’ Sometimes you think, ‘how can He do that?’ I 
don’t know, I’m kind of mixed up about all that.

(Murray et al., 2010,50 p. 4)

1.2.4  Conflicting responsibilities
The caring role can also present conflicting responsibilities when an individual needs to care for multiple 
people. For example, carers reported the pressures of caring while also looking after young children:

Got a new baby, trying to take care of my child. Then, I’m trying take care of her, and all of this was coming 
on me and trying to work at the same time. It was a lot. It had me extremely tired.

(Williams et al., 2017,63 p. 239)
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When carers could not fulfil other responsibilities, such as seeing their children, this led to stress and 
resentment towards the patient:

For about a year I felt like I needed to visit my son who is overseas. I was trying to get help from the family 
to place her somewhere while I was visiting. (…) The tension was increasing to the point that I knew that 
I was walking a fine line between giving care and also, you know, I didn’t want abuse (…) but I knew I was 
reaching the edge.

(McCurry, 2013,44 p. 55)

Caring responsibilities could also extend beyond the patient to supporting other family members who 
may be struggling with the patient’s condition and may even require more support than the patient:

… my mother, she feels the need to still be in control, she has violent outbursts at me … There’s been a 
shift in the caring role and that’s changed the dynamics of the family, he [patient] is not the problem at all; 
I’m worried I’m going to have to look after my mother and will have no life.

(Galvin et al., 2016,39 p. 6)

Caring for multiple family members adds to the workload of their caring role and can therefore have a 
negative impact on levels of anxiety and depression.

1.3 Relationships with the patient

1.3.1 Change in roles
The patient’s condition could lead to changes in existing roles such as children assuming the role of carer 
for their parent,37 or the relationship of husband and wife being replaced with nurse and patient.33,54 
There was a feeling of grief surrounding the loss of the previous relationship which preceded the 
patient’s illness, resulting in anxiety, distress or uncertainty:33,36,39,61

I believe I also am doing some grieving because we’re not the same couple. He’s not the same person and 
our life is not the same.

(McDonald et al., 2018,45 p. 73)

Carers may also need to take on additional roles or responsibilities that would have been previously 
done by the patient. This adds to their workload and can feel overwhelming:

I had to assume his (responsibilities). He used to pay the bills … he used to know when to call the oil man 
(…) Not only my things, I have his things.

(McCurry, 2013,44 p 56)

1.3.2 Quality of the carer–patient relationship
The quality of the existing relationship between the carer and patient played a significant role in how 
they perceived their experience and the level of stress they reported.63 When relationships were 
not strong, or a carer had taken on the role out of necessity rather than love, the losses associated 
with having to provide care led to anger and resentment towards the patient and a diminished sense 
of responsibility:

It was stressful when (…) I was taking care of her at home. We would get into it like you wouldn’t believe. 
We’d bicker back and forth.

(Waldrop and Meeker, 2011,58 p. 120)

As some patients neared the EOL, the increased workload for the carer meant there was less time to 
share memories or build new experiences. Changes in the patient’s mood and increased emotional needs 
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also meant that carers could not share their own emotions or experiences from their day within the 
dyad, which may lead to the carer feeling distant from the patient and experiencing a loss of intimacy.37

A lack of understanding or gratitude from the patient about the efforts made when caring also impacted 
on the quality of the relationship, as carers stated this could be frustrating, hurtful and add to the 
emotional impact of the role:

the pressure that my mam [patient] puts me under, her expectations …
(Galvin et al., 2016,39 p. 5)

1.3.3 Patient ‘non-compliance’
When patients did not go along with their treatment plan, carers reported being upset that their feelings 
had not been considered and that they were not listened to. This level of discord could be frustrating for 
the carer, resulting in increased stress, anxiety and distress:42

He just would not listen to me or the doctors, it was very hard on me watching him do what he did, he 
missed out on so much … the grandkids. I am mad at him for how poorly he cared for himself and the hard 
time he gave me for trying to do it.

(Kitko et al., 2015,42 p. 393)

If the patient would not take their medication, carers worried that the illness would progress and that 
they would not be able to cope. Carers could also feel pressure to conceal that the patient was not 
following their treatment at hospital appointments42 and feel unable to discuss their concerns with the 
patient as they did not want to cause distress when they were unwell:

I will say to (patient’s name) do you know what the outcome is going to be if you don’t take your insulin … 
you are going to lose your leg or something else (…) I said I’m not going to be able to care for you (…) He 
does not want to talk about it and I don’t want him to get upset with his heart being weak.

(Kitko et al., 2015,42 p. 394)

Carers also reported occasionally going against the patient’s wishes regarding their care, which 
could cause tension. Feelings of loyalty in relation to the patient’s integrity and autonomy resulted 
in conflicting feelings and distress. There can be a conflict between the patient’s right to decide for 
themselves versus questions around their capacity to know what was best for them:54

I knew he was getting short of breath and needed to be seen but he refused to let me call the office. It got 
to the point where I called 911 … I am worried (patient’s name) will be upset with me when he realizes 
what I did.

(Kitko et al., 2015,42 p. 393)

1.4 Finances

1.4.1 Current finances
Carers could experience financial challenges that could cause enormous emotional stress.37,51 Costs of 
caring for someone at the end of their life can include medical expenses, equipment, home renovations 
and travel costs. When the patient was the main or only earner in a household, carers struggled to cope 
with the loss of income when they were no longer able to work:

My husband was the only earning member in the family. Now he is suffering with cancer and admitted to 
the hospital (…) I stress about finance.

(Shanmugasundaram, 2015,55 p. 540)
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Delays in professional care or in receiving equipment also meant that some carers were forced to pay 
privately for trained or private carers, adding to the financial burden of caring.47

1.4.2 Work and benefits
Balancing work and caring became increasingly difficult as the patient neared the EOL. Carers reported 
health-care workers or private carers not showing up, so they were required to provide last-minute care 
themselves. The unpredictability of the patient’s illness was also a source of distress, especially if the 
carer’s workplace did not offer flexible arrangements. Many employers were not able to support the 
carer to take frequent periods of leave:

People want you to work every day. They don’t want you to have to call in sick 2 or 3 days in a row. I 
was working for a little while when he first took ill but I was in constant worry about whether he had 
remembered to take his medication, hoping he didn’t go too far …

(Ward-Griffin et al., 2012,60 p. 504)

As a result, some carers had to reduce their hours or stop working all together to provide care. Carers 
expressed financial concerns due to these changes, which impacted on their mental health:32

Because my husband is sick, I have to give up my job and take care of him … lots of financial problems. 
Sometimes it gives me so much stress and frustration with the cost … I was very depressed, and I went to 
a psychiatrist for treatment.

(Shanmugasundaram, 2015,55 p. 540)

Some carers also found it difficult to access information about benefits. Most were not aware what 
help was available, what they were entitled to, or who to contact and were unsure how to complete the 
necessary forms, viewing the process as very time-consuming. This resulted in some not claiming for 
financial support and others only finding out by chance what was available. Some requests were also 
rejected, which caused further upset and frustration:

Benefits! (we) knew nothing about that at all. We lost 4 years of benefits and I just happened to find out 
about the way about them.

(McLaughlin et al., 2011,47 p. 180)

1.4.3 Distress over future financial situation
Without a job some carers experienced stress and anxiety around how they would support themselves 
financially after the patient died:

That was the worst for me, losing my job because of my husband’s illness plus the whole financial 
situation. When he’s gone, I’ll desperately need a job, otherwise I won’t even be able to pay the rent.

(Wasner et al., 2013,61 p. 87)

I get worried about … how I’m going to live after [patient] dies (…) I do live with some fear of not wanting 
to be … wanting to have enough money to take care of my needs …

(Parker Oliver et al., 2017,51 p. 651)

Even those who were currently financially stable were anxious about future costs such as nursing 
homes. This was especially the case in countries that required health-care insurance such as 
the USA:37
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Umm [I am feeling the financial pressure], so then I start to think if he goes into a nursing home and I will 
not get the carer’s pension and I don’t go to work what are we going to do as income and finance?(…) then 
surviving is a problem for us.

(Heidenreich et al., 2014,39 p. 281)

1.5 Carer internal processes

1.5.1 Loss of self-determination and autonomy
The loss of self-determination and autonomy had a negative impact on mental health. The feeling of not 
being in control was a common theme:33

there’s something that has come into your life that is both robbing you and robbing your wife … and it’s 
not going to get any better.

(McLaughlin et al., 2011,47 p. 180)

Carers’ lives were often determined by the patient’s illness and they described the difficulty of living 
in the patient’s world rather than their own.45 Some carers felt so consumed by their role that they 
struggled to separate their sense of self from the patient.

I as a person do not exist any more.
(Wasner et al., 2013,61 p. 85)

I need to separate myself, but I also need to feel like we’re one. How do I detach, knowing I have a life too? 
That was hard, working out what to do with myself.

(Ugalde et al., 2012,56 p. 1178)

you become insignificant as a person yourself, you lose your sense of identity, you’re defined as patient’s 
wife and MND. You nearly don’t know how to behave any more.

(Galvin et al., 2016,39 p. 5)

Others felt angry about their role and there was also a feeling that the suffering that the disease had 
inflicted on the family was unfair:54

you’re putting your life on hold for someone and its ok to be mad about that … your brain is going through 
something horrific … the stress of it will do horrible, irrational things to you.

(Parker Oliver et al., 2017,51 p. 652)

1.5.2 Lack of confidence in the caring role
A combination of huge responsibility as a carer and limited experience in their role led to a lack of 
confidence that was distressing for many. Carers report being uncertain about their own capabilities, 
with anxiety around whether the care provided is adequate or sufficient:39

It’s actually quite frightening, that you’re in charge of somebody so sick and you don’t know what to do for 
them and yet you know they need serious medical help.

(Fitzsimons et al., 2019,38 p. 16)

Carers found it difficult to carry out a variety of medical and nursing tasks for patients, especially 
responding to side effects of medications and changes in symptoms. For example, carers reported how 
they often made decisions about administering medications alone and felt uncomfortable administering 
narcotic medication where the patient becomes ‘too incoherent to talk’ (Chi et al., 2018,32 p. 6). The 
anxiety and uncertainty associated with this increased when the decision was made for the convenience 
or quality of life of the caregiver.44 The responsibility of deciding when to start emergency medication 
could be a major concern for carers:
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we never quite know […] … it’s like a balancing act whether to start the steroids or … I know they say leave 
it 24 hours, but you’re still a bit unsure … you know?

(Farquhar et al., 2017,36 p. 10)

So, I was second-guessing how bad he was. It was a very, very stressful time. It was stressful because I felt 
completely, completely, alone. I felt completely responsible.

(Fitzsimons et al., 2019,38 p. 15)

1.5.3 Transitions, crisis and pre-loss grief
Transitions often triggered additional stress and anxiety for carers. This included the diagnosis, 
grieving a previous life, becoming a carer and pre-loss grief. When faced with the diagnosis, carers 
described how the news was sudden and overwhelming, and it made them feel suffocated, confused 
and depressed:

You know this suffocating feeling when the air is sucked out of the room, that’s how it felt when the doctor 
said, ‘We cannot do anything any more’.… We just sank into depression.

(Penman, 2018,52 p. 247)

In the final weeks of life, carers described a pre-loss grief where they feel unprepared for the loss:

… you think right I’m ready, you know, I’m gonna cope and all but then like X does get really, really sick and 
I think God I’m not ready at all, do you know.

(Hynes et al., 2012,41 p. 1072)

In addition to transitions, carers could also experience a caregiving crisis at any point in their journey. 
This is when the needs of the dying person and caregiver outweigh available resources. It often 
combines a rapid decline, more frequent and difficult care, and patient resistance.58 The crisis period is 
characterised by heightened anxiety and exhaustion.

1.6 Support

1.6.1 Inadequate information
Carers stated that the quality and quantity of information they received were not adequate and failed to 
facilitate their understanding of the patients’ diagnosis, symptoms, treatment options and support needs. The 
uncertainty around how the illness will progress was described as ‘exhausting’ and ‘heartbreaking’ (Ferrell et al., 
2018,37 p. 289). As a result, carers felt ignored and ill-equipped to deal with the demands of the situation in 
which they were placed:36

You’re just sent home to deal with it on your own, find your own solutions.
(Farquhar et al., 2017,36 p. 6)

If I’d have had a session with me and someone at the beginning, face to face, to say ‘right your mum has 
been diagnosed; this is what you need to expect’. But in a very gentle kind of (…) That would’ve been 
brilliant … being ignorant isn’t going to save you in the long term …

(Moore et al., 2017,49 p. 8)

Parker Oliver et al.51 found carers were not always told about treatment consequences or details of 
care options, negating the possibility of shared decision-making for patients and their carers.38 Carers 
felt that they had to be demanding in order to receive appropriate care, which they found stressful 
and frustrating:
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The surgeon never warned her of the consequences of doing radiation in the surgical area. As a result she 
has a hole in her shoulder … that will never heal. So that’s part of my job is to replace the dressings on 
that everyday.

(Parker Oliver et al., 2017,51 p. 652)

You did not know what was going to happen the next day, what examination he would have or anything.
(Pusa et al., 2012,54 p. 37)

Other carers did not understand the acronyms used by health-care professionals with implications 
for disease labelling/recognition, trajectory and management. Carers noted that educational 
interventions are focused on the patient, with limited information for themselves.36 This made them 
feel vulnerable and unprepared, causing unnecessary stress as they worried about the significance of 
new symptoms:

I looked it up and then to be honest just lately I am just wondering how much of it actually is emphysema 
and because again, it wasn’t really explained.

(Hynes et al., 2012,41 p. 1071)

Information on mental health services could also be lacking, with some carers reporting that they 
needed support but did not know how to access this:

So, I don’t really know whether I really need to talk to psychiatrist […] I don’t know what they … would it 
be psychologist or whoever they provide just to help people get through it. I don’t know what I’d say to 
them (…) Sometimes you’re just sort of reaching for something, but you don’t know what.

(McDonald, 2018 et al.,45 p. 75)

In cases where information was provided about the patient’s condition, it could be given in a 
condescending manner or directly to the patient who may not be able to understand or retain the 
information.61 Time pressure and lack of resources meant that health-care providers were short of time 
and could also lack sensitivity when delivering information which could be distressing for the carer:

The neurologist here said to me, ‘Be happy, (if) you don’t know what’s going on, then you won’t have to get 
upset’. I raged when I heard this; then I already knew through the Internet that it could be a Glio IV and it 
was pretty clear to me what the consequences would be. It was totally idiotic to say to me, ‘Don’t worry’. 
That was the worst, this information block.

(Wasner et al., 2013,61 p. 85)

Suddenly, during a 5-minute talk with my mother in the corridor, she was told that a new tumor had been 
discovered and that she has to be prepared that dad has 4 months to live. I just can’t understand that.

(Wasner et al., 2013,61 p. 87)

Carers wanted honesty from health-care professionals to enable them to face the reality of the 
prognosis, know what to expect, support the patient and allow them to prepare both practically and 
emotionally for their patient’s death:

Nobody said, ‘Your mother has progressive heart failure and is going to die’. I think consultants need to be 
honest, stop being afraid, if your loved one is dying, then say it.

(McIlfatrick et al., 2018,46 p. 886)

Cultural barriers, such as when the carer did not speak the same language as the health-care provider, 
can also be problematic. Participants’ resistance to using an interpreter may further hinder support.40
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1.6.2 Lack of collaboration between health professionals and carers
Whitehead et al.62 describe how health-care professionals may not collaborate with patients and carers 
when planning patients’ care. For example, one bereaved carer described her distress around the 
complete disregard of her husband’s wishes by health professionals when he was admitted to the local 
hospital in an emergency:

… I showed him the part where it says in the event of serious collapse, the patient does not want to 
resuscitated, but the A and E doctor said ‘well it’s not worth the paper it’s written on, what are you 
talking about?’

(Whitehead et al., 2012,62 p. 372)

Other carers spoke of the knowledge they had built up over time in providing care at home but which 
was not acknowledged by health-care professionals. Carers felt they were not seen as an essential 
component of the EOL care team.60 This made them feel disempowered and frustrated that they were 
not being listened to:

It’s so frustrating when she goes into the hospital and the nurses and the doctors say it’s her condition, 
you know. I’m like I’m with her twenty-four hours a day, I know how breathless she is without infection 
and I know how breathless she is with an infection and there’s a major difference.

(Hynes et al., 2012,41 pp. 1072–3)

1.6.3 Inadequate professional support
Carers reported that they did not receive adequate nursing care for patients at the EOL, which left them 
exhausted and overwhelmed:

It just got very difficult as far as the amount of help that we could get (…) The restrictions on the hours 
that we would get a month when you’re dealing with somebody that has cancer of the brain and you know 
you’re dealing with behavioural and mobility problems …

(Brazil et al., 2010,31 p. 113)

Inadequate pain management was also an issue, with carers feeling dissatisfied and angry with how the 
patient was treated and distressed by their unnecessary suffering:

My wife was in pain for a long time. No one turned up.
(Shanmugasundaram, 2015,55 p. 540)

Carers also experienced anxiety when patients came home from hospital with no support or instruction 
on how to care for them:38

When he comes home ‘No’, there’s nothing in place. Now I lost it when he came home, I just exploded. 
Burst out into tears and really got very upset.

(Fitzsimons et al., 2019,38 p 16)

When carers did receive support from health-care professionals, this was often described as poor quality, 
with carers reporting feelings of disappointment and anxiety, sometimes sensing that professionals saw 
patients as a burden and that their compassion was not genuine.54 For example, carers reported that 
professionals lacked empathy or were rude, while private carers were often unskilled in palliative care.62 Some 
carers also felt that more education and training were needed for health and social care professionals:47

one of these ladies would come and stop through the night so I could get a night’s sleep … but it didn’t 
work really, … she got me up anyway […], I don’t know if it was more than she expected …, but it didn’t go 
according to plan.

(Whitehead et al., 2012,62 p. 373)
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Practical support was also described as being too late. Nursing care is often offered in the very final 
stages of the illness, which can mean that staff struggle to become accustomed to the patient’s needs 
and the carer can find it difficult to adjust:

he got it but he didn’t live long enough to get anything from it, really it should have been brought out six 
months before, probably more care at an earlier stage and for longer than that, … the continuing care 
came in too late.

(Whitehead et al., 2012,62 p. 373)

When carers were experiencing poor mental health, the health-care service did not provide adequate 
psychological support. This meant that the carers were more distressed and less likely to cope with 
their role:

I was left alone. There was no one to be concerned about me. I did not receive any mental support as a 
husband. I was really very upset about this.

(Shanmugasundaram, 2015,55 p. 541)

Negative experiences with the health-care system also meant that carers sometimes refused support 
from health-care providers when it was offered:

at the end, and the doctor said ‘shall we get him into hospital? And I said ‘no’ (…) I couldn’t let him go into 
hospital, knowing how much he hated it and how he was poorly cared for.

(Whitehead et al., 2012,62 p. 373)

1.6.4 Disjointed care
Carers reported confusion about the number of different health-care professionals they interact with 
and the lack of coordination. Most patients had comorbidities and were receiving specialist care from 
multiple disciplines, making caring for them at home more complex. Carers felt passed around different 
health-care providers who often gave conflicting advice. Delayed or irregular medial reviews with 
specialists were also reported, resulting in poor symptom management which caused further stress for 
the carer.47 Villalobos et al.57 also describe how lung-cancer patients and carers were sent to numerous 
physicians, without receiving clear answers or open communication, leaving them feeling left alone, 
often with a sense of ‘shock’ and ‘disbelief’ (Villalobos et al., 2018,57 p. 3).

In addition, appropriate communication with and access to other professionals, e.g. social workers 
or occupational therapists, may be missing or delivered ad hoc, which meant carers may be unaware 
of accessible services until there is a crisis.47 Carers felt frustrated and wanted a more coordinated 
approach to their interactions:

I think sometimes one hand doesn’t know what the other hand is doing … because I mean I have phoned 
up about things and its pass-the-buck sort of thing.

(McLaughlin et al., 2011,47 p. 179)

1.6.5 Lack of informal support
Poor mental health can arise when a carer lacks family who can provide practical and emotional 
support. This lack of support can cause conflict and feelings of resentment towards those who did 
not help:39,40,43

Sometimes I tell my husband’s brothers and sisters, but they don’t help me. Sometimes they get cranky to 
me … So I keep it inside my heart you know. I can’t talk with someone.

(Heidenreich et al., 2014,40 p. 281)
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Other carers reported that family are too busy to offer support or live too far away.55 For example, 
Chinese carers living in Australia expressed how isolated they felt as they missed their family 
care-related culture where children often remained in the family home and were therefore able to 
provide support:

She [my mother-in-law] got two other daughters, but they all working and they’ve got kids at school so 
they can’t come to care for mother and help me

I am having a big depression and loss, because you have to care single-handedly (…) having to shoulder all 
these responsibilities the pressure is becoming heavier and heavier …

(Heidenreich et al., 2014,40 p. 279)

Some carers described how friends started to visit less as they were unsure what to say, felt 
uncomfortable or wanted to remember the patient as they were.31 Conflict and stress could arise when 
friends did not ask about the carers’ well-being, offer assistance, or invite them to join activities outside 
of caregiving.60 The carers’ sense of loss increased as their social network became smaller:50

I don’t find my friends calling me (…) I would be dishonest if I didn’t say I’m starting to get a little pissed off. 
Yeah, I know that I am not supposed to feel that way (…) I am just feeling down and depressed … I have 
never ever expected anything from anybody, but a telephone call would be nice.

(Ward-Griffin et al., 2012,60 p. 503)

2 Strategies to improve mental health

The next section considers what carers said about strategies used to sustain or improve their 
mental health.

2.1 Carer internal processes

2.1.1 Time for respite and treats
Carers reported techniques for managing negative emotions that were often self-directed or a result of 
their own internal processes. For example, taking time for respite played an important role in reducing 
anxiety, depression and exhaustion. It was important that this time was spent building adaptive coping 
strategies, finding activities that the carer found rewarding or reviving, including work, meditation, 
reading, exercise or the ‘opportunity for solitude’ (McDonald et al., 2018,45 p. 75).

Meditating a lot helped me to take apart the negatives and see the positives in it (…) First thing, I was like I 
want to go get a salad, and I wanted to go running.

(Williams et al., 2017,63 p. 240)

In addition to respite, some carers recognised the need to take care of themselves, so they could 
continue to take care of their patients, for instance, making sure they exercised, attended doctors’ 
appointments and had checkups.37

Treats played a role in maintaining good mental health and ‘lifting spirits’ (Walshe et al., 2017,59 p. 12). 
For some, this took the form of increasing the frequency of activities that would usually be regarded as 
luxuries such as a ‘going out for a nice lunch’ (Walshe et al., 2017,59 p. 11). For others it was behaviours 
that demonstrated thoughtfulness, or giving gifts to the patient, which they reported increased their 
own feelings of well-being. Carers developed strategies to include low and non-cost ‘treats’ even where 
material resources were very limited:59
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I think I’ve tried to be a bit more attentive, caring … but you know, yes attentive I think is the word, just 
holding hands and just yes.

(Walshe et al., 2017,59 p. 11)

Another action to reduce stress included understanding personal limits and choosing to reduce the 
quality of care provided. Carers reported that when they were giving 100%, all other areas of their life 
suffered. Also, when having a bad day, carers stated the importance of being gentle with yourself:

Because it’s there, I must remind myself that, it’s like you might not manage as much …one day … but you 
have to tell yourself to try to take it easy, and that this day is like an upside-down day; that it doesn’t feels 
so good. So it is.

(Pusa et al., 2012,54 p. 38)

2.1.2 Positive self-talk
Positive self-talk, motivational audio recordings37 and thinking about what you still have33 were found to 
reduce anxiety and depression:

Do we, you know, wallow in our pity and have what time we’ve got together, you know, we are not going 
to enjoy him, we don’t want to remember it because it’s that down? Or do we make the best of everything 
and carry on as much as you possibly can, deal with it, being normal as normal as it is to get us through it?

(Walshe et al., 2017,59 p. 9)

2.1.3 Spirituality
Negative emotions associated with the lack of control that EOL care can involve were also mediated by 
spirituality. This belief in something greater than themselves helped carers to accept the lack of control:

‘I just want peace of mind, nothing else. The rest is whatever God decides.’ I said, ‘So be it. No problem. 
We’ll do it.’

(McDonald et al., 2018,45 pp. 74–75)

2.1.4 Ignoring own emotions and needs
Carers described ignoring their own needs or denying the situation existed as a strategy to manage their 
emotions.63 For example, carers reported being so focused on helping the patient that they had not 
spent time thinking or processing their own feelings about the diagnosis.56 Others had to deny their own 
feelings in order to support the patient and endure the circumstances:

I’m not focused on myself, I haven’t had a think about everything. I don’t allow myself the luxury of doing that.
(Ugalde et al., 2012,56 p. 1179)

Others stated that they had a deep sense of responsibility and although they were struggling with 
their mental health they had to suppress these feelings in order to care for the patient. Some carers 
also engaged in excessive exercise or withdrawal from those around them.63 Although these forms of 
strategies may help in the short term, this may be an unhealthy way of dealing with stress longer term:

was … on auto pilot… . I was just in motion physically doing what had to be done … trips to the emergency 
room and keeping my emotions under control and I felt like I wanted just to … break down but I felt like … 
for my son I needed to keep myself under control.

(Kutner et al., 2009,43 p. 1102)
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2.2 Support

2.2.1 Professional support
Good-quality professional support had a positive impact on the carer’s mental health. For example, a 
consistent and accessible GP was a key factor in reducing stress.62 This increased the carers’ sense of 
well-being, providing feelings of safety and confidence:

having a good doctor is, is very important. I would have been lost without [name]. He made house calls 
when [the patient] could no longer get down to his office. And he was here every week. He said I could call 
him anytime.

(Brazil et al., 2010,31 p. 114)

Carers needed the patient to receive adequate medical treatment and satisfactory care. They felt 
satisfied and safe when their sick relatives received proper symptom relief and were met respectfully by 
care professionals.54 Although very few carers reported receiving a palliative care referral,46 when they 
did have access to experts in palliative care, they described this as invaluable:

we realized that the palliative care nurse was so different than a registered nurse … had extra training and 
that was very evident every time they came to our house … it gave us a sense of being looked after.

(Duggleby et al., 2010,33 p. 4)

In addition to practical support, these experts were able to provide emotional support for the carers, 
offering a reassuring and positive approach which created mutual trust and reduced anxiety. Key elements 
that were linked to positive experiences included practitioners listening and responding to their needs:37

they had time to talk a few minutes with me also, so I felt I got out a bit out of my frustration. And then it 
felt easier after they had gone. So, it takes so little in order to give so much, I think.

(Pusa et al., 2012,54 p. 37)

Palliative care nurses were also able to offer a sense of calm and comfort when carers were most 
vulnerable. They were good communicators and worked with sensitivity, sincerity and compassion:31

Our palliative nurse tries to do her best. Her encouragement is fantastic. She is such a nice lady to us so 
we are happy. Whenever she comes we are happy.

(Epiphaniou et al., 2012,35 p 543)

He was almost reassured. I don’t know what she said to him (…) she spoke to us all and she was a great 
source of comfort for all of us. 

(McIlfatrick et al., 2018,46 p. 887)

Home care services were also said to be invaluable in maintaining carers’ mental health, allowing time 
for respite or work. This was even more beneficial when there was consistency in who provided the care. 
However, some carers were not aware of this support, suggesting that statutory services needed to link 
with voluntary groups to help inform patients and carers of what is available:47

I have to work, and I thank God that two hospice volunteers from the CHV [home hospice care team] 
come by while I’m working so that he’s not alone for more than 2 hours at a time (…) it’s always the same 
helper which is good because he doesn’t like it when new people come, it’s difficult for him.

(Wasner et al., 2013,61 p. 88)
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Private carers were another source of support for carers which allowed for time to manage stress:

I have (private caregiver) … I feel like there’s a plan in place if something goes wrong and I’m not as likely 
to do something wrong that could cause him harm. I realize I’m living with less stress … less adrenaline … 
I’m getting a chance to slowly decompress.

(Parker Oliver et al., 2017,51 p. 651)

However, carers often waited until they were desperate or experiencing poor mental health before they 
hired these private carers:

At some point in time I’m going to need some supplemental help and it’s not going to be friends this time 
I’m going to have to hire some professional help.

(Parker Oliver et al., 2017,51 p. 652)

Mental health professionals were able to offer support to carers when they were experiencing stress, 
anxiety, depression and insomnia. Telephone counselling services were also valuable, where carers could 
vent anger and other emotions anonymously and without judgement. This reduced loneliness and also 
provided answers to any questions they had. The telephone calls also meant this service was accessible 
to carers who found it difficult to travel or spend time away from the patient:43

there’s things we can’t say to our neighbors, or our family, our kids, our grandkids or sisters or brothers or 
even parents if they’re still alive? I mean for me there is.

(Kutner et al., 2009,43 p. 1103)

Resources carers also felt would be helpful were easy 24-hour access to health-care professionals for 
help with acute situations, training in emergency care, occupational therapy visits to help carers adapt to 
patients’ changing needs, and a list of all resources available in their particular location:44

they (family) should also be given contact numbers of every resource that is available to them, 
occupational therapy is a big one, for the wee practical things!

(Fitzsimons et al., 2019,38 p. 15)

2.2.2 Accessing information
Accessing information about the patient’s illness was seen as a way of coping and taking control of 
their situation. If carers were informed and regularly updated, they were more satisfied and less likely 
to feel overwhelmed. Carers also stated that information needs to be clear and timely in order to 
reduce anxiety:

I was quite fortunate that my GP helped me a lot and gave me information but without that help I would 
not know what to do …

(Epiphaniou et al., 2012,35 p. 544)

Support groups were praised by carers as a valuable source of information, and a place to talk with other 
people who had faced similar situations and realise they were not alone in the way they were feeling:37

Some of your reactions are very normal, and it’s OK to have them.
(Ferrell et al., 2018,37 p 291)

While some carers wanted to know everything about the patient’s condition, others did not want to 
know too much information in case they could not cope and become depressed. Therefore, information 
should be tailored to the needs of the patient and carer.47
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2.2.3 Informal support
Carers reported the importance of informal support in maintaining their mental health. This included 
friends, extended family, co-workers and neighbours. Support could include information, assisting in 
activities of daily living, household tasks or transportation, and providing opportunities for respite. 
Carers described how building a trusted informal support team could lessen the strain of caring:42,45,59

… she offered to come over a couple of days just to sit over there with me, you know to catch up on things 
and she would listen to me on the phone, you know cry a number of times and she was just there to 
really listen.

(Brazil et al., 2010,31 p. 114)

Friends were described as encouraging when things were difficult, and helped remind the carers of 
happier times. Accessing this emotional support felt necessary for the carers in order to endure their 
situation.54 Some carers were unable to express how they were feeling to the patient, therefore friends 
were a comfort and someone they could share their feelings with:

Friends distract you for a while, we talk, then cry, then talk some more. We draw on happy memories and 
imagine a time when there will be no more death and sickness.

(Penman, 2018,52 p. 249)

Some carers reported that being in small or rural communities offered more support when compared to 
living in a city:

One thing I’ll say about it all, like being in a small community, it was help in a sense to know that we had 
neighbors who we could call if we were in trouble.

(Duggleby et al., 2010,33 p. 4)

Being thanked by others was also encouraging and protective against poor mental health:

When she thanks me for what I’m doing and appreciates what I’m doing for her. And calls me her rock. 
That’s enough

(Ugalde et al., 2012,56 p. 1179)

2.2.4 Religious community
Spirituality was another aspect that had the potential to protect carers from psychological morbidity. 
Spiritual beliefs helped carers to cope and feel less isolated:52

I think my biggest help comes from the Lord though.
or

I work through it – through the power of God.
(Williams et al., 2017,63 p. 240)

Carers also described the support that they received from the church community37 and how this 
protected them from the stressors and challenges of caregiving:

We had church fellowship, prayers and communion. We get this love and support from family and friends. 
We prayed…. There was no time or reason to be depressed.

(Penman, 2018,52 p. 248)
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Quality and inclusiveness of studies

Studies were mainly appraised as having high quality (see Table 1), with clear aims, appropriate 
methodology, design, recruitment, data collection, rigorous data analysis, and clear findings that were of 
value to our enquiry. Any detractions from full scores were because information was lacking or unclear 
in relation to a criterion, rather than there being definitive evidence that the criterion had not been met. 
The most common, recurring, issue was lack of clarity whether the relationship between researcher and 
participants had been adequately considered, which relates, for example, to power relationships and 
potential researcher influence on data.

While studies generally achieved a range of carer participants within their samples, there was some 
predominance of older, female and spousal carers. However, this is likely to be a reflection of carer 
populations, rather than a problem with recruitment. The majority of studies had no or limited ethnic 
representation or ethnicity was not stated. However, Shanmugasundaram,55 Phongtankuel et al.,53 
Penman,52 Heidenreich et al.,40 Williams et al.,63 Ward-Griffin et al.60 and Ferrell et al.37 had either 
all ethnic participants or substantial ethnic representation. Finally, while the predominant patient 
diagnosis was cancer, 15 of the 33 studies included carers of patients with other conditions, mainly 
heart failure / cardiovascular disease,32,38,42,46,51,58 COPD,36,41,58 dementia49,51,58 and MND/ALS,39,58,62 but 
also other non-cancer diseases (Parkinson’s,47 renal disease,63 multiple sclerosis,44 cerebral vascular 
accidents,55 diabetes58).
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Discussion

Summary of findings

Factors that negatively affect the mental health of carers caring for those at the EOL
This meta-synthesis of the qualitative literature highlights factors that contribute to poor mental health 
among carers supporting those at the EOL. It therefore focuses on negative aspects of caregiving. It 
must also be noted that carers often also experience caregiving as positive and rewarding. However, 
factors that may be negative for carers’ mental health relate to the patient’s condition, the impact of 
caring responsibilities, the relationship with the patient, finances, carer internal processes, and support 
(see Box 2).

Carers described witnessing the patient’s physical and mental decline as the most difficult part of 
the caring process. They reported anxiety, depression and feeling overwhelmed due to a sense of 
powerlessness. They also felt fear and anxiety about future decline, questioning their ability to cope.

The impact of caring responsibilities can have a physical and mental toll that can lead to exhaustion. The 
caring role is described as 24/7 and interrupted sleep or insomnia meant that many carers could not get 
adequate rest. Exhaustion had an impact on health, with depression, hopelessness, anxiety and panic 
attacks being widely reported. The relentlessness of caregiving, and patient dependency, also meant 
that carers often had no time for respite or self-care. This lack of control was overwhelming and had a 
negative impact on carers’ mental health and quality of life. Carers also experienced loneliness, isolation 
and depression as the patient became the centre of their world. A fear of losing the patient, or a loss 
of faith in God, also compounded the feeling of isolation. Conflicting responsibilities, such as caring for 
children, added to levels of stress, anxiety and depression.

Carers experienced grief surrounding the loss of the former relationship with the patient, resulting in 
anxiety, distress, uncertainty and a loss of intimacy. They also needed to take on roles that would have 
previously been done by the patient, adding to their workload. Carers reported increased conflict and 
feelings of anger and stress where the relationship with the patient was not positive or strong before the 
illness or where the patient did not express gratitude or follow their treatment.

Caring for someone at the EOL can lead to financial challenges that can cause enormous stress. 
The costs associated with caring, the loss of the patient’s income, attempting to balance caring 
responsibilities with work, or losing their own job, led to anxiety and poor mental health. Information 
about benefits was often unclear and, without a job, carers also worried about their future financial 
situation when the patient died.

Processes that are internal to the carer also impacted on their mental health. The loss of self-
determination and autonomy, and loss of control, meant that some carers felt angry while others were 
so consumed by their role that they struggled to separate their sense of self from the patient. Carers 
were often faced with the huge responsibility of caring with little experience, which led to a lack of 
confidence that was distressing for many. Decisions around administering medications were described 
as overwhelming. Stress, anxiety and depression were also triggered during transitions, including the 
diagnosis, becoming a carer and pre-loss grief. Some carers also experienced crises at any point in their 
journey, when the needs of the patient and carer outweighed available resources, which increased 
anxiety and exhaustion.

In terms of support, carers reported that inadequate information meant that they lacked an 
understanding of the patients’ diagnosis, symptoms, treatment options and support needs. The 
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uncertainty was distressing and contributed to poor mental health. Information on how to access social 
workers, occupational therapists or mental health services was also lacking. When information was 
provided, this was sometimes rushed, delivered in a condescending way, or lacking sensitivity, which 
could be distressing for the carer. If a carer did not speak the same language as the health-care provider, 
this acted as a further barrier to accessing information.

Health-care professionals may not collaborate with carers when planning the patient’s care. Carers felt 
they were not seen as part of the EOL care team, and their expertise and experience in terms of the 
patient and their condition were ignored. This made them feel disempowered and frustrated. Experience 
of a general lack of professional support left carers feeling overwhelmed, anxious and exhausted. When 
professional support was received, it was often poor quality, disjointed or described as too late. Carers 
felt passed around different health-care providers who often gave conflicting advice. This led to feelings 
of frustration as they wanted a more coordinated approach to their interactions.

Poor mental health can arise when a carer lacks family or friends who can provide practical and 
emotional support. Family may be too busy or far away to offer help, while friends may visit less as they 
feel uncomfortable or want to remember the patient as they were. The carers’ sense of loss and levels of 
stress increased as their social circle became smaller.

Strategies to improve mental health
The literature also highlighted some meaningful strategies to improve mental health under the themes 
labelled ‘carer internal processes’ and ‘support’ (see Box 2). In the first theme, carers reported techniques 
for managing negative emotions that were self-directed. For example, time for respite and treats helped 
to reduce anxiety, depression and exhaustion. Understanding personal limits, choosing to reduce the 
quality of care provided, positive self-talk and motivational audio recordings also reduced stress, anxiety 
and depression. Spirituality mediated negative emotions associated with a lack of control. Carers also 
described coping strategies such as ignoring their own needs or denying that the situation existed. 
Although techniques such as suppressing emotions or engaging in excessive exercise were sometimes 
successful in the short term, these may be unhealthy ways of dealing with stress longer term.

Good-quality, consistent, accessible professional support, delivered in a respectful manner, also had a 
positive impact on the carers’ mental health, providing feelings of safety and confidence. Palliative care 
specialists were described as invaluable, providing emotional support, and offering a reassuring and 
positive approach, which created mutual trust and reduced anxiety. Palliative care nurses were also able 
to offer a sense of calm and comfort when carers were most vulnerable. Home care services, or private 
carers, allowed time for respite or work, although managing private carers may also add challenges.

Mental health professionals and telephone counselling services were able to offer support to carers 
when they were experiencing stress, anxiety, depression and insomnia. Carers could vent anger and 
other emotions anonymously and without judgement. This reduced loneliness and provided answers 
to any questions they had. Accessible and timely information from health professionals was also key 
in improving mental health in carers. If carers were informed and regularly updated, they were more 
satisfied, felt in control and were less likely to feel overwhelmed. Support groups were another valuable 
source of information, and a place to talk with other people who were in the same situation. However, it 
is important to note that carers varied in the amount of information they wanted, therefore information 
should be tailored to the needs of the patient and carer.

Informal support, including friends, extended family, co-workers and neighbours, was important in 
maintaining mental health. Support could include information, assisting in activities of daily living, 
household, or transportation, and providing opportunities of respite. These individuals can be 
encouraging, remind the carer of happier times and listen to their concerns. The religious community 
was also seen as a source of support, while spiritual beliefs helped carers to cope and feel less isolated.
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Carers also identified resources that they felt would be helpful but were currently unavailable to them. 
These included 24-hour access to health-care, more training in emergency care, regular home visits by 
occupational therapy to help the caregiver adapt as the patients’ needs changed, and a list of all the 
relevant resources available.

Comparison with previous literature

Our findings resonate with the comprehensive review of qualitative research by Funk et al.17 cited 
earlier, adding further validity to our results. While not specifically focusing on factors impacting on 
carers’ mental health, Funk et al.17 identified factors that may affect carer stress and challenges. These 
encompassed similar themes of the impact of the patient’s condition, including deterioration and 
suffering, and impact of caring responsibilities, such as physical demands of caregiving and isolation. 
Funk et al.17 similarly identified the importance of the relationship with the care recipient, but also 
highlighted positive relationships with other family members. Both reviews found impacts on finances 
and employment to be important. The central role of good support also featured in both reviews, where 
Funk et al.17 highlighted both informal support networks and sharing of care, and good-quality formal 
support. Finally, Funk et al.17 noted the potential impact of internal processes, particularly preparedness, 
but also coping strategies, which resonates with our findings. The review by Funk et al.17 further notes 
how caregiving experiences are shaped by the broader context, including ethnicity and cultural and 
normative ideas, while our review notes language communication barriers and reduced family support 
when caring away from your home country.

While the findings overlap, the current review differs from the 2010 review17 in its clear and detailed 
focus on factors that may affect carers’ mental health. It therefore gives richer insight into challenges to 
mental health, such as change in roles and loss of self-determination and autonomy. Further, it begins to 
identify strategies that carers themselves perceive to help, such as time for respite and treats, positive 
self-talk, and use of spirituality.

Strengths and limitations

A strength of this qualitative review is that it reports the unique perspectives of carers themselves, 
where factors are identified by carers rather than being practitioner- or researcher-generated. The PPI of 
the RAP, where carers were involved in all stages of the synthesis, lends further validity and authenticity 
to the findings.

Limitations include the review’s focus on caregiving in a home-care setting. Although many carers 
reflected on their experiences with health professionals in general, additional factors may contribute to 
poor carer mental health in other settings such as the intensive care unit. Further, the review is mainly 
representative of the developed world, being limited to OECD countries and studies published in English 
(although within the inclusion criteria, no Scandinavian-language publications were identified). Finally, 
within the countries represented, research on carers of people with cancer still predominates, and there 
is little research encompassing perspectives of ethnic minorities.

Further, important studies may have been missed as searches were limited to 2009–19, and did not 
involve social-science databases, dissertations or grey literature, contacting of key authors or scanning 
of bibliographies, due to time constraints. However, comparison with Funk et al.’s17 review indicates 
that factors affecting carers remain fairly consistent across studies and decades, although the omission 
of some social-science databases may have led us to miss some qualitative literature on social-context 
factors. Time constraints also meant we mostly relied on single selection and extraction, but this 
followed solid groundwork with initial double selection and extraction to ensure consistency in the 
single extraction thereafter. Finally, the review did not apply GRADE to assess confidence in findings, 
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but rather invested the limited project time and resources on carer RAP involvement in the data 
extraction, analysis and evaluation of results to assess the trustworthiness, validity and relevance of 
findings from carers’ perspective.

Use of carer interview quotes in the presentation of analysis results

This qualitative review firmly meets the criteria of ‘fair dealing’ in the UK Copyright, Designs and Patents 
Act 1988 (legislation.gov.uk)30 Section 30 in its reproduction of interview quotes. However, this can be a 
contentious area and one of considerable importance for qualitative reviews.

Reviews of quantitative papers can cite numbers freely from their sources to demonstrate the evidence. 
Correspondingly, it is essential for qualitative reviews to be able to reproduce quotes, as the evidence 
on which they are based is largely in the form of participant quotes, and demonstration of the validity 
of review findings largely rests on reproduction of these. The selection of participant quotes and 
the amount quoted should be based on what is methodologically appropriate for the review, not 
influenced by the open-access status of reviewed papers or word counts of available quotes. There 
are also broader issues of who ‘owns’ participants’ expression of their thoughts and experiences, and 
of researchers’ responsibility to convey these. In the deepest sense, interview quotes can be seen as 
the intellectual property of carers themselves, and the researchers’ task can be seen as representing 
them as respectfully and truthfully as possible. If carers’ own words were not reproduced in this review, 
we would not represent their voices, and a review that purports to do so without carer quotes would 
lack credibility.

Implications and further research

Carers identified a wide range of factors that they felt negatively affected their mental health, ranging 
from the patient’s condition and the relationship between the carer and patient and others to the 
financial, practical and social impact that caregiving had on carers’ lives, carers’ internal processes and 
coping strategies, through to the support they received from their social network and formal services. 
Therefore, efforts to improve carer mental health need to be broad-based and coordinated. Addressing 
only one single factor is likely to have limited impact. This is likely to require efforts from diverse 
stakeholders, including policy makers, commissioners, communities and practitioners, e.g. to develop 
carer-friendly policy and legislation to address finance and work, develop services for respite provision 
and supportive interventions to strengthen carer resilience, build supportive community networks and 
deliver high-quality formal health and social care.

Although not a specific focus in the studies reviewed, some strategies to improve mental health could 
be identified from carers’ perspectives, notably in relation to the themes ‘carer internal processes’ and 
‘support’. The implications for addressing the strategies identified in each theme may vary. For example, 
carer internal processes were self-directed and include individual actions such as creating time for 
respite, developing positive self-talk, and considering spirituality. This requires health professionals to 
take a person-centred approach, working with individual carers to develop strategies to improve their 
mental health. Alternatively, carers could be directed to resources that help them develop their own 
strategies. Crucially, health-care professionals and carers need to work together in each case to identify 
what would help each individual carer. The second theme of support is an external generic issue that 
requires improvements across health and social care provision. For example, investment in professional 
support for patients and their carers would encourage more readily accessible information and more 
consistent, joined-up care and allow practitioners the time to work collaboratively with carers.

Although all the identified themes or factors in themselves imply possible interventions for improving 
carers’ mental health, considerably more work is required to establish the most effective strategies or 

legislation.gov.uk
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interventions within each theme and to coordinate efforts. Stakeholders within policy, commissioning, 
practice or carer organisations may be well able to identify possible solutions within their respective 
areas of influence based on the information available from the review. However, to make real 
progress, we need stakeholders (including carers) and researchers to work together to develop and 
test interventions in order to establish what works and what does not work so well. Pragmatically, this 
includes assessing who can deliver these strategies, what the strategies would look like in practice and 
when they should be delivered. The needs of specific carer groups need further scrutiny, e.g. ethnic 
minorities. To progress the field and ensure the broad-based and coordinated approach required to 
genuinely improve carer mental health, we require better models for factors affecting carer health to 
guide efforts and build a strong evidence base.

Dissemination

Project findings have been reported to carer RAP members and stakeholder groups throughout the 
project through meetings, workshops and focus groups. All components of the project will be written 
up as NIHR HS&DR peer-reviewed publications. The project has been presented at the European 
Association for Palliative Care Congress 2021. In response to stakeholder recommendations, project 
findings are disseminated via posters and leaflets, podcasts, webinars and a website. Awareness of the 
findings will be raised via Twitter and through stakeholder networks of NIHR ARC Greater Manchester 
and co-applicants. The current report, reports for additional project components, and all project 
materials will be available through the project website www.arc-gm.nihr.ac.uk/carer-project-.

https://www.arc-gm.nihr.ac.uk/carer-project-
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Conclusion

This review of qualitative studies reports the factors that negatively affect the mental health of carers 
caring for those at the EOL from the perspective of the carers themselves. The review reports six 

themes that contribute to poor mental health. These are the patient’s condition, the impact of caring 
responsibilities, the relationship with the patient, finances, carer internal processes, and support. 
Strategies to improve mental health were reported for two of these themes: carer internal processes 
and support.

The present review identified similar themes to those identified in a previous comprehensive review as 
affecting the mental health of EOL carers.17 This not only adds validity to the present findings, but also 
highlights how the same carer challenges have persisted over time, with little indication of improvement. 
The clearer focus of the present review on the factors that may affect carers’ mental health, however, 
provides richer and more detailed insights into what the risk factors are and what needs to be changed. 
Further, it identifies some of the strategies carers themselves perceive to help. The strong involvement 
of a carer RAP has also served to ensure that the findings resonate with carers themselves.

This review therefore helps provide a better starting point for developing solutions. Through further 
engagement with stakeholders, it is anticipated that the findings from this qualitative review and our 
quantitative observational22 and intervention reviews23 will inform the development of future initiatives 
and interventions to improve the mental health of EOL carers and lead to better targeting of carers at 
risk of poor mental health.





DOI: 10.3310/PYTR4127 Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2023 Bayliss et al. This work was produced by Bayliss et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.  
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction 
and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the title, original 
author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

151

Acknowledgements

We thank Gavin Daker-White for additional support with the qualitative evidence synthesis. 
We also thank NIHR ARC Greater Manchester for their support with the project website and 

facilitation of access to stakeholder networks.

Contributions of authors

Kerin Bayliss (https://orcid.org/0000-0002-9047-2516) supported the design of the search strategy, 
searched and selected the literature, and assessed and analysed the qualitative review data. Kerin 
co-drafted the manuscript.

Tracey Shield (https://orcid.org/0000-0002-6747-613X) designed the search strategy. She searched for 
and selected the literature and gave input on the assessment and analysis of the qualitative review data.

Alison Wearden (https://orcid.org/0000-0001-6074-6275) co-developed the project protocol and 
provided support on the design of the search strategy. She gave input on the assessment and analysis of 
the qualitative review data.

Jackie Flynn co-developed the project protocol and provided support on the design of the 
search strategy.

Christine Rowland (https://orcid.org/0000-0001-8628-4638) co-developed the project protocol and 
provided support on the design of the search strategy.

Penny Bee (https://orcid.org/0000-0002-5600-0400) co-developed the project protocol and provided 
support on the design of the search strategy.

Morag Farquhar (https://orcid.org/0000-0001-7991-7679) co-developed the project protocol and 
provided support on the design of the search strategy.

Danielle Harris (https://orcid.org/0000-0002-3330-7346) gave input on the assessment and analysis 
the qualitative review data.

Alexander Hodkinson (https://orcid.org/0000-0003-2063-0977) provided support on the design of the 
search strategy.

Maria Panagioti (https://orcid.org/0000-0002-7153-5745) co-developed the project protocol and 
provided support on the design of the search strategy.

Margaret Booth provided support on the design of the search strategy and gave input on the 
assessment and analysis of the qualitative review data.

David Cotterill provided support on the design of the search strategy and gave input on the assessment 
and analysis of the qualitative review data.

Lesley Goodburn provided support on the design of the search strategy and gave input on the 
assessment and analysis of the qualitative review data.

Cedric Knipe provided support on the design of the search strategy and gave input on the assessment 
and analysis of the qualitative review data.

https://orcid.org/0000-0002-9047-2516
https://orcid.org/0000-0002-6747-613X
https://orcid.org/0000-0001-6074-6275
https://orcid.org/0000-0001-8628-4638
https://orcid.org/0000-0002-5600-0400
https://orcid.org/0000-0001-7991-7679
https://orcid.org/0000-0002-5600-0400
https://orcid.org/0000-0003-2063-0977
https://orcid.org/0000-0002-7153-5745


ACKNOWLEDGEMENTS

152

NIHR Journals Library www.journalslibrary.nihr.ac.uk

Gunn Grande (https://orcid.org/0000-0003-2200-1680) co-developed the project protocol and 
provided support on the design of the search strategy. He assisted with the search for and selection 
of the literature, and gave input on the assessment and analysis of the qualitative review data. He 
co-drafted the manuscript.

All authors had access to study data, discussed the interpretation of findings, provided critical revision of 
the manuscript and take responsibility for data integrity and analysis.

Ethics statement

This is a report of an evidence synthesis of existing literature, and no research data were collected 
for the project. Consultation with the University of Manchester Research Practice Governance Office 
established that the project did not require ethics approval.

Information governance

There were no personal data involved in the production of this report. All data for this report are 
accessible via our references, tables, appendices and website www.arc-gm.nihr.ac.uk/carer-project-.

Data-sharing statement

All data for this report and the project as a whole are accessible via our website www.arc-gm.nihr.
ac.uk/carer-project-. As this is an evidence synthesis project, data are mainly contained within the 
referenced literature, tables and appendices of our reports. For more information please contact the 
corresponding author.

This article

The contractual start date for this research was in July 2019. This article began editorial review in 
November 2021 and was accepted for publication in January 2023. The authors have been wholly 
responsible for all data collection, analysis and interpretation, and for writing up their work. The Health 
and Social Care Delivery Research editors and publisher have tried to ensure the accuracy of the authors’ 
article and would like to thank the reviewers for their constructive comments on the draft document. 
However, they do not accept liability for damages or losses arising from material published in this article.

Disclaimer

The views expressed are those of the authors and not necessarily those of the NHS, the NIHR or the 
Department of Health and Social Care.

This manuscript reports on one component of the research award Understanding what affects psychological morbidity in 
informal carers when providing care at home for patients at the end of life: a systematic qualitative evidence synthesis. For 
more information about this research please view the award page [https://www.fundingawards.nihr.ac.uk/award/18/01/01]

https://orcid.org/0000-0003-2200-1680
https://www.arc-gm.nihr.ac.uk/carer-project-
https://www.arc-gm.nihr.ac.uk/carer-project-
https://www.arc-gm.nihr.ac.uk/carer-project-
https://www.fundingawards.nihr.ac.uk/award/18/01/01


DOI: 10.3310/PYTR4127 Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2023 Bayliss et al. This work was produced by Bayliss et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.  
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction 
and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the title, original 
author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

153

References

1 National Institute for Clinical Excellence (NICE). Improving Supportive and Palliative Care for 
Adults with Cancer: The Manual. London: NICE; 2004. URL: www.nice.org.uk/guidance/csg4/
resources/improving-supportive-and-palliative-care-for-adults-with-cancer-pdf-773375005 
(accessed on 25 August 2022).

2 Payne S, Hudson P. Assessing the family and caregivers. In Walsh D, Caraceni AT, Fainsinger 
R, Foley KM, Glare P, Goh C, et al., editors. Palliative Medicine. 1st edn. New York, NY: Elsevier; 
2008. pp. 320–5.

3 Rowland C, Hanratty B, Pilling M, van den Berg B, Grande G. The contributions of family care-
givers at end of life: a national post-bereavement census survey of cancer carers’ hours of care 
and expenditures. Palliat Med 2017;31(4):346–55.

4 Gomes B, Higginson IJ. Factors influencing death at home in terminally ill patients with cancer: 
systematic review. BMJ 2006;332(7540):515–21.

5 Costa V. The determinants of place of death: an evidence-based analysis. Ont Health Technol 
Assess Ser 2014;14(16):1–78.

6 Grande G, Rowland R, van den Berg B, Hanratty B. Psychological morbidity and general health 
among family caregivers during end of life cancer care: a retrospective census survey. Palliat 
Med 2018;32(10):1605–14.

7 Grunfeld E, Coyle D, Whelan T, Clinch J, Reyno L, Earle CC, et al. Family caregiver burden: 
results of a longitudinal study of breast cancer patients and their principal caregivers. Can Med 
Assoc J 2004;170(12):1795–801.

8 Grov EK, Dahl AA, Moum T, Fossa SD. Anxiety, depression, and quality of life in caregivers of 
patients with cancer in late palliative phase. Ann Oncol 2005;16(7):1185–91.

9 Goetze H, Brahler E, Gansera L, Polze N, Kohler N. Psychological distress and quality of life 
of palliative cancer patients and their caring relatives during home care. Support Care Cancer 
2014;22(10):775–8.

10 Rumpold T, Schur S, Amering M, Kirchheiner K, Masel EK, Watzke H, Schrank B. Informal 
caregivers of advanced-stage cancer patients: every second is at risk for psychiatric morbidity. 
Support Care Cancer 2016;24(5):1975–82.

11 Areia NP, Fonseca G, Major S, Relvas AP. Psychological morbidity in family caregivers of people 
living with terminal cancer: prevalence and predictors. Palliat Support Care 2019;17(3):286–93.

12 Oechsle K, Ullrich A, Marx G, Benze G, Heine J, Dickel LM, et al. Psychological burden in family 
caregivers of patients with advanced cancer at initiation of specialist inpatient palliative care. 
BMC Palliat Care 2019;18(1):102.

13 Haley WE, LaMonde LA, Han B, Narramore S, Schonwetter R. Family caregiving in hospice: 
effects on psychological and health functioning among spousal caregivers of hospice patients 
with lung cancer or dementia. Hospice J 2001;15(4):1–18.

14 Braun M, Mikulincer M, Rydall A, Walsh A, Rodin G. Hidden morbidity in cancer: spouse caregiv-
ers. J Clin Oncol 2007;25(30):4829–34.

15 Chan D, Livingston G, Jones L, Sampson EL. Grief reactions in dementia carers: a systematic 
review. Int J Geriatr Psychiatry 2013;28(1):1–17.

www.nice.org.uk/guidance/csg4/resources/improving-supportive-and-palliative-care-for-adults-with-cancer-pdf-773375005
www.nice.org.uk/guidance/csg4/resources/improving-supportive-and-palliative-care-for-adults-with-cancer-pdf-773375005


REFERENCES

154

NIHR Journals Library www.journalslibrary.nihr.ac.uk

16 Stajduhar KI, Funk L, Toye C, Grande G, Aoun S, Todd C. Home-based family caregiving at the 
end of life: a comprehensive review of published quantitative research (1998–2008). Palliat Med 
2010;24(6):573–93.

17 Funk L, Stajduhar KI, Toye C, Aoun S, Grande GE, Todd CJ. Home-based family caregiving at the 
end of life: a comprehensive review of published qualitative research (1998-2008) Part 2. Palliat 
Med 2010;26(6):594–607.

18 Ewing G, Austin L, Grande G. The role of the Carer Support Needs Assessment Tool in palliative 
home care: a qualitative study of practitioners’ perspectives of its impact and mechanisms of 
action. Palliat Med 2016;30(4):392–400.

19 Office of National Statistics. National Population Projections: 2020-based Interim. (released 12 
January 2022). London: ONS; 2022. URL: www.ons.gov.uk/peoplepopulationandcommunity/
populationandmigration/populationprojections/bulletins/nationalpopulationprojections/2020b
asedinterim#main-points (accessed 15 July 2022).

20 Buckner L, Yeandle S. Valuing Carers 2015 – The Rising Value of Carers’ Support. Carers UK 2015. 
URL: https://www.carersuk.org/reports/valuing-carers-2015-research-report/ (accessed  
21 June 2023).

21 Kingston A, Wohland P, Wittenberg R, Robinson L, Brayne C, Matthews F, Jagger C, on 
behalf of Cognitive Function and Ageing Studies collaboration. Is late-life dependency 
increasing or not? A comparison of the Cognitive Function and Ageing Studies (CFAS). Lancet 
2017;390(10103):1676–84.

22 Shield T, Bayliss K, Hodkinson A, Panagioti M, Wearden A, Flynn J, et al. What factors are asso-
ciated with informal carers’ psychological morbidity during end-of-life home care? A systematic 
review and thematic synthesis of observational quantitative studies. HSDR; in press.

23 Grande G, Shield T, Bayliss K, Rowland C, Flynn J, Bee P, et al. Understanding the potential 
factors affecting carers’ mental health during end-of-life home care: a meta synthesis of the 
research literature. [published online ahead of print December 21 2022]. Health Soc Care Deliv 
Res 2022. https://doi.org/10.3310/EKVL3541

24 Critical Appraisal Skills Programme. CASP Qualitative Studies Checklist. CASP 2019. URL: https://
casp-uk.net/casp-tools-checklists/ (accessed 25 August 2022).

25 Noblit GW, Hare RD. Meta-Ethnography: Synthesizing Qualitative Studies. Qualitative Research 
Methods Series 11. Newbury Park, CA: Sage; 1988.

26 Bayliss K, Starling B, Raza K, Johansson EC, Zabalan C, Moore S, et al. Patient involvement 
in a qualitative meta-synthesis: lessons learnt. Res Involv Engagem 2016;2:18. https://doi.
org./10.1186/s40900-016-0032-0

27 Pearlin LI, Mullan JT, Semple SJ, Skaff MM. Caregiving and the stress process: an overview of 
concepts and their measures. Gerontol 1990;30(5):583–94.

28 Yates ME, Tennstedt S, Chang B-H. Contributors to and mediators of psychological well-being 
for informal caregivers. J Gerontol B Psychol Sci Soc Sci 1999;54B(1):12–22.

29 Lazarus RS, Folkman S. Stress, Appraisal and Coping. New York: Springer; 1984.

30 Legislation.gov.uk. Copyright, Designs and Patents Act 1988. URL: www.legislation.gov.uk/
ukpga/1988/48/section/30 (accessed 17 October 2022).

31 Brazil K, Bainbridge D, Rodriguez C. The stress process in palliative cancer care: a qualitative 
study on informal caregiving and its implication for the delivery of care. Am J Hosp Palliat Care 
2010;27(2):111–16.

www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationprojections/bulletins/nationalpopulationprojections/2020basedinterim#main-points
www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationprojections/bulletins/nationalpopulationprojections/2020basedinterim#main-points
www.ons.gov.uk/peoplepopulationandcommunity/populationandmigration/populationprojections/bulletins/nationalpopulationprojections/2020basedinterim#main-points
https://www.carersuk.org/reports/valuing-carers-2015-research-report/
https://doi.org/10.3310/EKVL3541
https://casp-uk.net/casp-tools-checklists/
https://casp-uk.net/casp-tools-checklists/
https://doi.org./10.1186/s40900-016-0032-0
https://doi.org./10.1186/s40900-016-0032-0
www.legislation.gov.uk/ukpga/1988/48/section/30
www.legislation.gov.uk/ukpga/1988/48/section/30


DOI: 10.3310/PYTR4127 Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2023 Bayliss et al. This work was produced by Bayliss et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.  
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction 
and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the title, original 
author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

155

32 Chi N-C, Demiris G, Pike KC, Washington K, Oliver DP. Exploring the challenges that family 
caregivers faced when caring for hospice patients with heart failure. J Soc Work End Life Palliat 
Care 2018;14(2–3):162–76.

33 Duggleby WD, Penz KL, Goodridge DM, Wilson DM, Leipert BD, Berry PH, et al. The transition 
experience of rural older persons with advanced cancer and their families: a grounded theory 
study. BMC Palliat Care 2010;9:5.

34 Duggleby W, Williams A, Holstlander L, Cooper D, Ghosh S, Hallstrom LK, et al. Evaluation of 
the living with hope program for rural women caregivers of persons with advanced cancer. BMC 
Palliat Care 2013;12:11.

35 Epiphaniou E, Hamilton D, Bridger S, Robinson V, Rob G, Beynon T, et al. Adjusting to the 
caregiving role: the importance of coping and support. Int J Palliat Nurs 2012;18(11):541–5.

36 Farquhar M, Penfold C, Benson J, Lovick R, Mahadeva R, Howson S, et al. Six key topics informal 
carers of patients with breathlessness in advanced disease want to learn about and why: MRC 
phase I study to inform an educational intervention. PLoS One 2017;12(5):e017708116.

37 Ferrell BR, Kravitz K, Borneman T, Friedmann ET. Family caregivers: a qualitative study to 
better understand the quality-of-life concerns and needs of this population. Clin J Oncol Nurs 
2018;22(3):286–94.

38 Fitzsimons D, Doherty LC, Murphy M, Dixon L, Donnelly P, McDonald K, McIlfatrick S. 
Inadequate communication exacerbates the support needs of current and bereaved care-
givers in advanced heart failure and impedes shared decision-making. J Cardiovasc Nurs 
2019;34(1):11–19.

39 Galvin M, Corr B, Madden C, Mays I, McQuillan R, Timonen V, et al. Caregiving in ALS – a mixed 
methods approach to the study of burden. BMC Palliat Care 2016;15:81.

40 Heidenreich MT, Koo FK, White K. The experience of Chinese immigrant women in caring for a 
terminally ill family member in Australia. Collegian 2014;21(4):275–85.

41 Hynes G, Stokes A, McCarron M. Informal care-giving in advanced chronic obstructive pulmo-
nary disease: lay knowledge and experience. J Clin Nurs 2012;21(7–8):1068–77.

42 Kitko LA, Hupcey JE, Pinto C, Palese M. Patient and caregiver incongruence in advanced heart 
failure. Clin Nurs Res 2015;24(4):388–400.

43 Kutner J, Kilbourn KM, Costenaro A, Lee CA, Nowels C, Vancura JL, et al. Support needs of 
informal hospice caregivers: a qualitative study. J Palliat Med 2009;12(12):1101–4.

44 McCurry MK. An exploratory study of decision making by informal caregivers of individuals with 
multiple sclerosis. J Neurosci Nurs 2013;45(1):52–60.

45 McDonald J, Swami N, Pope A, Hales S, Nissim R, Rodin G, et al. Caregiver quality of life 
in advanced cancer: qualitative results from a trial of early palliative care. Palliat Med 
2018;32(1):69–78.

46 McIlfatrick S, Doherty LC, Murphy M, Dixon L, Donnelly P, McDonald K, Fitzsimons D. ‘The 
importance of planning for the future’: burden and unmet needs of caregivers’ in advanced 
heart failure: a mixed methods study. Palliat Med 2018;32(4):881–90.

47 McLaughlin D, Hasson F, Kernohan WG, Waldron M, McLaughlin M, Cochrane B, Chambers 
H. Living and coping with Parkinson’s disease: perceptions of informal carers. Palliat Med 
2011;25(2):177–82.

48 McPherson CJ, Hadjistavropoulos T, Lobchuk MM, Kilgour KN. Cancer-related pain in older 
adults receiving palliative care: patient and family caregiver perspectives on the experience of 
pain. Pain Res Manag 2013;18(6):293–300.



REFERENCES

156

NIHR Journals Library www.journalslibrary.nihr.ac.uk

49 Moore KJ, Davis S, Gola A, Harrington J, Kupeli N, Vickerstaff V, et al. Experiences of end of life 
amongst family carers of people with advanced dementia: longitudinal cohort study with mixed 
methods. BMC Geriatr 2017;17(1):135.

50 Murray SA, Kendall M, Boyd K, Grant L, Highet G, Sheikh A. Archetypal trajectories of social, 
psychological, and spiritual wellbeing and distress in family care givers of patients with lung 
cancer: secondary analysis of serial qualitative interviews. BMJ 2010;340:c2581.

51 Parker Oliver D, Demiris G, Washington KT, Clark C, Thomas-Jones D. Challenges and strategies 
for hospice caregivers: a qualitative analysis. Gerontologist 2017;57(4):648–56.

52 Penman J. Finding paradise within: how spirituality protects palliative care clients and caregivers 
from depression. J Holist Nurs 2018;36(3):243–54.

53 Phongtankuel V, Burchett CO, Shalev A, Adelman RD, Prigerson HG, Czaja SJ, et al. 
Perceptions of a home hospice crisis: an exploratory study of family caregivers. J Palliat Med 
2019;22(9):1046–51.

54 Pusa S, Persson C, Sundin K. Significant others’ lived experiences following a lung cancer 
trajectory – from diagnosis through and after the death of a family member. Eur J Oncol Nurs 
2012;16(1):34–41.

55 Shanmugasundaram S. Unmet needs of the Indian family members of terminally ill patients 
receiving palliative care services. J Hosp Palliat Nurs 2015;17(6):536–43.

56 Ugalde A, Krishnasamy M, Schofield P. Role recognition and changes to self-identity in 
family caregivers of people with advanced cancer: a qualitative study. Support Care Cancer 
2012;20(6):1175–81.

57 Villalobos M, Coulibaly K, Krug K, Kamradt M, Wensing M, Siegle A, et al. A longitudinal com-
munication approach in advanced lung cancer: a qualitative study of patients’, relatives’ and 
staff’s perspectives. Eur J Cancer Care (Engl) 2018;27(2):e12794.

58 Waldrop DP, Meeker MA. Crisis in caregiving: when home-based end-of-life care is no longer 
possible. J Palliat Care 2011;27(2):117–25.

59 Walshe C, Roberts D, Appleton L, Calman L, Large P, Lloyd-Williams M, Grande G. Coping well 
with advanced cancer: a serial qualitative interview study with patients and family carers. PLoS 
One 2017;12(1):e0169071. https://doi.org./10.1371/journal.pone.0169071

60 Ward-Griffin C, McWilliam CL, Oudshoorn A. Relational experiences of family caregivers provid-
ing home-based end-of-life care. J Fam Nurs 2012;18(4):491–516.

61 Wasner M, Paal P, Borasio GD. Psychosocial care for the caregivers of primary malignant brain 
tumor patients. J Soc Work End Life Palliat Care 2013;9(1):74–95.

62 Whitehead B, O’Brien MR, Jack BA, Mitchell D. Experiences of dying, death and bereavement in 
motor neurone disease: a qualitative study. Palliat Med 2012; 26(4):368–78.

63 Williams LA, Graff JC, Wicks MN, Cowan PA, White-Means S, Tolley EA. Male caregivers of 
persons with end stage renal disease: a qualitative study. Nephrol Nurs J 2017;44(3):234–42.

https://doi.org./10.1371/journal.pone.0169071


DOI: 10.3310/PYTR4127 Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2023 Bayliss et al. This work was produced by Bayliss et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.  
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction 
and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the title, original 
author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

157

Project documentation

All project documentation can be found at www.arc-gm.nihr.ac.uk/carer-project- or https://arc-gm.
nihr.ac.uk/carer-project-.

www.arc-gm.nihr.ac.uk/carer-project-
https://arc-gm.nihr.ac.uk/carer-project-
https://arc-gm.nihr.ac.uk/carer-project-




DOI: 10.3310/PYTR4127 Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2023 Bayliss et al. This work was produced by Bayliss et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.  
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction 
and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the title, original 
author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

159

Linked articles / related speciality collections
Grande G, Bayliss K, Shield T, Flynn J, Rowland C, Harris D, Wearden A, Farquhar M, Panagioti M, 
Hodkinson A, Booth M, Cotterill D, Goodburn L, Knipe C, Bee P. Involving carer advisors in evidence 
synthesis to improve carers’ mental health during end-of-life home care: co-production during COVID-19 
remote working. NIHR Journals Library Health and Social Care Delivery Research, in press.

Shield T, Bayliss K, Hodkinson A, Panagioti M, Wearden A, Flynn J, Rowland C, Bee P, Farquhar M, Harris 
D, Grande G. What factors are associated with informal carers’ psychological morbidity during end-of-
life home care? A systematic review and thematic synthesis of observational quantitative studies. NIHR 
Journals Library Health and Social Care Delivery Research, in press. 

Grande G, Shield T, Bayliss K, Rowland C, Flynn J, Bee P, Hodkinson A, Panagioti M, Farquhar M, Harris 
D, Wearden A. Understanding the potential factors affecting carers’ mental health during end-of-life 
home care: a meta synthesis of the research literature. [published online ahead of print December 21 
2022]. Health Soc Care Deliv Res 2022. URL: https://doi.org/10.3310/EKVL3541

https://doi.org/10.3310/EKVL3541




DOI: 10.3310/PYTR4127 Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2023 Bayliss et al. This work was produced by Bayliss et al. under the terms of a commissioning contract issued by the Secretary of State for Health and Social Care.  
This is an Open Access publication distributed under the terms of the Creative Commons Attribution CC BY 4.0 licence, which permits unrestricted use, distribution, reproduction 
and adaption in any medium and for any purpose provided that it is properly attributed. See: https://creativecommons.org/licenses/by/4.0/. For attribution the title, original 
author(s), the publication source – NIHR Journals Library, and the DOI of the publication must be cited.

161

Appendix 1 Search strategy

Search strategy

Caregiver
MESH terms related to caregiver: 

•    Use MESH term for carer where database allows. For 
example, Caregiver in MEDLINE. Avoid home nursing 
as a MESH term as this will incorporate health-care 
workers. 

MEDLINE [Ovid Online]:
• Caregivers 

•   Search for additional string carer terms as both a key 
word and within ti,ab.

EMBASE [Ovid]:
• Caregiver
• Caregiver burden
• Caregiver burnout
• Caregiver strain index
• Caregiver support

   ◦ family care giv*; family caregiv*
   ◦ informal caregiv*; informal care giv*
   ◦ family care* or informal care*

PsychINFO [Ovid Online]:
• Caregivers
• Caregiver burden

•  Combine: (MESH term) OR (additional string carer 
terms)

CINAHL Plus [EBSCO]
• Caregiver burden
• Caregiver attitudes
• Caregiver support

Rationale:
• Incorporates use of MESH term.
•  Looks to capture additional relevant literature on carers 

not indexed under the database MESH term. Using 
MEDLINE as the test database, a number of different 
terms for carer were searched to determine the most 
relevant terms for capturing additional literature not 
included within the MESH term ‘Caregiver’. Using ‘family 
caregiver’ as a key word and ‘informal caregiver’ in a 
title and abstract search were shown to include two 
additional relevant references while ‘family carer(s)’ and 
‘informal carer(s)’ are terms often used in the literature to 
represent carers.

•  By combining appropriate MESH terms for carer along 
with additional string search terms, the risk of missing 
papers not captured by the MESH terms is reduced.

Social Sciences Citation Index
[Institute for Scientific Information; Clarivate Analytics]
TOPIC
• Informal caregivers
• Family caregivers

Cochrane Central Register of Controlled Trials 
(CENTRAL)
• Caregivers

Database of Abstracts of Reviews of Effects 
(DARE) [University of York Centre for Reviews and 
Dissemination]
• Caregivers

Cochrane Qualitative Reviews
• Caregivers

Palliative care
MESH terms related to palliative care:
MEDLINE [Ovid Online]:
• Palliative care
• Hospice and palliative care nursing
• Terminal care
• Terminally ill
• Hospice care
• Hospice

•  Use MESH terms where database allows for:
  ◦ Palliative care
  ◦ Palliative care nursing/hospice and palliative care nursing
  ◦ Terminal care
  ◦ Terminally ill
  ◦ Hospice care
  ◦ Hospice
•  Search for end of life as both key word and within ti,ab.: 

end-of-life; end of life

EMBASE [Ovid]:
• Cancer palliative therapy
• Palliative nursing
• Palliative therapy
• Terminal care
• Terminally ill patient
• Terminal disease
• hospice
• Hospice care
• Hospice nursing

•  Combine: (All MESH terms) OR (additional end of life 
terms)

•  Where database does not index papers under the 
specific MESH terms above, use the most relevant alter-
native MESH term given. If there is no relevant MESH 
term given, search the term as both a key word search 
and as a search within title and abstract. Depending on 
numbers of papers, expand terms – e.g. use ‘palliative’ 
instead of ‘palliative care’ to increase numbers.

continued
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Search strategy

PsychINFO [Ovid Online]:
• Palliative care
• Terminally ill patients
• Hospice

CINAHL Plus [EBSCO]
• Palliative care
• Hospice and palliative nursing
• Terminal care
• Hospice care

Social Sciences Citation Index
[Institute for Scientific Information; Clarivate Analytics] 
TOPIC:
• Palliative care
• Palliative care nursing/hospice and palliative care nursing
• Terminal care
• Terminally ill
• Hospice care
• Hospice

Rationale:
•  Incorporates search terms used by Flemming et al. 

(2019) and MEDLINE MESH search terms used in Candy 
et al. (2011) systematic reviews.a

•  Looks to capture additional relevant literature on 
palliative care not indexed under palliative care as a 
MESH term.

•  Each included MESH term has been tested using 
MEDLINE as a test database to confirm the retrieval of 
additional relevant papers which would not have been 
captured by Palliative Care MESH term only,

•  ‘end-of-life’ and ‘end of life’ have previously been tested 
using MEDLINE as a test database to confirm the 
retrieval of additional relevant papers which would not 
have been captured by any of the MESH terms above.

Cochrane Central Register of Controlled Trials 
(CENTRAL)
• Palliative care
• Hospice and palliative care nursing
• Terminally ill
• Terminal care
• Hospice care
• Hospices

Database of Abstracts of Reviews of Effects (DARE)
[University of York Centre for Reviews and 
Dissemination]
• Palliative care
• Hospice and palliative care nursing
• Terminally ill
• Terminal care
• Hospice care
• Hospices

a  Candy B, Jones L, Drake R, Leurent B, King M. (2011) 
Interventions for supporting informal caregivers 
of patients in the terminal phase of a disease. The 
Cochrane Database of Systematic Reviews Issue 6. Art 
No.: CD007617. ISSN 1469-493X DOI: https://doi.
org/10.1002/14651858.CD007617.pub2  
Flemming K, Atkin K, Ward C, Watt I. Adult family carers’ 
perceptions of their educational needs when providing 
end-of-life care: a systematic review of qualitative 
research [version 1; peer review: 3 approved with 
reservations] AMRC Open Research 2019;1:2 (https://doi.
org/10.12688/amrcopenres.12855.1)

Cochrane Qualitative Reviews
• Palliative care
• Hospice and palliative care nursing
• Hospices
• Hospice care
• Terminal care
• Terminally ill
AND
•  ‘Qualitative Research’ as MESH or ‘Qualitative’ in Title, 

abstract or keyword search

Databases Medline, CINAHL Plus; PsychINFO; Social Sciences Citation 
Index; EMBASE; Cochrane Central Register of Controlled 
Trials (CENTRAL); Database of Abstracts of Reviews of 
Effects (DARE); Cochrane Qualitative Reviews.

Year 2009–2019

Note
Reproduced with permission from Shield et al.22 and Grande et al.23

https://doi.org/10.1002/14651858.CD007617.pub2
https://doi.org/10.1002/14651858.CD007617.pub2
https://doi.org/10.12688/amrcopenres.12855.1
https://doi.org/10.12688/amrcopenres.12855.1
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Appendix 2 Instructions for RAP analysis

Here are the results sections of three research papers. Each results section contains: 

• quotations from carers interviewed about what affects their mental health
• the thoughts of the authors, who describe concepts which they believe are important to the 

people interviewed.

We would like you to summarise the results section of each paper (including the quotes and what the 
author says) so we can understand the factors that affect carers mental health.

How to summarise the information from each results section:

• We would like you to read through the results sections of the papers and write your thoughts about 
what the researchers and people who took part in the studies are trying to say.

• Read the paper in small sections. When you find something that outlines factors that affect the 
carer’s mental health write a few words to describe the thoughts, feelings or behaviours being 
described. It may be that not all of the results section explores carers’ mental health so look out for 
what is relevant.

• When looking at each paragraph consider the following questions:26

◦ Is this focusing on factors that affect carers’ mental health?
◦ What is going on?
◦ What is the person trying to communicate?
◦ What is the person saying?
◦ What assumptions can we make about this piece of text?
◦ It would also help if at the end of the paper you also summarise what you feel are the main 

issues you can see being explored in each of the papers.

• You can identify themes by writing notes on your hard copies or use comment boxes on 
the computer.

• If using your computer you will need to go to the review option in word, highlight the section of text 
that you want to comment on and then select new comment. [To help RAP members two generic 
examples were also provided of how text analyses may look.]
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