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Abstract

Understanding the potential factors affecting carers’ mental 
health during end-of-life home care: a meta synthesis of the 
research literature

Gunn Grande ,1* Tracey Shield ,1 Kerin Bayliss ,1 Christine Rowland ,2  
Jackie Flynn,3 Penny Bee ,1 Alexander Hodkinson ,4 Maria Panagioti ,4  
Morag Farquhar ,5 Danielle Harris 1,6 and Alison Wearden 2

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

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

3Public and Community Involvement and Engagement Panel, National Institute for Health and Care 
Research Applied Research Collaboration Greater Manchester, Manchester, UK

4Division of Population Health, Health Services Research and Primary Care, School of Health Sciences, 
University of Manchester, Manchester, UK

5School of Health Sciences, University of East Anglia, UK
6National Institute for Health and Care Research Applied Research Collaboration Greater Manchester, 
Manchester, UK

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

Background: Family carers are central in supporting patients nearing the end of life, but this often has 
an impact on their own mental health. Understanding what factors may affect carers’ mental health is 
important in developing strategies to maintain mental health, through identifying carers at risk who may 
need added monitoring and support or developing interventions to change modifiable factors. Reviews 
of the qualitative, observational and intervention literature were conducted to address this.

Aims: (1) to review trials of carer interventions to improve our understanding of factors related to carer 
mental health identified in earlier qualitative and observational reviews; (2) to synthesise the evidence 
from our qualitative, observational and intervention reviews on factors related to carers’ mental health 
during end-of-life caregiving.

Method: We carried out searches of MEDLINE, Cumulative Index to Nursing and Allied Health 
Literature (CINAHL), PsycINFO® (American Psychological Association, Washington, DC, USA), Social 
Sciences Citation Index, EMBASE, Cochrane Central Register of Controlled Trials (CENTRAL) and 
Database of Abstracts of Reviews of Effects (DARE) from 1 January 2009 to 24 November 2019. We 
included studies into adult informal/family carers for adult patients at the end of life cared for at home 
that considered any factor related to carer mental health (anxiety, depression, distress, quality of life) 
pre bereavement. The quality appraisal used Critical Appraisal Skills Programme (CASP) checklists and 
the Newcastle–Ottawa Scale. The qualitative review analysis developed themes that then provided a 
framework for the quantitative review analyses. Findings from all three reviews were mapped onto a 
single framework, informed by a carer Review Advisory Panel.
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Results: A total of 31 qualitative, 60 observational, 12 intervention and 3 mixed-methods studies 
were identified. Factors associated with carer mental health were as follows: (1) patient condition, 
particularly psychological symptoms and quality of life; (2) impact of caring responsibilities, particularly 
life changes, workload and carer burden; (3) relationships, particularly with the patient; (4) finances, 
whether sufficient or not; (5) internal processes, particularly self-efficacy; (6) support, particularly 
adequacy and quality of support; (7) contextual factors, particularly age and gender. The three types of 
literature were reflected in most themes and yielded similar or complementary results, adding validity 
to findings. Only observational studies investigated contextual factors. Intervention studies focused on 
modifiable factors, but added little evidence on the causal direction between factors and mental health 
owing to design and analysis limitations. Relationships and finance received little attention overall. 
There was limited research into ethnicity, race or culture. Quantitative research missed some factors 
highlighted by carers in qualitative studies (e.g. quality aspects of formal support), and focused more on 
‘self-management’ within internal processes (emphasised less by carers).

Limitations: Findings are from Organisation for Economic Co-operation and Development (OECD) 
country English-language publications on adult carers and patients in the home setting and limited to 
these contexts. Literature heterogeneity (study focus, objectives, methods, variables, measures) hindered 
meta-synthesis.

Conclusions: Future work requires broad stakeholder engagement to address the diverse range of 
factors associated with carers’ mental health. Project findings will be disseminated accordingly. Future 
research needs more (1) work on defining and measuring concepts; (2) longitudinal design, repeated 
measurement and path analysis, to move beyond evidence of association towards an understanding of 
causal relationships; (3) focus on factors that matter to carers rather than what is easily measured or 
manipulated; and (4) investigation of relationships, finance, ethnicity, race and culture.

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 and will be published 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: ‘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’ [National Institute for Health and Care Excellence (NICE). Guidance on Cancer 
Services. 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 27 July 2022)]. This relates to unpaid carers who might be a 
partner, family member, friend or neighbour of the person they are caring for. 

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

Background

Family carers give vital support to people nearing the end of life, but their own mental health may suffer 
as a result. We need to understand what improves or worsens carers’ mental health to support them 
appropriately and help them stay in good health.

Aim

To pull together what is known about what can affect carers’ mental health during end-of-life caregiving.

Method

We identified research from 2009 to 2019 that looked at factors that may make carers’ mental health 
better or worse when supporting someone nearing the end of life. We focused on adult carers of adult 
patients cared for at home. We were supported by a carer Review Advisory Panel.

Results

Findings from the 106 studies we identified were grouped into seven themes or factors that were 
positive or negative to carers’ mental health: (1) how the patient was (better patient mental health and 
quality of life were positive); (2) how much caregiving affected carers’ lives (greater impact, burden and 
difficulty of tasks were negative); (3) relationships (good relationships between family members and 
between carer and patient seemed positive); (4) finance (having insufficient resources seemed negative); 
(5) carers’ internal processes (carers’ thoughts and feelings) (feeling confident about caregiving was 
positive); (6) support (good support from family and friends and getting sufficient, satisfactory support 
from formal services was positive); and (7) background factors (older carers may have better mental 
health, and female carers worse mental health).

Conclusions

Practitioners, commissioners and policy-makers must consider how they together can address the 
range of factors that may affect carers’ mental health. Researchers must do more work on finances, 
relationships, ethnicity, race and culture; find out more about why and how factors affect carers’ mental 
health; and focus on aspects of factors that matter to carers, rather than what is easy to research.
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Background and introduction

Family and friends (hereafter ‘carers’) provide vital unpaid support for people at end of life (EOL). 
They provide on average 70 hours of care per week in the patient’s final months of life.1 They are a 

main factor in sustaining care at home at the EOL,2,3 which both meets patients’ preferences4 and helps 
reduce acute inpatient care costs and pressures on care home beds. Carers’ contributions therefore are 
likely to be of considerable benefit both to patient care and to health and social care services.

Our dependency on carers is only likely to increase, given the projected future demographic increases 
in people aged > 85 years and those with a life-limiting illness,5 as well as increased numbers of deaths.6 
Health and social care services are likely to struggle to meet future demands without carers’ efforts. The 
COVID-19 pandemic saw increases in deaths at home in England and Wales and decreases in deaths 
from leading causes in inpatient health care, indicating increased reliance on carers to provide home 
care when health-care systems are under strain.7

However, caregiving for patients at the EOL has negative impacts on carers’ own health, with the 
greatest and most consistent impacts being on carers’ psychological health.8 Reported prevalence of 
carer anxiety and depression during palliative care has been estimated at 34–47%9–12 and 39–57%, 
respectively.13,14 Furthermore, carer prevalence of clinically significant psychological morbidity during 
the patients’ final 3 months was 83% in a national census study of cancer deaths in England.8 This 
raises concerns about carer health both during caregiving and longer term. Carers’ pre-bereavement 
psychological health is a main predictor of post-bereavement psychological health.15–17 Furthermore, if 
carers become unable to cope, this is likely to have negative impacts on the quality of patient care and 
increase likelihood of inpatient hospital admissions.

Research shows that there is large individual variation in the level of psychological morbidity from EOL 
caregiving.8–14 Understanding what predicts this variation may provide important pointers for action in 
two ways. First, there are factors that cannot realistically be changed (e.g. age and gender), but whose 
effects can be mitigated through monitoring those at higher risk and providing early, tailored support 
when required. Second, there are factors that can be changed (e.g. self-efficacy), which can be subjected 
to more direct intervention to reduce likelihood of later psychological morbidity. What information is 
most relevant for supporting carers will depend on the type of stakeholder; for instance, policy-makers 
may help to modify any work and financial factors affecting carers through legislation, and health-care 
practitioners may identify and support carers at higher risk or improve carers’ self-efficacy through 
information and education.

To identify potential factors affecting carers’ mental health when providing EOL care, we conducted 
reviews of qualitative research18 and observational quantitative research.19 Each review brought valuable 
information. The qualitative synthesis identified the factors that carers themselves felt had an impact 
on their mental health. The observational synthesis subsequently showed us whether or not significant 
quantifiable associations between these factors and mental health outcomes had been tested for 
and found (Box 1). However, these bodies of literature can only help us establish whether there is a 
relationship between factors and mental health, not the direction of causality. It may be that mental 
health affects the investigated factors, rather than the reverse. For instance, although findings so far 
indicate that a greater sense of self-efficacy improves mental health, it may equally be that better mental 
health improves carers’ sense of self-efficacy.

Therefore, for the first part of this report we turn to the literature on trials of carer interventions, to 
ascertain whether or not studies incorporating trial design can further illuminate direction of causality. 
We review trials of interventions that led to a change in one of our identified factors (see Box 1), and 
for which the intended outcome was improvement in carers’ mental health, to assess what evidence 
intervention studies may provide that these factors have an impact on carer mental health.

https://doi.org/10.3310/EKVL3541
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Background and introduction

This synthesis of the trials literature is different from a conventional systematic review of interventions. 
It is not focusing on whether or not an intervention in itself improves carers’ mental health, but on what 
it may tell us about the causal nature of the factors identified in our earlier reviews. For instance, an 
educational intervention may aim to increase carer preparedness to improve carer mental health, but 
our focus here is whether or not a change in preparedness (an identified factor) is associated with an 
improvement in mental health, rather than the effect of the educational intervention in itself on mental 
health. We therefore want to establish whether or not an intervention changed an identified factor, 
and whether or not any change in the factor was then associated with a change in the carer’s mental 
health. Thus we are interested in the potential mechanisms by which interventions improve mental 
health outcomes. An inclusion criterion for this review therefore was that the intervention led to a 
significant change in one of our identified factors. If a study then reported parallel changes in the factor 
and mental health outcomes, and moderation/mediation analyses indicated that the factor was the 
mechanism through which the intervention affected carer mental health, we can be more certain that it 
is a causal factor.

This report seeks to further validate, synthesise and evaluate the literature on potential factors affecting 
carers’ mental health during EOL caregiving in two ways: (1) by reporting the findings from our review 
of trials of carer interventions to illuminate this topic, and (2) by bringing together the findings from 
the qualitative, observational quantitative and intervention reviews, highlighting the strengths and 
contributions of each and their combined gaps and implications.

Project patient and public involvement

Core to the project was ensuring that findings would make sense to key stakeholders and could be 
utilised by them. Our main stakeholders were carers themselves. A carer was a project co-applicant and 
helped to shape the project. A carer Review Advisory Panel (RAP) consisting of six carers, including the 
chairperson, was involved at all project stages, including reviewing materials, helping with qualitative 
analysis and advising on dissemination, to make sure that findings were meaningful, relevant and 
understandable to carers. In a second stage of the project we worked with a wider range of stakeholders, 
including additional carers, a patient, practitioners, commissioners and policy-makers, through online 
workshops and focus groups, to gain feedback on the relevance of findings to their respective spheres of 
influence and how relevant findings could best be communicated (this work will be reported elsewhere).

BOX 1 Factors related to carer mental health during EOL caregiving18,19

Patient condition, e.g. quality of life, symptom burden, functional impairment

Impact of caring responsibilities, e.g. caregiving demands, life changes

Relationships, e.g. quality of relationships with patient and family

Finances, e.g. financial strain

Internal processes, e.g. self-efficacy, preparedness

Support, e.g. formal support, informal support

Contextual factors, e.g. age, sex, socioeconomic status
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Aims and objectives

The overall aim of the project was to help reduce psychological morbidity among carers during EOL 
care using the following methods:

•	 conducting evidence syntheses of qualitative studies, observational quantitative studies and 
intervention studies

•	 integrating syntheses into a coherent framework of factors
•	 translating findings into accessible, bespoke information for key stakeholders to help them better 

target efforts to reduce carer psychological morbidity.

The aim of the current paper is as follows:

•	 present the synthesis of the intervention studies and what these tell us about modifiable factors 
influencing carers’ psychological morbidity, in which morbidity encompasses anxiety, depression, 
distress and quality of life

•	 combine findings from the observational, qualitative and intervention syntheses together in a single 
framework of factors and assess the main points, strengths and limitations, and implications of this 
literature overall.
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Synthesis of intervention studies

The synthesis of intervention studies was conducted to inform and, if relevant, validate the findings 
from our earlier qualitative and observational literature reviews of factors related to carers’ mental 

health during EOL caregiving.

The Method section for the intervention synthesis provides a full account of the search and selection 
process for the whole project, of which the intervention review was part, as well as the final selection 
criteria specifically associated with the intervention review.

Method

Search and selection strategy
Studies for the project were identified through an electronic search of the literature from 1 January 
2009 to 24 November 2019 in the following databases:

•	 MEDLINE (National Library of Medicine, Bethesda, MD, USA)
•	 Cumulative Index to Nursing and Allied Health Literature (CINAHL) Plus (EBSCO Information 

Services, Ipswich, MA, USA)
•	 PsycINFO® (American Psychological Association, Washington, DC, USA)
•	 Social Sciences Citation Index (Clarivate Plc, London, UK)
•	 Excerpta Medica (EMBASE) (Elsevier, Amsterdam, the Netherlands)
•	 Cochrane Central Register of Controlled Trials (CENTRAL) (John Wiley & Sons, Inc., Hoboken, NJ, 

USA)
•	 Database of Abstracts of Reviews of Effects (DARE) (University of York Centre for Reviews and 

Dissemination, York, UK).

Dissertations and other grey literature were not searched owing to time constraints and the large 
number of research papers that the original search strategy returned. Policy literature and professional 
literature were also excluded as the focus was on peer-reviewed, empirical research published in 
academic journals. See Appendix 1 for the full search strategy.

Box 2 describes the shared inclusion and exclusion criteria for all qualitative, observational and 
intervention studies in the project.

In addition, studies included for the intervention synthesis had to (1) have carer mental health as an 
intervention outcome; (2) report that the intervention led to a significant change in a factor identified in 
the observational or qualitative syntheses as associated with carer mental health (see Box 118,19); (3) be 
a randomised controlled trial (RCT), non-randomised trial, controlled before–after study or interrupted 
time series; and (4) have a clear comparator in the form of usual care, enhanced usual care, ‘no 
intervention’ or waiting list controls.

For further information on project searches and inclusion/exclusion criteria see Bayliss et al.18 and Shield 
et al.19

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 papers were screened by one reviewer both at title/
abstract and full-text screening stages.
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Data extraction and quality appraisal process

Data extraction
A data extraction template to extract information on both factors and mental health outcomes was 
developed jointly by two reviewers and tested independently by the two reviewers on a 30% sample 
of included studies. Differences were resolved by discussion, and the data extraction template was 
subsequently refined to militate against any further inconsistencies between reviewers. Remaining data 
extraction was carried out by one reviewer and reviewed by the second.

When a study reported findings for the overall domain of a factor as well as the individual subdomains 
of the factor (e.g. carer burden), findings were reported for the overall scale only to avoid ‘over-
representing’ factors as much as possible (i.e. providing ‘multiple counts’ of the same factor). However, 
when only subdomain findings were reported by the study, these were extracted.

The outcomes considered were anxiety, depression, distress and quality of life. When a study reported 
findings for both the overall outcome measure of quality of life and the mental health/emotional 
subdomain of quality of life (psychological well-being), only findings related to the mental health/
emotional subdomain of quality of life were extracted, to reflect the focus on mental health. If there 
were repeated outcome measurements, then information relating to the time point at the end of the 
intervention period was extracted.

Quality appraisal
The Critical Appraisal Skills Programme (CASP) checklist for RCTs20 was used to assess the overall quality 
of the studies reviewed. If a trial reported information relevant for quality appraisal (QA) for patients 
rather than carers (e.g. assignment to treatment), then the patient information was used for appraisal 
of the quality of the study. QA was carried out by one reviewer and checked by a second reviewer. No 
discrepancies between reviewers were identified in the checking process.

BOX 2 Project inclusion and exclusion criteria

Studies had to consider the following:

•	 Population. Lay adults who were supporting and caring for an adult patient who was at the EOL. EOL was 
conceptualised as a palliative, terminal or otherwise ‘advanced’ or ‘end stage’ phase of care in which the 
patient was likely to die within 1 year. Articles that did not give enough information to ascertain disease 
stage/palliative phase were excluded.

•	 Factor. Any factor that may have affected psychological morbidity in carers.
•	 Outcome. Psychological morbidity, defined 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.

Studies were excluded based on the following criteria:

•	 Factors or outcomes related to bereavement only.
•	 Papers that reported most care occurring while the patient was in a facility (i.e. care home, hospital), given 

that the focus was on factors associated with carer mental health during home care.
•	 Studies outside Organisation for Economic Co-operation and Development (OECD) countries, to ensure 

that health-care structures were comparable with those in the UK.
•	 Languages other than English or Scandinavian, which would require further translation.
•	 Systematic reviews.
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Analysis
Individual factors were synthesised thematically into subthemes using Box scores21 (see Appendices 2 
and 3). The association with mental health in each study for each subtheme was categorised as better/
worse/no change in mental health. Here, direct statistical assumptions for the direction of effect on 
mental health were not assessed, thereby indicating only the general direction of the association. 
Subthemes were then mapped onto the overarching themes identified from our reviews of qualitative 
research and observational quantitative research (see Box 1 and Table 2). The themes had been 
developed with input from the carer RAP. The format of table presentation (in Appendices 2 and 3) was 
also informed by the carer RAP and was seen by them as a useful way of presenting the evidence.

A meta-analysis was not feasible for this review for the following reasons. First, the review aimed to 
assess whether or not a factor affected by the intervention had an impact on carer mental health, 
rather than assessing if the intervention per se had an impact on mental health, and there was limited 
information available from studies regarding relationships between factors and outcomes for such a 
meta-analysis. Second, there were very few instances in which two studies considered both the same 
factor and the same mental health outcome, such as depression (see Appendix 3). Finally, there was a 
large variation in the way factors were measured, making a meta-analysis less meaningful.

Results

Figure 1 shows the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) 
diagram for the project as a whole, including the intervention review. Table 1 provides an overview of 
the 14 identified intervention papers covering 13 studies (including one mixed-methods study). Only 
five studies showed a significant impact of the intervention on carer mental health.22,23,31,33–35 Of these 
only one showed large treatment effects [standardised mean difference (SMD) 0.8],22 one showed 
medium effects (SMD 0.5)34,35 and the remaining three showed only small effects (SMD 0.2).23,31,33

Only one study34,35 conducted path analysis to investigate whether or not factors may be mediators 
of carer mental health outcome. For the remainder we could therefore at best assess only whether 
or not there was an association between a factor and carer mental health. Table 2, which summarises 
findings, can therefore show only whether a significant change in a factor (subtheme) was associated 
with a parallel significant change in mental health, together with the related studies and their QA 
score. The main attention in intervention studies was on carers’ internal processes (included within 11 
interventions), with little research into how changes in patient condition (five interventions), impact of 
caring responsibilities (three interventions), relationships (one intervention) or support (one intervention) 
may have an impact on carers’ mental health. Appendices 2 and 3 provide Box score tables with more 
detail on variables investigated for each factor, the findings and their references [please see the project 
webpage for the original appendix designs; URL: https://arc-gm.nihr.ac.uk/the-carer-project-evidence-
synthesis (accessed 5 December 2022)].

Critical Appraisal Skills Programme Quality Appraisal
When there was more than one study for a theme, the mean CASP QA scores for each theme was quite 
similar: patient condition had a mean score of 6.8 [standard deviation (SD) 2.5] out of 11, impact of 
caring responsibilities had a mean score of 6.0 (SD 3.0) and carer internal processes had a mean score 
of 6.9 (SD 2.5). The relationships and support themes had only one study each, but with relatively high 
mean scores of 9 and 8, respectively. These numbers hide considerable variety in the quality of studies, 
ranging from 3 to 11.

If we consider where studies did not meet CASP20 criteria or where there was insufficient information 
given to assess this, blinding was the main area in which criteria were not met. It would be difficult 
to blind recipients to the fact that they received the intervention, given the types of intervention 
tested. However, only 4 of the 13 studies reported any form of single blinding of assessors. Regarding 

https://arc-gm.nihr.ac.uk/the-carer-project-evidence-synthesis
https://arc-gm.nihr.ac.uk/the-carer-project-evidence-synthesis
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the criterion of size of treatment effect, only Badr et al.22 showed large effects [standardised mean 
difference (SMD) 0.8], one study showed medium effects (SMD 0.5)34,35 and three showed small 
effects (SMD 0.2),23,31,33 with the remaining studies showing no significant effects. Only six studies 
had the requisite precision of estimate of the treatment effect, in terms of providing both p-values 
and confidence intervals, or enough information for these to be reliably calculated. Criteria met by 
a majority of studies (eight each) were as follows: it was clear that all participants who entered the 
trial were accounted for at its conclusion; that groups entering the trial were similar at baseline; all 
important outcomes were considered, for example in terms of completeness of outcome data; and 
that participants had been randomly allocated to trial arms. For randomisation, three further studies 
indicated that this had taken place, but that there was insufficient reporting on how this was done to 
satisfy the CASP criteria. For eight studies it was clear that the benefits outweighed harms and costs, 
whereas for the remainder it was simply difficult to tell based on the information available, rather than 
any indication of harm. All studies but one were able to treat groups equally apart from delivering 
the intervention.

The lack of blinding of participants, and to some extent the researchers, was therefore a main weakness 
of this literature. As all the outcomes and many of the factors were based on self-report measures, 
participants may have been biased towards giving responses that they thought met with study 

FIGURE 1 The PRISMA diagram of study identification and selection. a Several mixed-methods studies provided input to 
more than one review. OECD, Organisation for Economic Co-operation and Development.
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TABLE 1 Summary of studies in intervention review

Author (year), 
country Study aims Study design

Carer participants 
(number, demographics, 
carer–patient 
relationships) Patient condition

Intervention and factors 
targeted

Carer outcomes 
(anxiety, depression, 
distress and quality 
of life)

CASP score 
(range 
3–11)

Badr et al.22 (2015), 
USA

To test the feasibility, 
acceptability and prelim-
inary efficacy of a dyadic 
psychosocial telephone 
intervention for advanced 
lung cancer patients and 
their caregivers

Randomised 
pilot trial

N: 39

Mean age, years (SD): 
51.1 (10.24)

Female: 69%

Spouse/partner: 51%

Child:a 31%

Lung cancer:

Non-small cell – 84%

Small cell – 16%

Dyadic psychosocial 
intervention vs. usual 
care

Self-efficacy: 38-item 
scale

Autonomy: five-item 
scale

Quality of patient–car-
egiver relationship: 
four-item scale

Caregiver burden: 
12-item short-form Zarit 
Burden interview

Patient depression: 
PROMIS-D

Anxiety: PROMIS-A

Depression: PROMIS-D

9

continued
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Author (year), 
country Study aims Study design

Carer participants 
(number, demographics, 
carer–patient 
relationships) Patient condition

Intervention and factors 
targeted

Carer outcomes 
(anxiety, depression, 
distress and quality 
of life)

CASP score 
(range 
3–11)

Boele et al.23 
(2013), The 
Netherlands

Determine whether or not 
HRQoL and neurological 
symptoms of the patient 
as perceived by caregivers 
are related to the informal 
caregiver’s HRQoL and 
feelings of mastery

Investigate whether 
or not a structured 
intervention consisting of 
psychoeducation and CBT 
leads to improvements in 
the mental component of 
HRQoL and mastery of 
caregivers

RCT N: 56  
n = 31, intervention; 
n = 25, control

Mean age, years (SD): 
50.77 (11.47),  
intervention;  
50.56 (10.36), control

Female: 74%, interven-
tion; 52%, control

Carer–patient relation-
ship not reported

High grade glioma:

Grade 3 glioma, 30.4%

Grade 4 glioma, 69.6%

Psychoeducation and 
CBT vs. usual care

Mastery: Seven-item 
Caregiver Mastery Scale

Quality of life: 
SF-36–MCS

3

Farquhar et al.24 
(2014), UK

Determine whether 
or not Breathlessness 
Intervention Service 
is more effective than 
standard care for patients 
with intractable breath-
lessness from advanced 
malignant disease

Mixed-
methods RCT

N: 67  
n = 35, intervention; 
n = 32, control

Mean age, years (SD): 
64.6 (12.7), total;  
65.6 (13.4), intervention; 
63.5 (12.2), control

Female: 68%, total;  
70%, intervention;  
67%, control

Carer–patient relation-
ship not reported

Mixed cancer:

Lung, 45%

Breast, 25%

Rectal/bowel, 6%

Prostate, 6%

Breathlessness 
Intervention Service vs. 
usual care

Patient distress due to 
breathlessness: 0–10 
NRS

Patient mastery: CRQ 
Mastery Scale

Patient disease-specific 
HRQoL: CRQ

Patient anxiety: HADS-A

Patient depression: 
HADS-D

Depression: HADS-D

Anxiety: HADS-A

Distress: NRS 
distress due to patient 
breathlessness

6

TABLE 1 Summary of studies in intervention review (continued)
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Author (year), 
country Study aims Study design

Carer participants 
(number, demographics, 
carer–patient 
relationships) Patient condition

Intervention and factors 
targeted

Carer outcomes 
(anxiety, depression, 
distress and quality 
of life)

CASP score 
(range 
3–11)

Henriksson et al.25 
(2013), Sweden

Investigate the effects 
of a support group 
programme for family 
members of patients with 
life-threatening illness 
during ongoing palliative 
care

Prospective 
quasi- 
experimental

N: 125  
n = 78, intervention; 
n = 47, control

Mean age, years (SD): 
54.8 (15.8), intervention; 
63.2 (14.0), control

Female:  
62.8%, intervention; 
57.4%, control

Spouse:  
46.2%, intervention; 
78.7%, control

Child:  
26.9%, intervention; 
14.9%, control

Mixed:

Cancer, 95%

Support group pro-
gramme vs. standard care

Preparedness for 
caregiving: eight-item 
Preparedness of 
Caregiving Scale

Caregiver competence: 
four-item Caregiver 
Competence Scale

Rewards of caregiving: 
10-item Rewards of 
Caregiving Scale

Depression: HADS-D

Anxiety: HADS-A

7

Holm et al.26 
(2016), Sweden

Evaluate short-term 
and long-term effects 
of a psychoeducational 
group intervention for 
family carers in specialist 
palliative home care

RCT N: 194  
n = 98, intervention; 
n = 96 control

Mean age, years (SD): 63 
(13.4), intervention; 60 
(14.3), control

Female:  
69.4%, intervention; 
63.5%, control

Spouse:  
55.1%, intervention; 
41.7%, control

Child:  
32.7%, intervention; 
36.5%, control

Mixed:

Cancer, 90%

Psychoeducational group 
vs. standard care support

Preparedness for 
caregiving: eight-item 
Preparedness of 
Caregiving Scale

Caregiver competence: 
four-item Caregiver 
Competence Scale

Rewards of caregiving: 
10-item Rewards of 
Caregiving Scale

Depression: HADS-D

Anxiety: HADS-A

8
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Author (year), 
country Study aims Study design

Carer participants 
(number, demographics, 
carer–patient 
relationships) Patient condition

Intervention and factors 
targeted

Carer outcomes 
(anxiety, depression, 
distress and quality 
of life)

CASP score 
(range 
3–11)

Hudson et al.27 
(2013), Australia

To conduct a larger trial 
based on an earlier pilot 
study to test hypotheses 
that family carers who 
receive a psychoedu-
cational intervention 
alongside usual care 
will have decreased 
distress and increased 
perceived preparedness, 
competence and positive 
emotions compared with 
those receiving usual care

RCT N: 298  
n = 150, intervention; 
n = 148, control

Mean age, years (SD): 59 
(13.9)

Female: 71.3%;

Carer–patient relation-
ship not reported

Mixed cancer Psychoeducational 
intervention vs. standard 
care

Preparedness for 
caregiving: eight-item 
Preparedness of 
Caregiving Scale

Caregiver competence: 
four-item Caregiver 
Competence Scale

Rewards of caregiving: 
10-item Rewards of 
Caregiving Scale

Level of need: Family 
Inventory of Need part B

Distress: GHQ-12 5

McDonald et al.28 
(2017), Canada

To test the hypothesis 
that carers of patients 
who received early 
palliative care would have 
improved quality of life 
and satisfaction with care 
compared with carers of 
those receiving standard 
oncology care

Cluster RCT N: 182  
n = 94, intervention; 
n = 88, control

Median age, years 
(range): 58.0 (25–83), 
intervention; 57.0 
(22–81), control

Female:  
61.7%, intervention; 
69.3%, control

Spouse:  
78.7%, intervention; 
88.6%, control

Child:  
14.9%, intervention; 
9.1%, control

Mixed cancer:

Lung, 16.0%

Gastrointestinal, 41.5%

Genitourinary, 13.8%

Breast, 17.0%

Gynaecological, 11.7%

Early referral to palliative 
care vs. standard 
oncology care

Satisfaction with care: 
19-item FAMCARE 
caregiver satisfaction 
with care scale

Quality of life:  
SF-36 – MCS

8

TABLE 1 Summary of studies in intervention review (continued)



D
O

I: 10.3310/EKV
L3541�

H
ealth and Social Care D

elivery Research 2025 Vol. 13 N
o. 8

Copyright ©
 2022 G

rande et al. This w
ork w

as produced by G
rande et al. under the term

s of a com
m

issioning contract issued by the Secretary of State for H
ealth and  

Social Care. This is an O
pen Access publication distributed under the term

s of the Creative Com
m

ons Att
ribution CC BY 4.0 licence, w

hich perm
its unrestricted use,  

distribution, reproduction and adaption in any m
edium

 and for any purpose provided that it is properly att
ributed. See: htt

ps://creativecom
m

ons.org/licenses/by/4.0/.  
For att

ribution the title, original author(s), the publication source – N
IH

R Journals Library, and the D
O

I of the publication m
ust be cited.

195

Author (year), 
country Study aims Study design

Carer participants 
(number, demographics, 
carer–patient 
relationships) Patient condition

Intervention and factors 
targeted

Carer outcomes 
(anxiety, depression, 
distress and quality 
of life)

CASP score 
(range 
3–11)

Mosher et al.29 
(2016), USA

To examine the 
preliminary efficacy 
of telephone-based 
symptom management for 
symptomatic lung cancer 
patients and their family 
caregivers

Randomised 
pilot trial

N: 106  
n = 51, intervention; 
n = 55, control

Mean age, years (SD): 
56.33 (14.09) inter-
vention; 56.75 (13.81), 
control

Female:  
72.55%, intervention; 
72.73%, control

Spouse/partner: 
62.75%, intervention; 
61.82%, control

Child:  
17.65%, intervention; 
21.82%, control

Lung cancer Telephone symptom 
management vs. educa-
tion/support condition 
(controlled for time and 
attention provided to 
participant)

Self-efficacy for manag-
ing patient’s symptoms: 
16-item standard 
self-efficacy scale

Self-efficacy for manag-
ing carer’s own emotions: 
eight-item scale

Perceived constraint 
in discussing patient’s 
illness with them: five-
item social constraints 
scale

Caregiver burden: 
Caregiver Reaction 
Assessment

Depression: PHQ-8

Anxiety: GAD-7

8
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Author (year), 
country Study aims Study design

Carer participants 
(number, demographics, 
carer–patient 
relationships) Patient condition

Intervention and factors 
targeted

Carer outcomes 
(anxiety, depression, 
distress and quality 
of life)

CASP score 
(range 
3–11)

Nguyen et al.30 
(2018), USA

Describe the effects of a 
palliative care interven-
tion on patients with lung 
cancer (on quality of life, 
distress and health-care 
utilisation) and family 
caregiver (on quality of 
life, preparedness, burden 
and distress) outcomes 
over 3 months compared 
with usual care

Describe strategies to 
address several modi-
fiable implementation 
barriers identified in an 
earlier report to further 
strengthen, sustain and 
spread components of the 
intervention within the 
health-care system

Prospective 
quasi- 
experimental

N: 122  
n = 60, intervention; 
n = 62, control

Mean age, years (SD): 
63.0 (12.4), intervention; 
63.8 (11.5), control

Female:  
58.3%, intervention; 
61.3%, control

White:  
83.9%, intervention; 
85.5%, control

Spouse/partner:  
75%, intervention; 
67.7%, control

Daughter:  
13.3%, intervention; 
14.5%, control

Lung cancer Lung Cancer Palliative 
Care Intervention for 
Community Practice vs. 
usual care

Preparedness for caregiv-
ing: Archbold Caregiving 
Preparedness Scale

Caregiver burden: 
Montgomery Caregiver 
Burden Scale

Patient QoL: Functional 
Assessment of Cancer 
Therapy – Lung

QoL: City of Hope-
QOL-Family instrument 
– MH

Distress: Distress 
Thermometer

3

TABLE 1 Summary of studies in intervention review (continued)
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Author (year), 
country Study aims Study design

Carer participants 
(number, demographics, 
carer–patient 
relationships) Patient condition

Intervention and factors 
targeted

Carer outcomes 
(anxiety, depression, 
distress and quality 
of life)

CASP score 
(range 
3–11)

Northouse et al.31 
(2013), USA

To determine whether 
or not patient–caregiver 
dyads, assigned to either 
a brief or extensive dyadic 
intervention (the FOCUS 
Program), had better 
intermediary outcomes 
(fewer negative appraisals 
and increased resources) 
and better primary 
outcomes (improved 
QoL) than control dyads 
receiving usual care only

Determine whether risk 
for distress and other 
antecedent factors (e.g. 
gender, type of dyadic 
relationship, cancer type) 
moderated the effect of 
the brief or extensive 
programme on intermedi-
ary and primary outcomes

RCT N: 484

Mean age, years (SD): 
56.7 (12.6)

Female: 55.8%

White: 82.5%

Spouse: 74%

Mixed cancer:

Breast, 32.4%

Colorectal, 25.4%

Lung, 29.1%

Prostate, 13.0%

FOCUS – brief and 
extensive dyadic 
intervention providing 
information and support 
for advanced cancer 
patients and their families 
vs. usual care

Appraisal of caregiving: 
Appraisal of Caregiving 
Scale

Uncertainty in Illness: 
Mishel Uncertainty in 
Illness Scale

Hopelessness: Beck 
Hopelessness Scale

Caregiver coping 
patterns: Brief Cope

Healthy behaviours/
lifestyle: researcher- 
developed scale assessing 
exercise, nutrition, 
adequate sleep etc.

QoL: Functional 
Assessment of 
Cancer Therapy  
(version 4) – emotional

9
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Author (year), 
country Study aims Study design

Carer participants 
(number, demographics, 
carer–patient 
relationships) Patient condition

Intervention and factors 
targeted

Carer outcomes 
(anxiety, depression, 
distress and quality 
of life)

CASP score 
(range 
3–11)

          Dyadic support: modified 
version of Family Support 
Subscale of Social 
Support Questionnaire

Communication: Lewis 
Mutuality & Sensitivity 
Scale

Self-efficacy: Lewis 
Cancer Self-Efficacy Scale

   

Parker Oliver 
et al.32 (2017), USA

Examine the effect of 
ACTIVE on caregivers’ 
perceptions of pain 
management, caregivers’ 
QoL, caregivers’ anxiety 
and patients’ pain

RCT paired 
with a parallel 
mixed-meth-
ods analysis

N: 446  
n = 223, intervention; 
n = 223 control

Mean age, years (SD): 
60.1 (12.5), intervention; 
59.2 (13.3), control

Female:  
48%, intervention; 52%, 
control

White:  
49.9%, intervention; 
50.1%, control

Child:  
48.1%, intervention; 
51.9%, control

Mixed ACTIVE involvement in 
care plan meetings to 
ensure co-ordination 
of care and an interdis-
ciplinary approach to 
symptom management 
vs. usual care

Carer perception of 
pain management: 
Caregiver Pain Medicine 
Questionnaire

QoL: CQLI-R 
– emotional

Anxiety: GAD-7

7

TABLE 1 Summary of studies in intervention review (continued)
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Author (year), 
country Study aims Study design

Carer participants 
(number, demographics, 
carer–patient 
relationships) Patient condition

Intervention and factors 
targeted

Carer outcomes 
(anxiety, depression, 
distress and quality 
of life)

CASP score 
(range 
3–11)

Sulmasy et al.33 
(2017), USA

Conduct a trial 
(TAILORED) to test the 
impact of a nurse- 
facilitated discussion 
between surrogates and 
patients with incurable 
GI malignancies or ALS 
about the role patients 
would prefer that their 
surrogates play in making 
decisions for them should 
they lose decision-making 
capacity

RCT N: 163  
n = 78, intervention; 
n = 85, control

Mean age, years (SD): 
56.1 (12.1), total;  
56.2 (11.8), intervention; 
55.9 (12.4), control

Female:  
73%, total;  
69.2%, intervention; 
76.5%, control

Spouse/partner: 
69.33%, total;  
74.36%, intervention; 
64.71%, control

Child:  
7.98%, total;  
3.85%, intervention; 
11.76%, control

Mixed:

Gastrointestinal cancer, 
59%

Pancreatic cancer, 
30.77%

ALS, 39.74%

Other GI cancer, 
29.49%

Nurse-directed discus-
sion of the EOL decision 
control preferences of 
the patient vs. usual 
care + discussion about 
nutrition

Caregiver burden: Zarit 
Scale

Self-efficacy: Family 
Decision-Making Self-
Efficacy Scale

Support for mutual deci-
sion-making: Decision 
Control Preferences Scale

Satisfaction with 
involvement in deci-
sion-making: Single item 
question – ‘Regarding the 
extent to which you are 
involved in helping your 
family member to make 
decisions about his/her 
health care: How satisfied 
are you with your level of 
involvement?’

Distress: IES 6

continued
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Author (year), 
country Study aims Study design

Carer participants 
(number, demographics, 
carer–patient 
relationships) Patient condition

Intervention and factors 
targeted

Carer outcomes 
(anxiety, depression, 
distress and quality 
of life)

CASP score 
(range 
3–11)

Von Heymann-
Horan et al.34,35 
(2019, 2018), 
Denmark

To examine the effect 
of the Domus trial on 
caregivers’ symptoms of 
anxiety and depression35

To investigate whether 
or not Domus increased 
stress communication 
and common coping and 
whether or not effects 
differed according to dyad 
characteristics34

Parallel group 
RCT

N: 249  
n = 134, intervention; 
n = 115, control

Female:  
63%, intervention;  
65%, control

Spouse/partner:  
77%, intervention;  
80%, control

Child:  
18%, intervention;  
9%, control

Mixed cancer:

Lung, 21%

Prostate, 13%

Female genitalia, 13%

CNS, 12%

Lower gastrointestinal, 
11%

Domus-specialised 
palliative care and dyadic 
psychosocial intervention 
(an accelerated transition 
from hospital-based 
oncological treatment to 
specialised palliative care 
at home with patient–
caregiver psychological 
support) vs. usual care

Stress communication 
and caregiver coping: 
Dyadic Coping Inventory

Depression: SCL-92 – 
depression subscale

Anxiety: SCL-92 – 
anxiety subscale

11

a	 Adult son/daughter of patient.
ACTIVE, Assessing caregivers for Team Intervention via Video Encounters; ALS, amyotrophic lateral sclerosis; CBT, cognitive–behavioural therapy; CQLI-R, Caregiver Quality of Life 
Index – Revised; CRQ, chronic respiratory questionnaire; GAD-7, Generalised Anxiety Disorder-7; GHQ, General Health Questionnaire; GI, gastrointestinal; HADS-A, Hospital Anxiety 
and Depression Scale – Anxiety; HADS-D, Hospital Anxiety and Depression Scale – Depression; HRQoL, health-related quality of life; IES, Impact of Events Scale; NRS, Numerical 
Rating Scale; PHQ-8, Patient Health Questionnaire-8 items; PROMIS-A, Patient-Reported Outcomes Measurement Information System – Anxiety short form; PROMIS-D, Patient-
Reported Outcomes Measurement Information System – Depression short form; QoL, quality of life; SCL-92, Symptom-Checklist-92; SD, standard deviation; SF-36 – MCS, Short Form 
questionnaire-36-items – Mental Component Summary; TAILORED, Trial of Ascertaining Individual Preferences for Loves Ones’ Role in End-of-Life Decisions.

Note
Participant information represents baseline sample data.

TABLE 1 Summary of studies in intervention review (continued)
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TABLE 2 Summary of intervention findings within themes

Subthemes
Studies underpinning overarching theme with QA scores, 
overall QA score (mean ± SD)

Patient condition (five studies) 6.8 ± 2.5

Patient social QoL (+) Northouse et al.31 (9)

Patient overall QoL (0) Nguyen et al.30 (3)

Patient depression (–) Badr et al.22 (9)

Patient distress from breathlessness (0) Farquhar et al.24 (6)

Patient pain control (0) Parker Oliver et al.32 (7)

Impact of caring responsibilities (three studies) 6 ± 3

Carer burden (–/+) Badr et al.22 (9); Sulmasy et al.33 (6)

Carer perceived caregiving demands (0) Nguyen et al.30 (3)

Relationships (one study) 9 ± 0

Relatedness in patient–carer relationship (+) Badr et al.22 (9)

Finances (no studies) N/A

– –

Carer internal processes (11 studies) 6.9 ± 2.5

Belief that patient pain is inevitable (0) Parker Oliver et al.32 (7)

Avoidant coping strategies (–) Northouse et al.31 (9)

Healthy behaviours (+) Northouse et al.31 (9)

Dyadic coping (+)a Von Heymann-Horan et al.34,35 (11)

Communication of stress (+)a Von Heymann-Horan et al.34,35 (11)

Constraint in discussing patient’s illness (0) Mosher et al.29 (8)

Control through mutual decision-making and satisfaction 
with decision-making (+)

Sulmasy et al.33 (6)

Autonomy (+) Badr et al.22 (9)

Self efficacy in managing caregiving (+) Northouse et al.31 (9), Badr et al.22 (9)

Confidence in managing own emotions (0) Mosher et al.29 (8)

Mastery (+) Boele et al.23 (3)

Feelings of adequacy or competence (0) Henriksson et al.25 (7); Holm et al.26 (8); Hudson et al.27 (5)

Preparedness (0) Henriksson et al.25 (7); Holm et al.26 (8); Hudson et al.27 (5); 
Nguyen et al.30(3)

Support (one study) 8 ± 0

Satisfaction with support (0) McDonald et al.28 (8)

Contextual factors (no studies) NA

– –

0, no significant association with carer mental health; +, significant positive association with carer mental health 
(improved health); –, significant negative association with carer mental health (worse health); NA, not applicable; QoL, 
quality of life.
a	 Increase in factor for subgroup of carers only. Although carer mental health improved, path analysis did not show factor 

to be a mediator for mental health.
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expectations, and whatever effects were observed could have been due to this. However, it would be 
difficult to blind participants to the fact that they are receiving an intervention and to obtain measures 
through other means than self-report in these cases. Therefore, we could not fully remove this bias, 
but had to take it into account in the interpretation of results. However, few studies showed significant 
impact on mental health in any case, and only two showed medium to large effects. Just over half of 
studies reported p-values and confidence intervals. This may raise some concerns about the quality 
of interventions and the reporting in some of this literature, and therefore this literature’s ability to 
form a robust basis for progress in the field. We were probably less likely to see bias due to systematic 
differences in characteristics of the intervention and control groups (given randomisation, similarity 
at baseline and data completeness) or in the way they were treated, apart from the intervention itself. 
Regardless, the main issue for our synthesis remained the lack of investigation of factors as mediators 
or moderators.

Patient condition
A dyadic intervention (i.e. involving both patient and carer) that improved the patients’ and carers’ social 
quality of life (QoL) (relating to support from family and friends) also improved the carer’s emotional QoL 
(but not the patient’s).31 However, it is difficult to ascertain if carers’ improved mental QoL here is due to 
patient improvement or their own improved sense of social support. The improvement in the patients’ 
overall QoL in another study was not associated with changes in carers’ distress or their QoL.30

An intervention that reduced patient depression also improved two aspects of carers’ mental health 
(depression and anxiety).22 In contrast, a study that reduced patients’ distress due to breathlessness had 
no impact on carer depression, anxiety or distress,24 and carers’ perception that the patients’ pain was 
better controlled was not associated with changes in carer anxiety and QoL.32

Impact of caring responsibilities
One study found that reduction in carer burden was related to two aspects of carers’ mental health 
(depression and anxiety).22 In contrast, Sulmasy et al.33 found that carers with increased carer burden 
also had lower carer distress. The focus of the latter intervention was, however, to support carers as 
‘surrogate’ decision-makers, and it may be that this places greater burden on carers, although such 
involvement may leave them less distressed. Ngyen et al.30 found that reducing carers’ perceptions that 
care responsibilities were overly demanding was not related to carer mental health (as shown through 
QoL and distress levels).

Relationships
An intervention that increased levels of relatedness (i.e. quality of the carer–patient relationship) also 
improved two aspects of carers’ mental health (depression and anxiety).22

Carer internal processes
Changing carers’ belief that pain is inevitable (fatalism) was not related to any change in carer mental 
health (QoL or anxiety).32

An intervention that decreased the use of avoidant coping strategies (e.g. denial) and increased healthy 
behaviours (e.g. exercise) improved carer QoL.31 Increased dyadic coping and stress communication 
by carers within the patient–carer relationship seemed to be associated with improved mental health 
(depression and anxiety).34,35 However, the intervention only increased dyadic coping and stress 
communication for partner carers, and it in fact decreased stress communication in parents cared for by 
an adult child. Furthermore, path analyses did not show that common coping and stress communication 
mediated the effects on carers’ anxiety or depression. Finally, Mosher et al.29 found that reducing carers’ 
perceived constraint in discussing patients’ illness with them was not related to changes in carers’ 
depression or anxiety levels.
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Improving carers’ control over the care situation (through improved support for mutual decision-making 
or satisfaction with involvement in decision-making) was associated with lower carer distress.33 A greater 
sense of autonomy (internal motivation/willingness to provide care) among carers was also associated 
with both lower depression and lower anxiety levels.22

Regarding self-efficacy, an intervention that improved carers’ and patients’ confidence in their ability 
to manage the illness and its related caregiving also improved carer QoL.31 Furthermore, an improved 
confidence in ability to manage a range of caregiving components was related to lower depression 
and anxiety.22 However, improving carers’ confidence in managing their own emotions showed no 
relationship with either depression or anxiety.29

Improving carers’ sense of mastery (both perceived and actual ability to perform caregiving) was 
associated with maintaining QoL over time.23 In contrast, several studies found that improving carers’ 
perceived adequacy of performance or feelings of competence for caregiving was unrelated to 
changes in their mental health (depression and anxiety25,26 and distress27). Similarly, improving carers’ 
preparedness for caregiving showed no association with their mental health (QoL,30 depression and 
anxiety,25,26 and distress27,30).

Support
Improving carers’ satisfaction with care received (for both patient and family) was not associated with 
changes in their QoL.28 Otherwise, no intervention studies investigated whether improving carers’ 
support or perceived support improved their mental health.

Discussion of the intervention research

Summary
This intervention literature can at best indicate associations between modifiable identified factors and 
carer mental health, as only one study directly investigated whether or not factors may be mediators 
of carer mental health.34,35 Overall, this literature may show some support for a link between identified 
factors (see Box 1) and mental health, but studies were few and the findings were mixed. Potential biases 
in this literature are likely to stem from a lack of blinding, rather than systematic differences between 
intervention and control groups.

Carers’ internal processes received most attention. There was an indication that improvement in 
carers’ sense of control, autonomy, self-efficacy and mastery in their management of caregiving were 
associated with better mental health. However, in contrast, several studies found no indication that 
improved sense of competence or preparedness for caregiving were related to carer mental health. 
These apparently contradictory results indicate a need for a better understanding of the underlying 
concepts that interventions aimed to target, to help resolve contradictions and develop more effective 
interventions. Regarding coping, there was some evidence that reduction in (dyadic) avoidance coping 
and increased healthy behaviours were related to improved mental health.31 In contrast, Heymann-
Horan et al.34,35 found no evidence from path analysis that dyadic coping and stress communication were 
mediators in improvement of carer mental health. However, they noted that their intervention may only 
indirectly target coping, and highlighted the need to assess more directly targeted mechanisms (factors) 
and the range of coping strategies employed, which again indicates the importance of gaining a better 
understanding of underlying concepts.

Otherwise, intervention studies provided some evidence that improvement in patients’ condition 
(through improved QoL and reduced depression) may relate to improved carer mental health. However, 
improvement in patients’ physical symptoms showed no relationship. Interventions to reduce the  
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impact of caring responsibilities through the reduction in carer burden or demands showed mixed 
results. Only one study considered relationships, indicating that improving patient–carer relationships 
may be associated with better carer mental health. Further, only one study considered support, in terms 
of carers’ satisfaction with care, and found no effect.

The correspondence between findings from the intervention studies and the wider literature will be 
considered in Synthesis of combined findings from qualitative, observational and intervention reviews.

Challenges for drawing firm conclusions from the data
Several issues affected our ability to draw firm conclusions from the intervention review given the remit 
of our synthesis. With the exception of Heymann-Horan et al.,34,35 interventions were not focused on 
investigating factors per se and their impact on mental health. First, although all sought to improve 
mental health, for some this was not the primary outcome or aim. For instance, the main outcome for 
Sulmasy et al.33 was improved decision-making, and for Parker Oliver et al.32 it was carers’ perception 
of pain. For other studies mental health was often a part of a range of outcome measures, such as for 
Nguyen et al.30 Second, the focus was on testing the impact of the intervention, not the mechanisms 
through which it worked or relationships between mediating factors and mental health. Our factors of 
interest may not be what the intervention sought to change (its target) to improve mental health, and 
may simply be included as another outcome to be measured alongside mental health outcomes (e.g. 
Parker Oliver et al.32 and Sulmasy et al.33). Furthermore, even when the intervention did seek to change 
a factor of interest, the factor and outcome may have been measured only once at the same time after 
baseline (e.g. Badr et al.,22 Henriksson et al.25 and Sulmasy et al.33) or, if repeated measurements were 
available, these were normally not analysed to consider how an early change in a factor may lead to 
a later change in outcome. Therefore, we could only establish that the putative ‘factor’ and ‘outcome’ 
both changed together; we could not establish the sequence of change. The information gained from 
intervention studies was therefore in fact often similar to that gained from cross-sectional studies, and 
in some ways less informative to our investigation because the correlation between factor and outcome 
may not have been directly tested.

Interventions may furthermore be unsuccessful in changing a putative ‘factor’ sufficiently to have an 
effect, but it might still be an actual factor affecting carer mental health. Although we only included 
interventions that had a significant impact on a factor, the change in the factor may not have been 
large enough for it to influence mental health (statistically significant differences may not have made 
a clinically meaningful difference). Changes in the factors mainly appeared small even if significant 
(e.g. Mosher et al.29 and Nguyen et al.30), and effect sizes, when reported, were often small or at best 
moderate (e.g. Henriksson et al.,25 Holm et al.26 and Hudson et al.27).

The delivery of dyadic interventions (involving both patient and carer) is fairly common in carer 
intervention research,22,29,31,33–35 but further complicates our understanding of mediating factors. These 
interventions may maximise effect by influencing patients, carers and their interactions. However, they 
may also dilute the effect on the carer if the patient takes precedence. Plausibly, whether or not dyadic 
interventions maximise or detract from the impact on carers may depend on their target factor, e.g. they 
may maximise for communication and shared decision-making, but detract for factors relating more to 
carers’ own needs as opposed to patients’.

A strength of this review was its novel approach in reviewing the trials literature to uncover further 
information about factors that potentially affect carers’ mental health, guided by comprehensive reviews 
from the qualitative and observational carer literature. Although this review provided little added 
information, an important contribution of the review was to highlight how the current interventions 
literature fails to reach its potential in improving our understanding of the factors and underlying 
mechanisms affecting carers’ mental health.
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Conclusion

The intervention review on the whole showed modest support for the influence of factors identified in 
the qualitative and observational reviews; self-efficacy, sense of control, autonomy and some coping 
strategies were associated with improved carer mental health. In addition, mastery was identified as 
a potential factor. However, these concepts may need to be better understood and defined for us to 
resolve apparent contradictions and make progress. Furthermore, the patients’ psychological symptoms, 
QoL and improvement of patient–carer relationships may matter, but findings are otherwise less clear. 
Although the intervention studies may be good studies in their own right, their design and analysis 
make it difficult to ascertain whether a factor affects carer mental health, is affected by mental health 
or the intervention itself just changes both at the same time. Therefore, the current intervention 
research did not add much to our understanding of factors affecting carer mental health compared with 
observational studies.

One may ask if it matters if interventions are not linked to discernible factors and designed to 
understand their effect on carers’ mental health, and whether the main point should simply be whether 
the intervention improves carer mental health? However, to ensure that an intervention is as effective 
as possible and its effects are replicable, we do need to understand the mechanisms through which it 
works.36 Furthermore, interventions generally have had limited success in improving carer mental health, 
as evidenced by this review and earlier reviews.37 This again indicates a need to understand mechanisms 
and active components better, to ensure both that we target the right factors and that interventions are 
designed and then carried out (with fidelity) to actually have an impact on these factors.

An important part of understanding underlying factors better is more preparatory conceptual work; 
several reviewed studies drew on theoretical frameworks,22,26,27,29,31 but these could be utilised more. 
It is also crucial to utilise study design better, for instance by taking multiple trial measurements of 
putative mediators and outcomes to assess if and how potential factors may influence mental health 
outcomes. Such longitudinal measurement can be resource intensive and may require more complex 
statistical modelling methodologies. However, many of the reviewed intervention studies did take 
repeated measures,23,26,28–32 but only Heymann-Horan et al.34,35 conducted an analysis to investigate 
whether or not a factor may have a mediating effect on carers’ mental health. It is important that future 
intervention research should create and utilise more opportunities to investigate potential causal 
mechanisms. Trials of interventions should be a powerful tool to identify durable solutions to improving 
carer mental health by uncovering core mechanisms that then can be reliably translated to other 
interventions and settings.
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Synthesis of combined findings from 
qualitative, observational and intervention 
reviews

It is important to bring together the different parts of the carer literature and draw on the strengths 
of each to gain a full picture of the potential factors that affect carer mental health, and assess the 

implications for research and practice. The qualitative literature provided carers’ own perspective, 
and the observational literature allowed us to test relationships and with larger carer groups. Trials, if 
designed for the task, provide a powerful tool for investigating the impact of factors, but can only tell 
us about factors that are modifiable by interventions, not contextual factors that may put carers at 
risk or that may require societal changes. In this section we synthesise the combined findings from the 
qualitative, observational and intervention reviews to assess our current knowledge and its strengths 
and weaknesses, and the implications for future research and practice.

Method

Search, selection and data extraction
Synthesis of intervention studies, Method, Box 2 and Appendix 1 provide the search strategy and inclusion/
exclusion criteria for the project as a whole, and for the intervention review. Added inclusion criteria 
for the qualitative review were that studies had to have as their aim to investigate carers’ mental health 
from the perspectives of EOL carers themselves, and for the observational review that studies had to 
report on the relationship between a factor and carer mental health outcome. For full details of the 
search, selection, data extraction and QA for the whole project, see Bayliss et al.18 for the qualitative 
review, Shield et al.19 for the observational review and Synthesis of intervention studies, Method, in this 
report for the intervention review. A summary is provided below.

For all studies, 10% of both titles/abstracts and full texts were screened independently for inclusion 
by two reviewers. Over 90% agreement was established in each case, and subsequent studies were 
screened on title/abstract and full texts by one reviewer. Owing to project time pressures, and on advice 
of the project’s external Study Steering Committee [and notification to the National Institute for Health 
and Care Research (NIHR) Health and Social Care Delivery Research (HSDR) programme], this process 
represents some tightening of the search strategy and inclusion/exclusion criteria (i.e. most recent 
decade, fewer databases, Organisation for Economic Co-operation and Development (OECD) country 
and English or Scandinavian publications, and peer reviewed publications only), and simplification of the 
screening process.

See Synthesis of intervention studies, Method, for data extraction and QA information for the intervention 
studies. For qualitative studies, first order themes were extracted for 10% of studies by two researchers 
and carer RAP members, and the remaining data extraction was carried out by one reviewer. Second 
order themes were created by one researcher and reviewed by a second researcher, and presented 
to the carer RAP for any comments. For the observational review, the data extraction template was 
tested independently by two reviewers on 10% of included studies, any differences were discussed and 
the data extraction template was clarified, and the remaining data extraction was carried out by one 
reviewer with a random sample of 10% checked by another.

Quality appraisal of qualitative studies used the CASP Qualitative Studies checklist.38 The QA of 
observational studies used an adapted version of the Newcastle–Ottawa Scale (NOS) for cohort and 
case-control studies,39 modified to encompass cross-sectional studies based on an adjusted NOS scale.40 
QA was carried out independently by two reviewers on 10% of the studies. Over 90% agreement was 
achieved, and subsequent studies were quality assessed by one reviewer.
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Synthesis of findings from the qualitative, observational and intervention reviews
The starting point for the synthesis was the thematic framework template developed from the 
qualitative review in collaboration with carer RAP members (see Box 1 for overarching themes 
and Bayliss et al.18 for the full thematic framework). Findings from the observational review 
were synthesised thematically into subthemes using Box scores21 and mapped onto the relevant 
overarching themes within the qualitative framework template. Materials were sent to RAP 
members, discussed between researchers and RAP members in an online meeting, and amended 
to improve the clarity and meaningfulness of presentation to carers (see Shield et al.19 for the 
observational results). The same process was then repeated for the intervention review (see Analysis 
and Appendices 2 and 3).

Next, findings within subthemes from all three reviews were combined into one document, which 
indicated (1) which findings were from the quantitative reviews and which were from the qualitative 
review, (2) where there was a direct match between the qualitative subthemes and quantitative 
subthemes and (3) where there was no evidence of a relationship from the quantitative findings (see 
Appendix 4). This draft document was sent to the RAP and discussed in a further meeting for feedback. 
Members were asked to consider the following:

•	 How clear is the information presented?
•	 Do these themes/subthemes make sense? Are they logical? Do they reflect reality?
•	 Do the themes/subthemes need to be changed in any way?

The document was considered a useful way of summarising all the findings, but again there were 
some suggested changes to make it clearer and more meaningful to carers. See Appendix 4 for the 
final presentation.

Finally, findings from the individual reviews and combined syntheses were presented to additional carers 
and practitioners, commissioners and policy-makers for their assessment of the validity, importance and 
relevance of findings to their respective stakeholder groups.

Results

Figure 1 shows the PRISMA diagram for the whole project. Three studies were mixed methods and 
appear in more than one review. Appendix 4 presents the combined evidence from the qualitative (n = 33 
studies), observational (n = 63 studies) and intervention reviews (n = 13 studies) under the main themes 
of patient condition, impact of caring responsibilities, relationships, finances, carer internal processes, 
support and contextual factors. Statistically significant observation and intervention review findings 
were grouped together as ‘quantitative’ findings in the subthemes under each main theme. However, 
unique contributions of intervention findings can be identified in the ‘Strategies to support mental 
health’ column in Appendix 4 (specifically, the items in blue text). See Shield et al.19 and Bayliss et al.18 
for further details on findings from the observational and qualitative reviews, respectively. The order of 
themes does not imply order of importance; themes are presented in the same order across all syntheses 
for consistency.

Patient condition
Patient condition was the theme investigated by the largest number of observational studies: 31 studies 
reporting on 95 bivariate investigations into relationships between patient condition factors and mental 
health. A further six studies reported multivariate analyses only, which confirmed findings from bivariate 
investigations. Five intervention studies also considered factors within this theme, the second most 
investigated within intervention research. Within qualitative research, carers mentioned issues related 
to this theme as important to their mental health in 19 out of 33 studies.
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Within the theme, the quantitative research appeared mainly to focus on factors relating to patient 
information recorded in clinical records (e.g. diagnosis, treatment) or measured and monitored in clinical 
practice (e.g. QoL, functional status, symptoms). The quantitative evidence was most consistent in 
linking severity of patients’ psychological symptoms to worse carer health, and patient QoL to better 
carer health, whereas evidence for physical and functional decline was more mixed. The qualitative carer 
narratives confirmed the importance of patient condition to carer mental health, but seemed to reflect 
more the emotional connotations of the physical and cognitive decline or expected decline in the person 
cared for.

Impact of caring responsibilities
This theme received modest consideration by observational research: 14 studies and 34 bivariate 
investigations. A further three studies reported multivariate analyses only, confirming themes from the 
bivariate analyses. Only three intervention studies considered this theme. Within qualitative research, 
carers mentioned issues related to this theme as important to their mental health in 18 studies.

A considerable amount of qualitative evidence contributed to this theme. Carers considered how their 
mental health was affected by caregiving workload, conflicting or added responsibilities; the exhaustion, 
physical impact felt and crises experienced; the lack of rest, time for self-care and respite, and the impact 
of employment. Carers also highlighted the effects of isolation, loneliness and the inability to socialise. 
The observational evidence complemented the qualitative findings, showing consistent relationships 
between carers’ mental health and lifestyle adjustments (e.g. negative life changes) or demands of 
caregiving (e.g. difficulty of tasks, time spent on caregiving). Similarly, standard measures of carer burden 
were consistently related to mental health (covered under the heading relating to ‘Workload/physical 
burden/carer workload’ and that relating to the impact of ‘Caring for patient’ in Appendix 4). Intervention 
findings were few and mixed, showing negative, positive or no impact of carer burden.

Relationships
Relationships received little consideration in observational research: eight studies and 16 bivariate 
investigations. A further two studies reported only multivariate analyses, which confirmed themes from 
the bivariate analyses. Only one intervention study considered relationships. Within qualitative research, 
carers mentioned issues related to this theme as important to their mental health in 13 studies.

In qualitative studies carers highlighted the impacts of relationship changes, strains or conflicts caused 
by the patient’s illness or by caregiving. This included the patient sometimes not going along with 
treatment (‘non-compliance’), which could cause distress if the carer feels the patient is not doing 
as well as they possibly could do and they feel unable to influence this. Quantitative research, both 
observational and intervention, seemed to be more focused on the general quality of the patient–carer 
relationship and communication. What little evidence there is suggests that higher quality was related 
to better carer mental health. Wider family relationships were not highlighted in the qualitative research 
and considered only in observational studies. These indicate that families’ ability to cope with stressors, 
cohesion, supportiveness or levels of conflict were related to mental health.

Finances
This received the least consideration in quantitative research: only six observational studies through 
eight bivariate investigations, and no intervention studies. Within qualitative research, carers mentioned 
issues related to this theme as important to their mental health in 14 studies.

Overall, finances have received less consideration than other themes. However, the impact of costs, 
concerns about finances, access to benefits and impact on work appear to have been emphasised more 
in the qualitative literature by carers themselves than in the quantitative research. Still, observational 
study findings indicate a relationship between finances and carer mental health when sufficiency or 
insufficiency of resources are considered, as opposed to the level of income per se, and also highlight 
impact on work as a factor.



210

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

Synthesis of combined findings

Carer internal processes
This received modest investigation by observational research: 13 studies and 36 bivariate investigations. 
Furthermore, four multivariate analysis-only studies found associations for preparedness, but mixed 
results for coping, which corresponds with bivariate analysis findings. This theme, however, received the 
largest focus by intervention research, with 11 out of 13 studies including a factor within this theme. 
Carers mentioned issues related to this theme as important to their mental health in 22 qualitative 
studies (15 studies noted factors detrimental to mental health and 13 noted strategies to improve it).

In the qualitative literature, carers highlighted how a loss of self-determination and autonomy and a lack 
of control affected their mental health, as well as a lack of experience of acting as a carer. Lack of control 
included uncertainty about future events and progression. The impact of transitions, and coming to 
terms with these, also featured strongly in carers’ narratives. The above seems to highlight the dynamic 
and uncertain nature of caregiving from carers’ perspectives.

Carers also stressed ways of coping as important, which moves us on to potential strategies to support 
mental health. Having time for respite, and using strategies to enable such time, was seen as positive 
for mental health. Carers also mentioned the use of positive self-talk for coming to terms with the 
situation and retaining positivity, and of spirituality for acceptance and lessening of isolation. They also 
highlighted the suppression of their own emotions and needs, which may be detrimental longer term but 
can be seen as a rational strategy for managing day-to-day caregiving from a carer’s perspective.

Observational study findings on coping strategies were very mixed. There were some indications in 
this literature that lack of acceptance, avoidance or substance abuse are related to worse carer mental 
health, whereas being optimistic and having time for oneself are positive. Intervention research 
indicated that a decrease in avoidant coping and an increase of healthy behaviours were associated 
with improved mental health. However, overall there was little clarity within this literature, and, to make 
progress, quantitative research may need more conceptual clarity in terms of how coping strategies 
are defined and are expected to work, and better methods for studying them (e.g. moving from generic 
coping measures of hypothetical scenarios to more investigation into real-life situations).

Quantitative research, in particular interventions, focused considerably on self-efficacy, mastery and 
preparedness. Carers themselves appeared generally to emphasise this less, although they mentioned 
a lack of carer experience, autonomy and control as factors. Observational studies indicated that 
self-efficacy and preparedness overall were associated with better mental health. Intervention studies 
also indicated that improved self-efficacy, confidence, mastery, autonomy, control and communication 
related to improved carer mental health, but showed no such relationships for preparedness or sense 
of competence.

Support
This was the second largest category for observational research, considered by 18 studies, with 42 
bivariate investigations and one multivariate study confirming that good support was related to better 
mental health. Support was considered in only one intervention study. However, carers were most likely 
to mention issues related to this theme as important to their mental health: it was mentioned in 29 out 
of 33 qualitative studies (22 studies noted factors detrimental to mental health and 23 noted strategies 
to improve it).

Carers highlighted features of the formal care system as having a negative impact on their mental 
health, such as shortfalls in the availability and quality of care; disjointed care; and a lack of information, 
practitioner skill and adequate pain management. They also noted features of interaction with 
practitioners, such as a lack of empathy, poor communication, not listening to wishes of patients and 
carers, not recognising carers’ expertise and lack of collaboration. Some also experienced cultural 
barriers related to language. In terms of strategies to support mental health, carers highlighted the 
importance of formal support and access to information. Observational study findings within this theme 
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showed little consistency of focus and clarity. However, unmet needs in general were associated with 
worse mental health, and carer satisfaction with available support was associated with better health 
(conversely, the one intervention study found no relationship regarding satisfaction). Observational 
studies of communication showed little relationship with mental health, but focused on components 
within the communication (e.g. dialogue pace), not its perceived quality, accessibility or adequacy. 
Accessible information was positively related to good mental health in one study. Findings regarding 
receipt of services per se were mixed and difficult to interpret without further information on what was 
provided, its perceived usefulness and how well it matched with carers’ needs.

Regarding informal support, qualitative studies found a lack of informal support to be detrimental. 
Conversely, strategies to support mental health included support from friends and family and a sense 
of community and shared responsibility. Support and information from others in the same situation was 
also important. Some observational studies found informal support to be positively related to mental 
health whereas others showed no relationship, but again it would be important to ascertain what 
support was provided, its usefulness and how well it matched with the carer’s needs.

Contextual factors
Contextual factors were considered in observational research only, in which they represented the third 
largest body of evidence: 16 studies with 104 bivariate investigations, and a further seven studies with 
multivariate analysis only that mainly confirmed bivariate results.

Older carer age generally seemed to be associated with better carer mental health, and being female 
with worse mental health. The remaining findings consisted of the occasional significant relationship set 
against a much larger set of non-significant relationships for the same factors. Therefore, it is difficult 
to draw further conclusions from this research at present. A notable gap in the literature is the limited 
research on caregiving experiences and outcomes relating to differences in ethnicity, race or culture.

Discussion

Summary
In general, the findings of the qualitative, observational and intervention literature fell within the same 
themes and arrived at similar or complementary results, adding validity to the findings overall.

Patient condition was the most researched theme, possibly owing to the availability of clinical data, 
but also indicating how important patients’ well-being is to carers’ mental health, in particular patients’ 
psychological symptoms and QoL. However, we must not assume that by simply focusing on improving 
patient well-being, carers’ mental health will also be fully addressed. Rather, it is important to ensure 
that the patients’ basic well-being is covered, so that carers do not have to expend added energy 
and frustration on getting adequate formal support to meet patients’ clinical needs. We need to be 
aware that patients’ psychological symptoms may be particularly distressing to carers and may require 
particular focus to address both these symptoms and carers coming to terms with these symptoms. 
Finally, within EOL care elements of patients’ decline is natural and inevitable, but carers may need 
emotional support to cope with distress related to this.

The impact of caring responsibilities emerged as an important theme for carers themselves and was 
the focus of a fair amount of observational research. The evidence seems quite consistent that the life 
changes and increased workload associated with caregiving were related to worse carer mental health. 
General measures of carer burden also showed consistent relationships with mental health. However, 
to help identify where to focus interventions, it is important to consider further what is measured 
within different carer burden measures to clarify which factors here are the likely predictors of carers’ 
mental health (and whether they are likely precursors to mental health, rather than being influenced 
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by mental health themselves). Potential interventions or remedies within this theme are wide ranging, 
including changes to employment law, help with negotiating change, support with care tasks, and 
respite to prevent exhaustion and to promote self-care.

Relationship with the patient seems to be important to carer mental health but is under-researched and 
merits further study. In terms of implications for supporting carers, it is important to be aware of the 
role relationships may play and potentially of how to facilitate open and constructive communication 
during adjustment to terminal illness. This includes situations in which the patient does not understand 
the impacts of the carer’s responsibilities for caring, and, for example, may resist carers bringing in 
added help. Dyadic interventions may be of particularly high value in addressing factors that can be 
exacerbated or eased by relationship dynamics, compared with interventions focused on carers only. 
Particularly ‘dysfunctional’ relationships or families may still require more specialist help.

Finances was the least researched theme, but appears important to carer mental health and clearly 
warrants further research. However, the potential sensitivity of this topic to families and its likely 
political implications may be elements limiting research so far, and would need to be considered and 
tackled for future studies. In terms of current implications for practice, findings highlight the importance 
of ensuring that carers are able to access the benefits that they are entitled to and are aware of any 
entitlements for flexible working and carer leave under their terms and conditions of employment. This 
often requires that carers recognise themselves as ‘carers’, and they may sometimes also require support 
to come to terms with this label. Future initiatives at policy level to support carers should consider 
employment law and benefits provision.

Internal carer processes formed the main focus for intervention research, but also received substantial 
attention within qualitative and observational research. Quantitative findings relating to coping 
strategies were very mixed, which may reflect several issues: a failure to meaningfully measure 
strategies, the fluidity and changeability of such strategies, difficulty of establishing direction of 
causality between strategies and health, and that a ‘maladaptive’ strategy may ‘do the job’ of getting 
the carer through the situation at a given time. Quantitative research here needs more conceptual 
clarity and better methods to progress our understanding of coping strategies. In addition, quantitative 
research, in particular interventions, focused considerably on self-efficacy, mastery and preparedness. 
Both observational and intervention studies indicate that improved self-efficacy is beneficial, whereas 
results for preparedness and related concepts, such as mastery or competence, were mixed. Although 
promising, contradictions in findings again highlight that we need a better understanding of these 
constructs, and how best to improve and measure them, to progress further.

There appeared to be a discrepancy in emphasis placed on self-efficacy, mastery and preparedness 
between observational/intervention research and carers themselves. Carers mentioned lack of 
caregiving experience, but seemed more likely to emphasise loss of self-determination, autonomy 
and control, which may instead reflect the impact of the caregiving situation on them. Researchers 
may focus on self-efficacy, mastery and preparedness because they see them as more amenable to 
intervention than other factors. However, this focus may also reflect a general ‘self-management’ 
perspective in health and social care delivery. Interventions to boost self-management-related factors 
may indeed improve carer mental health if sensitively designed and delivered. However, such initiatives 
could also add burden by placing added responsibility and onus on carers and detracting from factors 
that carers themselves see as important in preserving their mental health. In strategies to support 
mental health, carers themselves focused more on allowing for respite and emotional acceptance, 
which are compatible with a ‘self-management’ perspective but give more emphasis to respite and 
interventions to enable acceptance than the more ‘active’ self-management often championed. 
Although interventions to foster self-efficacy show considerable promise in improving carer mental 
health, it is therefore important to ascertain carers’ own perspective on such interventions and 
incorporate elements that work for them.
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Support, and the quality of support provided, appeared to be important to carer health. Aspects of 
formal support formed a large part of carers’ narratives in qualitative studies. The relationship between 
formal support and carer mental health was also considered by a substantial number of observational 
studies, but notably was nearly absent from intervention research, although interventions to improve 
aspects of formal support should be possible. However, for all its investigations, observational 
research appeared to fail to measure the features of formal support that were important to carers (e.g. 
co-ordination of care, sufficiency of information, empathy), and there should be greater future research 
emphasis on features of service provision likely to affect carer mental health. Informal support received 
less attention from both carers and quantitative research, but still appears important for carer mental 
health. The findings from the qualitative research can provide good pointers for improvements in service 
delivery that matter to carers and, similarly, important elements to foster within social networks. When 
carers have limited networks of family and friends, it would be important to consider alternative social 
network options, such as bringing in peer support.

Contextual factors were considered only in observational research. Findings indicate that younger 
carers and females are more likely to report adverse mental health outcomes. However, results were too 
mixed and lacking in significant findings to provide helpful guidance. It is important for future research 
to investigate why younger carers and females may be vulnerable, to guide interventions. Research also 
needs clearer rationales for choosing other contextual factors for investigation. Service providers need 
to be aware that younger carers and females may be more at risk of mental health impacts, despite a 
common assumption that women may be more ‘naturally suited’ to the carer role than men.

Comparison with previous and recent literature
The present review identified similar themes to previous quantitative and qualitative reviews of the 
carer literature in the period 1998–2008,16,41 again validating our findings. However, our review also 
added quantitative findings on relationships, finances and formal support to the earlier reviews.18,19 
Findings from more recent literature (2020–21) also fit within our present themes; in terms of patient 
condition, worse carer mental health was associated with severity of patient symptoms, particularly 
psychological,42–44 and worse patient functioning.43,44 Comorbidities, duration of illness and frequency of 
hospital admissions may also matter.43 Regarding the impact of caring responsibilities, more caregiving 
hours and less relaxation44 and greater carer burden43 also related to worse mental health. More active 
coping45 and less negative religious coping46 were associated with better health, and being female was 
associated with worse health.44 Formal care support also appeared to matter.44

What each method contributes
The qualitative literature is invaluable in providing carers’ inside perspective, including their 
understanding of what improves or worsens their mental health and solutions that would help. 
Interventions and support initiatives that are out of touch with carers’ own realities are unlikely to be 
effective. The qualitative research was therefore used to provide the framework of themes for the 
overall synthesis. Limitations of this literature include that it is difficult for carers to consider the carer 
population as a whole and patterns within it. For instance, individuals will be able to see that a factor 
(e.g. patient depression) made them depressed, but cannot easily know if other carers experienced 
the same factor without becoming depressed because other factors protected them from depression 
(e.g. supportive social networks). Understanding the carer population as a whole and the mechanisms 
through which impact is mediated requires a group perspective in addition to an individual perspective. 
Furthermore, although qualitative studies provided information on carers’ own solutions, identification 
of solutions was normally not the focus of this qualitative literature. Therefore, the qualitative studies 
may provide an incomplete, rather than a comprehensive, picture of carers’ own solutions.

The observational literature can statistically test for significant relationships between factors and carer 
mental health at a group level, and can both confirm individual perspectives and uncover additional 
patterns less obvious to individuals. As it often has larger samples and does not seek to manipulate 
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associated factors, in contrast to interventions, it can more easily encompass a broader range of 
variables and allows for a wider investigation of factors. However, this may also be a weakness, as 
current literature sometimes gives the impression that factors are included because measures are 
easily available and easy to add (e.g. some patient condition, formal support and context variables in 
particular), but without further consideration as to why they should have an impact on carer mental 
health. A parallel issue is that this literature may converge on similar factors because researchers want 
studies to be comparable, which can be commendable in progressing the field. However, if they are not 
the most important factors, just the most commonly measured and easily accessible, this may mainly 
add ‘noise’ and potentially lead to confounding bias. Finally, this observational literature may tell us little 
about causality, particularly as it constitutes predominantly cross-sectional, rather than longitudinal, 
research and it gives us little direct information on what solutions or interventions may help.

Intervention studies are designed to help establish causality and could therefore be a crucial addition 
to our understanding of factors affecting carer mental health. However, a few issues limited their 
usefulness for our review. First, these studies naturally limited themselves to factors that can feasibly 
be manipulated in a trial (and whose equipoise ideally can be maintained), but this does not mean 
that other factors are not important. For instance, no intervention studies in this review considered 
finance. General improvement in carers’ financial situation would require larger system changes, 
and manipulating finances for individuals would be beyond the remit of intervention research. 
Similar considerations would also apply to many factors under the main theme of impact of caring 
responsibilities. Contextual factors, including carer age and sex, would not be possible to manipulate 
experimentally. There is less of a rationale for not including factors associated with formal support 
delivery within intervention research, but trials of service models or components can be complex 
because they sit within larger health-care systems (and when service models have been tested, their 
focus is less likely to be on carer mental health). Second, interventions that involved modifiable factors 
may still not have been successful in changing the factor sufficiently to demonstrate an impact on 
outcome, even if the factor itself genuinely affects mental health. A lack of change in mental health 
may not be due to the factor, but to an ineffective intervention. Finally, when factors were found to 
be associated with carer mental health, the aim was not normally to investigate the factors’ causal 
relationship with mental health. Therefore, owing to intervention study design or analysis this literature 
provided little added information on causality, and only indicated association, similar to what could be 
gained from observational cross-sectional research. Nevertheless, the combination of the three types of 
literature provided insights into factors associated with carers’ mental health and the state of the field 
that we could not have gained by viewing one strand on its own.

Strengths and limitations of the project
A considerable strength of the project was the comprehensiveness of a robust synthesis approach, 
combining reviews of qualitative, observational and intervention literature. This enabled us to gain a full 
overview of current knowledge, benefit from strengths of each approach and gain reassurance regarding 
validity of findings from triangulation. Using the qualitative review to provide a framework for the other 
reviews helped to provide an overall structure and, importantly, ensured that this structure was rooted 
in carers’ own considerations.

Another major strength of the project was its stakeholder engagement and consultation. We worked 
with a carer RAP throughout and conducted wider stakeholder consultation at the end of the project 
with additional carers, patients, practitioners, commissioners and policy-makers (this work will be 
reported elsewhere). Considerable time and resources were spent on involving these audiences and 
maintaining meaningful engagement during the COVID-19 pandemic. This was actively used as a 
means of assessing and ensuring the validity, importance and relevance of findings to key stakeholders. 
Furthermore, learning how to adapt communication of findings so they were meaningful to these 
audiences was crucial, to help ensure that findings would reach those who may be able to utilise them to 
influence change and improve the daily lives of carers.
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The review was limited to studies in OECD countries, publications in English or Scandinavian languages 
and studies on adult carers of adult patients. Therefore, findings may be less relevant outside these 
contexts. Furthermore, we only considered mental health during caregiving but there is additional 
important work required to ensure that carers are supported after the patient’s death. The search was 
also limited to the time period 2009–19, but comparison with overview reviews of the carer literature in 
the period 1998–200816,41 indicates that carer issues remain quite consistent over time.

A challenge for the synthesis was the ‘sprawling’ nature of the literature regarding study focus and 
objectives, methods, variables and measures, which was greater than expected. However, this is a 
finding in its own right, and highlights the need for a clearer focus and direction of enquiry to make 
meaningful progress in this field.

Implications for research
The combination of the three types of literature enabled us to identify contradictions, weaknesses and 
gaps in the field overall. Consequently, this project provides several implications for future research:

•	 There needs to be more research on finance and relationships and their impact on carer mental health.
•	 There are gaps in our knowledge of how carer experience is affected by ethnicity, race and culture.
•	 Observational research needs to ensure that it focuses on factors that are important to carers (e.g. 

more meaningful formal support delivery variables) and variables that can illuminate what affects 
carers’ mental health, rather than what can be easily measured.

•	 Intervention studies should consider more investigation into formal support delivery components 
that matter to carers and focus on ‘self-management’ interventions that work for carers.

•	 Intervention research needs to employ designs and analysis that utilise its full power to investigate 
causal relationships between factors and carer mental health.

•	 Both observational and intervention research would benefit from more use of longitudinal design 
with repeated measures and path analysis, and from clearer conceptualisation of key variables, for 
example carer burden, coping strategies and mastery.

•	 There should be consideration of when dyadic interventions or carer-only interventions may be 
most effective.

•	 Many factors important to carer mental health (e.g. finance, life impact factors, context) are not 
feasible to study using RCTs, and more use of quasi-experimental design may be considered.

•	 This research field as a whole would benefit from greater use of conceptual frameworks and theories 
to guide further research enquiry and ensure more coherence and, possibly, agreement on core sets 
of factors that should be included in observational and intervention study measurement.

Implications for practice
The factors likely to affect carers’ mental health during EOL caregiving cover a wide spectrum, including 
the patient’s condition, the impact of caregiving on carers’ everyday lives, the sufficiency of their 
finances, the quality of their relationships, their internal psychological processes, the formal and informal 
support provided, and demographic context variables. This means that the solutions for sustaining or 
improving carers’ mental health also need to be multipronged, and that different stakeholders are likely 
to be able to influence different factors. Some factors are amenable to change, whereas others may 
serve as ‘red flags’ that a carer’s mental health may be adversely affected and he/she may require closer 
monitoring to identify added need for support. Many factors are likely to be interlinked, for example 
relationships, informal support and impact of caring responsibilities on carers’ lives, and we need to be 
aware of such potential cross-factor influences.

The synthesis indicates that the following are important in supporting carers:

•	 Maintaining patient well-being, and monitoring and responding to the impact on carers of patients’ 
psychological symptoms and general decline.

•	 Improving employment terms and conditions for carers and providing help with negotiating 
transitions and support with care tasks and respite to prevent exhaustion and promote self-care.



216

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

Synthesis of combined findings

•	 Bolstering the relationship between patient and carer and within the wider family, and facilitating 
open and constructive communication.

•	 Ensuring carer access to benefits and awareness of entitlements to flexible working and carer leave 
(which may include helping carers to recognise themselves as ‘carers’).

•	 Improving benefits and employment conditions for carers longer term.
•	 Improving carers’ sense of self-efficacy in their carer role, enabling carers to take breaks and help 

maintain a positive outlook and acceptance.
•	 Improving formal service delivery, to ensure it is, for example, co-ordinated, responsive, listening and 

provides good information and communication.
•	 Assessing carers’ social networks and providing peer support.
•	 Being aware of and supporting carer groups at risk of worsening mental health, such as younger or 

female carers.

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 HSDR peer reviewed publications.18,19 The project has been presented at the European 
Association for Palliative Care Congress 2021.47 In response to stakeholder recommendations, 
project findings are being disseminated via posters and leaflets, podcasts, webinars and the project 
website. Awareness of the findings will be raised via Twitter (Twitter, Inc., San Francisco, CA, USA) and 
through stakeholder networks of NIHR Applied Research Collaboration (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- (accessed 
14 November 2022).

Conclusions

This is, to our knowledge, the first review project to attempt a comprehensive synthesis of factors 
affecting carers’ mental health. It has benefitted substantially from ongoing input and sense checking 
by a carer RAP. The project also highlights the value of combining and learning from different 
methodological approaches within the literature. The consistency of factors identified adds validity to 
findings, but discrepancies also help inform future research, for instance in highlighting how quantitative 
research may miss important carer considerations emerging from qualitative literature. The project 
identified a broad span of potential factors affecting carer mental health, indicating the need for 
multipronged strategies to improve health. These need to encompass factors relating to the patient 
condition, the impact of caring responsibilities, relationships, finances, internal processes, support and 
contextual factors.

More research is required into finances, relationships and carer experiences relating to ethnicity, race 
and culture. It is important that research focuses on what is relevant and meaningful to carers, rather 
than what is easy to measure. The field would benefit from clearer conceptualisation of key variables, 
and greater use of conceptual frameworks and theory to guide enquiry. Quantitative research would 
benefit from more use of longitudinal research with repeated measurement and path analysis to 
move beyond mere association and to better understand whether and how factors influence carer 
mental health.

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


DOI: 10.3310/EKVL3541� Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2022 Grande et al. This work was produced by Grande 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.

217

Acknowledgements

We thank Gavin Daker-White for additional support with the qualitative evidence synthesis. We are 
also grateful to the carer RAP members who provided critical reflections throughout the project 

on the interpretation and presentation of the review findings. We thank Nigel Hawtin for the project 
graphics and information design. Finally, we thank NIHR ARC Greater Manchester for its support with 
the project website and facilitation of access to stakeholder networks.

Contributions of authors

Gunn Grande (https://orcid.org/0000-0003-2200-1680) (Principal Investigator), Christine Rowland 
(https://orcid.org/0000-0001-8628-4638) (Co-applicant, Research Fellow), Jackie Flynn (Co-applicant, 
PPI representative), Penny Bee (https://orcid.org/0000-0002-5600-0400) (Co-applicant), Maria 
Panagioti (https://orcid.org/0000-0002-7153-5745), Morag Farquhar (https://orcid.org/0000-
0001-7991-7679) (Co-applicant) and Alison Wearden (https://orcid.org/0000-0001-6074-6275) 
(Co-applicant) developed the project protocol. Tracey Shield (https://orcid.org/0000-0002-6747-613X) 
(Research Fellow) and Kerin Bayliss (https://orcid.org/0000-0002-9047-2516) (Research Associate) 
designed the search strategy with support from Gunn Grande, Christine Rowland, Jackie Flynn, Penny 
Bee, Alexander Hodkinson (https://orcid.org/0000-0003-2063-0977) (Statistician), Maria Panagioti 
(Co-applicant), Morag Farquhar and Alison Wearden. Tracey Shield and Kerin Bayliss searched and 
selected the literature with support from Gunn Grande. Kerin Bayliss analysed the qualitative review 
data with input from Alison Wearden, Gunn Grande and Tracey Shield. Tracey Shield and Gunn Grande 
analysed the observational review data and the intervention review data, with input for the quality 
assessment of the intervention review data from Danielle Harris (https://orcid.org/0000-0002-3330-
7346) (Research Assistant). Alexander Hodkinson and Maria Panagioti supported the quantitative 
analyses. Tracey Shield conducted the synthesis of combined findings from the three reviews with input 
from Alison Wearden and the carer RAP. Gunn Grande drafted the manuscript. All authors had access 
to all study data, discussed the interpretation of findings, provided critical revision of the manuscript for 
important intellectual content 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.

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-, accessed 14 November 2022). 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.

https://orcid.org/0000-0003-2200-1680
https://orcid.org/0000-0001-8628-4638
https://orcid.org/0000-0002-5600-0400
https://orcid.org/0000-0002-7153-5745
https://orcid.org/0000-0001-7991-7679
https://orcid.org/0000-0001-7991-7679
https://orcid.org/0000-0001-6074-6275
https://orcid.org/0000-0002-6747-613X
https://orcid.org/0000-0002-9047-2516
https://orcid.org/0000-0003-2063-0977
https://orcid.org/0000-0002-3330-7346
https://orcid.org/0000-0002-3330-7346
https://www.arc-gm.nihr.ac.uk/carer-project-
https://www.arc-gm.nihr.ac.uk/carer-project-


218

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

Acknowledgements

Funding

This project was funded by the National Institute for Health and Care Research (NIHR) Health and Social 
Care Delivery Research programme and will be published in Health and Social Care Delivery Research. See 
the NIHR Journals Library website for further project information.

Article history

The research reported in this article was funded by the HSDR programme under project number 
18/01/01. The contractual start date was in July 2019. This article began editorial review in November 
2021 and was accepted for publication in June 2022. The authors have been wholly responsible for 
all data collection, analysis and interpretation, and for writing up their work. The HSDR editors and 
production house have tried to ensure the accuracy of the authors’ article and would like to thank 
the reviewers for their constructive comments on this article document. However, they do not accept 
liability for damages or losses arising from material published in this article.

Disclaimer

This report presents independent research funded by the National Institute for Health and Care 
Research (NIHR). The views and opinions expressed by authors in this publication are those of the 
authors and do not necessarily reflect those of the NHS, the NIHR, the HSDR programme or the 
Department of Health and Social Care. If there are verbatim quotations included in this publication the 
views and opinions expressed by the interviewees are those of the interviewees and do not necessarily 
reflect those of the authors, those of the NHS, the NIHR, the HSDR programme or the Department of 
Health and Social Care.



DOI: 10.3310/EKVL3541� Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2022 Grande et al. This work was produced by Grande 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.

219

References
1.	 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;31:346–55. https://doi.
org/10.1177/0269216317690479

2.	 Gomes B, Higginson IJ. Factors influencing death at home in terminally ill patients with cancer: 
systematic review. BMJ 2006;332:515–21. https://doi.org/10.1136/bmj.38740.614954.55

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

4.	 Hunt KJ, Shlomo N, Addington-Hall J. End-of-life care and achieving preferences for place of 
death in England: results of a population-based survey using the VOICES-SF questionnaire. 
Palliat Med 2014;28:412–21. https://doi.org/10.1177/0269216313512012

5.	 Buckner L, Yeandle S. Valuing Carers 2015 – The Rising Value of Carers’ Support. 2015. URL: www.
carersuk.org/for-professionals/policy/policy-library/valuing-carers-2015 (accessed 2 May 
2022).

6.	 Office for National Statistics. National Population Projections: 2012-based Statistical Bulletin. 
2013. URL: www.ons.gov.uk/ons/rel/npp/national-population-projections/2012-based-projec-
tions/stb-2012-based-npp-principal-and-key-variants.html (accessed 2 May 2022).

7.	 O’Donnell SB, Bone AE, Finucane AM, McAleese J, Higginson IJ, Barclay S, et al. Changes 
in mortality patterns and place of death during the COVID-19 pandemic: A descriptive 
analysis of mortality data across four nations. Palliat Med 2021;35:1975–84. https://doi.
org/10.1177/02692163211040981

8.	 Grande G, Rowland C, 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;32:1605–14. https://doi.org/10.1177/0269216318793286

9.	 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. CMAJ 
2004;170:1795–801. https://doi.org/10.1503/cmaj.1031205

10.	 Grov EK, Dahl AA, Moum T, Fosså SD. Anxiety, depression, and quality of life in caregivers 
of patients with cancer in late palliative phase. Ann Oncol 2005;16:1185–91. https://doi.
org/10.1093/annonc/mdi210

11.	 Götze H, Brähler E, Gansera L, Polze N, Köhler N. Psychological distress and quality of life 
of palliative cancer patients and their caring relatives during home care. Support Care Cancer 
2014;22:2775–82. https://doi.org/10.1007/s00520-014-2257-5

12.	 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;24:1975–82. https://doi.org/10.1007/s00520-015-2987-z

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. Hosp J 2001;15:1–18. https://doi.
org/10.1080/0742-969x.2000.11882959

14.	 Braun M, Mikulincer M, Rydall A, Walsh A, Rodin G. Hidden morbidity in cancer: spouse caregiv-
ers. J Clin Oncol 2007;25:4829–34. https://doi.org/10.1200/JCO.2006.10.0909

https://doi.org/10.1177/0269216317690479
https://doi.org/10.1177/0269216317690479
https://doi.org/10.1136/bmj.38740.614954.55
https://doi.org/10.1177/0269216313512012
https://www.carersuk.org/for-professionals/policy/policy-library/valuing-carers-2015
https://www.carersuk.org/for-professionals/policy/policy-library/valuing-carers-2015
https://www.ons.gov.uk/ons/rel/npp/national-population-projections/2012-based-projections/stb-2012-based-npp-principal-and-key-variants.html
https://www.ons.gov.uk/ons/rel/npp/national-population-projections/2012-based-projections/stb-2012-based-npp-principal-and-key-variants.html
https://doi.org/10.1177/02692163211040981
https://doi.org/10.1177/02692163211040981
https://doi.org/10.1177/0269216318793286
https://doi.org/10.1503/cmaj.1031205
https://doi.org/10.1093/annonc/mdi210
https://doi.org/10.1093/annonc/mdi210
https://doi.org/10.1007/s00520-014-2257-5
https://doi.org/10.1007/s00520-015-2987-z
https://doi.org/10.1080/0742-969x.2000.11882959
https://doi.org/10.1080/0742-969x.2000.11882959
https://doi.org/10.1200/JCO.2006.10.0909


220

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

References

15.	 Chan D, Livingston G, Jones L, Sampson EL. Grief reactions in dementia carers: a systematic 
review. Int J Geriatr Psychiatry 2013;28:1–17. https://doi.org/10.1002/gps.3795

16.	 Stajduhar K, Funk L, Toye C, Grande G, Aoun S, Todd C. Part 1: Home-based family caregiving at 
the end of life: a comprehensive review of published quantitative research (1998–2008). Palliat 
Med 2010;24:573–93. https://doi.org/10.1177/0269216310371412

17.	 Tsai W-I, Prigerson HG, Li C-Y, Chou W-C, Kuo S-C, Tang ST. Longitudinal changes 
and predictors of prolonged grief for bereaved family caregivers over the first 2 years 
after the terminally ill cancer patient’s death. Palliat Med 2016;30:495–503 https://doi.
org/10.1177/0269216315603261

18.	 Bayliss K, Shield T, Wearden A, Flynn J, Rowland K, Bee P, Farquhar M, Harris D, Hodkinson A, 
Panagioti M, Grande G. Understanding what affects psychological morbidity in informal carers 
of patients at the end-of-life (EOL): a qualitative evidence synthesis (submitted to NIHR HSDR; 
in review).

19.	 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 morbid-
ity during end of life caregiving? A systematic review and thematic synthesis of observational 
studies (report submitted to NIHR HSDR; in review).

20.	 Critical Appraisal Skills Programme (CASP). CASP Randomised Controlled Trial Checklist 2020. 
URL: https://casp-uk.b-cdn.net/wp-content/uploads/2020/10/CASP_RCT_Checklist_PDF_
Fillable_Form.pdf (accessed 2 May 2022).

21.	 Green BF, Hall JA. Quantitative methods for literature reviews. Annu Rev Psychol 1984;35:37–
53. https://doi.org/10.1146/annurev.ps.35.020184.000345

22.	 Badr H, Smith CB, Goldstein NE, Gomez JE, Redd WH. Dyadic psychosocial intervention for 
advanced lung cancer patients and their family caregivers: results of a randomized pilot trial. 
Cancer 2015;121:150–8. https://doi.org/10.1002/cncr.29009

23.	 Boele FW, Hoeben W, Hilverda K, Lenting J, Calis AL, Sizoo EM, et al. Enhancing quality of life 
and mastery of informal caregivers of high-grade glioma patients: a randomized controlled trial. 
J Neurooncol 2013;111:303–11. https://doi.org/10.1007/s11060-012-1012-3

24.	 Farquhar MC, Prevost AT, McCrone P, Brafman-Price B, Bentley A, Higginson IJ, et al. Is a 
specialist breathlessness service more effective and cost-effective for patients with advanced 
cancer and their carers than standard care? Findings of a mixed-method randomised controlled 
trial. BMC Med 2014;12:194. https://doi.org/10.1186/s12916-014-0194-2

25.	 Henriksson A, Årestedt K, Benzein E, Ternestedt BM, Andershed B. Effects of a support group 
programme for patients with life-threatening illness during ongoing palliative care. Palliat Med 
2013;27:257–64. https://doi.org/10.1177/0269216312446103

26.	 Holm M, Årestedt K, Carlander I, Fürst CJ, Wengström Y, Öhlen J, Alvariza A. Short-term and 
long-term effects of a psycho-educational group intervention for family caregivers in palliative 
home care – results from a randomized control trial. Psychooncology 2016;25:795–802. https://
doi.org/10.1002/pon.4004

27.	 Hudson P, Trauer T, Kelly B, O’Connor M, Thomas K, Summers M, et al. Reducing the psycho-
logical distress of family caregivers of home-based palliative care patients: short-term effects 
from a randomised controlled trial. Psychooncology 2013;22:1987–93. https://doi.org/10.1002/
pon.3242

28.	 McDonald J, Swami N, Hannon B, Lo C, Pope A, Oza A, et al. Impact of early palliative care on 
caregivers of patients with advanced cancer: cluster randomised trial. Ann Oncol 2017;28:163–8.  
https://doi.org/10.1093/annonc/mdw438

https://doi.org/10.1002/gps.3795
https://doi.org/10.1177/0269216310371412
https://doi.org/10.1177/0269216315603261
https://doi.org/10.1177/0269216315603261
https://casp-uk.b-cdn.net/wp-content/uploads/2020/10/CASP_RCT_Checklist_PDF_Fillable_Form.pdf
https://casp-uk.b-cdn.net/wp-content/uploads/2020/10/CASP_RCT_Checklist_PDF_Fillable_Form.pdf
https://doi.org/10.1146/annurev.ps.35.020184.000345
https://doi.org/10.1002/cncr.29009
https://doi.org/10.1007/s11060-012-1012-3
https://doi.org/10.1186/s12916-014-0194-2
https://doi.org/10.1177/0269216312446103
https://doi.org/10.1002/pon.4004
https://doi.org/10.1002/pon.4004
https://doi.org/10.1002/pon.3242
https://doi.org/10.1002/pon.3242
https://doi.org/10.1093/annonc/mdw438


DOI: 10.3310/EKVL3541� Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2022 Grande et al. This work was produced by Grande 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.

221

29.	 Mosher CE, Winger JG, Hanna N, Jalal SI, Einhorn LH, Birdas TJ, et al. Randomized pilot trial 
of a telephone symptom management intervention for symptomatic lung cancer patients and 
their family caregivers. J Pain Symptom Manage 2016;52:469–82. https://doi.org/10.1016/j.
jpainsymman.2016.04.006

30.	 Nguyen HQ, Ruel N, Macias M, Borneman T, Alian M, Becher M, et al. Translation and eval-
uation of a lung cancer, palliative care intervention for community practice. J Pain Symptom 
Manage 2018;56:709–18. https://doi.org/10.1016/j.jpainsymman.2018.07.018

31.	 Northouse LL, Mood DW, Schafenacker A, Kalemkerian G, Zalupski M, LoRusso P, et al. 
Randomized clinical trial of a brief and extensive dyadic intervention for advanced cancer 
patients and their family caregivers. Psychooncology 2013;22:555–63. https://doi.org/10.1002/
pon.3036

32.	 Parker Oliver D, Demiris G, Washington K, Kruse RL, Petroski G. Hospice family caregiver 
involvement in care plan meetings: a mixed-methods randomized controlled trial. Am J Hosp 
Palliat Care 2017;34:849–59. https://doi.org/10.1177/1049909116661816

33.	 Sulmasy DP, Hughes MT, Yenokyan G, Kub J, Terry PB, Astrow AB, et al. The Trial of Ascertaining 
Individual Preferences for Loved Ones’ Role in End-of-Life Decisions (TAILORED) study: a 
randomized controlled trial to improve surrogate decision making. J Pain Symptom Manage 
2017;54:455–65. https://doi.org/10.1016/j.jpainsymman.2017.07.004

34.	 von Heymann-Horan A, Bidstrup PE, Johansen C, Rottmann N, Andersen EAW, Sjøgren P, et 
al. Dyadic coping in specialized palliative care intervention for patients with advanced cancer 
and their caregivers: Effects and mediation in a randomized controlled trial. Psychooncology 
2019;28:264–70. https://doi.org/10.1002/pon.4932

35.	 von Heymann-Horan A, Bidstrup P, Guldin MB, Sjøgren P, Andersen EAW, von der Maase H, 
et al. Effect of home-based specialised palliative care and dyadic psychological intervention on 
caregiver anxiety and depression: a randomised controlled trial. Br J Cancer 2018;119:1307–15. 
https://doi.org/10.1038/s41416-018-0193-8

36.	 Skivington K, Matthews L, Simpson SA, Craig P, Baird J, Blazeby JM, et al. A new framework 
for developing and evaluating complex interventions: update of Medical Research Council 
guidance. BMJ 2021;374:n2061. https://doi.org/10.1136/bmj.n2061

37.	 Candy B, Jones L, Drake R, Leurent B, King M. Interventions for supporting informal caregivers 
of patients in the terminal phase of a disease. Cochrane Database Syst Rev 2011;6:CD007617. 
https://doi.org/10.1002/14651858.CD007617.pub2

38.	 Critical Appraisal Skills Programme (CASP). CASP Qualitative Studies Checklist 2019. URL: https://
casp-uk.net/casp-tools-checklists/ (accessed 2 May 2022).

39.	 Wells GA, Shea B, O’Connell D, Peterson J, Welch V, Losos M, Tugwell P. The Newcastle-Ottawa 
Scale (NOS) for Assessing the Quality of Nonrandomised Studies in Meta-analyses. Ottawa Hospital 
Research Institute; 2011. URL: www.ohri.ca/programs/clinical_epidemiology/oxford.asp 
(accessed 2 May 2022).

40.	 Patra J, Bhatia M, Suraweera W, Morris SK, Patra C, Gupta PC, Jha P. Exposure to second-hand 
smoke and the risk of tuberculosis in children and adults: a systematic review and meta-analysis 
of 18 observational studies. PLoS Med 2015;12:e1001835. https://doi.org/10.1371/journal.
pmed.1001835

41.	 Funk L, Stajduhar K, Toye C, Aoun S, Grande G, Todd C. Part 2: Home-based family caregiving at 
the end of life: a comprehensive review of published qualitative research (1998–2008). Palliat 
Med 2010;24:594–607. https://doi.org/10.1177/0269216310371411

https://doi.org/10.1016/j.jpainsymman.2016.04.006
https://doi.org/10.1016/j.jpainsymman.2016.04.006
https://doi.org/10.1016/j.jpainsymman.2018.07.018
https://doi.org/10.1002/pon.3036
https://doi.org/10.1002/pon.3036
https://doi.org/10.1177/1049909116661816
https://doi.org/10.1016/j.jpainsymman.2017.07.004
https://doi.org/10.1002/pon.4932
https://doi.org/10.1038/s41416-018-0193-8
https://doi.org/10.1136/bmj.n2061
https://doi.org/10.1002/14651858.CD007617.pub2
https://casp-uk.net/casp-tools-checklists/
https://casp-uk.net/casp-tools-checklists/
https://www.ohri.ca/programs/clinical_epidemiology/oxford.asp
https://doi.org/10.1371/journal.pmed.1001835
https://doi.org/10.1371/journal.pmed.1001835
https://doi.org/10.1177/0269216310371411


222

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

References

42.	 Buck HG, Benitez B, Fradley MG, Donovan KA, McMillan SC, Reich RR, Wang HL. Examining 
the relationship between patient fatigue-related symptom clusters and carer depressive symp-
toms in advanced cancer dyads: a secondary analysis of a large hospice data set. Cancer Nurs 
2020;43:498–505. https://doi.org/10.1097/NCC.0000000000000737

43.	 Soto-Rubio A, Valero-Moreno S, Díaz JL, Andreu Y, Pérez-Marín M. COPD at the end of 
life: Predictors of the emotional distress of patients and their family caregivers. PLoS One 
2020;15:e0240821. https://doi.org/10.1371/journal.pone.0240821

44.	 Grande G, Rowland C, Cotterill S, Batistatou E, Hanratty B. Factors associated with carer 
psychological and physical health during end-of-life caregiving: an observational analysis 
of a population-based post-bereavement survey of carers of people with cancer. BMJ Open 
2021;11:e047275. https://doi.org/10.1136/bmjopen-2020-047275

45.	 Miller LM, Utz RL, Supiano K, Lund D, Caserta MS. Health profiles of spouse caregivers: 
the role of active coping and the risk for developing prolonged grief symptoms. Soc Sci Med 
2020;266:113455. https://doi.org/10.1016/j.socscimed.2020.113455

46.	 Asano R, Kellogg A, Sulmasy D, Anderson KM, Nolan MT. Religious involvement, depressive 
symptoms, and burden in caregivers of terminally ill patients. J Hosp Palliat Nurs 2021;23:271–6.  
https://doi.org/10.1097/NJH.0000000000000754

47.	 Shield T, Bayliss K, Flynn J, Wearden A, Bee P, Daker-White G, et al. Evidence Synthesis of 
Factors Affecting Family Carers’ Psychological Wellbeing. Presented at the European Association 
for Palliative Care 17th World Congress, 6–8 October 2021. URL: https://arc-gm.nihr.ac.uk/
the-carer-project-presentations (accessed November 14 2022).

48.	 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 Res 2019;1:2. https://doi.org/10.12688/
amrcopenres.12855.1

https://doi.org/10.1097/NCC.0000000000000737
https://doi.org/10.1371/journal.pone.0240821
https://doi.org/10.1136/bmjopen-2020-047275
https://doi.org/10.1016/j.socscimed.2020.113455
https://doi.org/10.1097/NJH.0000000000000754
https://arc-gm.nihr.ac.uk/the-carer-project-presentations
https://arc-gm.nihr.ac.uk/the-carer-project-presentations
https://doi.org/10.12688/amrcopenres.12855.1
https://doi.org/10.12688/amrcopenres.12855.1


DOI: 10.3310/EKVL3541� Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Copyright © 2022 Grande et al. This work was produced by Grande 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.

223

Appendix 1 Search strategy

Databases searched: MEDLINE, CINAHL Plus, PsycINFO, Social Sciences Citation Index, EMBASE, 
CENTRAL, DARE and Cochrane Qualitative Reviews.

Date range searched: 1999–2019.

Database MeSH term Notes

Caregiver

MEDLINE (Ovid Online) Caregivers •	 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

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

•	 family care giv*; family caregiv*
•	 informal caregiv*; informal care giv*
•	 family care* or informal care*
•	 Combine: (MESH term) OR (additional string 

carer terms)

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 in-
clude two additional relevant references whereas 
‘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

EMBASE (Ovid) Caregiver

Caregiver burden

Caregiver Burnout

Caregiver Strain Index

Caregiver Support

PsycINFO (Ovid Online) Caregivers

Caregiver burden

CINAHL Plus (EBSCO) Caregiver Burden

Caregiver Attitudes

Caregiver Support

Social Sciences Citation 
Index (Institute for Scientific 
Information; Clarivate Analytics)

Informal caregivers

Family caregivers

CENTRAL Caregivers

DARE (University of York Centre 
for Reviews and Dissemination)

Caregivers

Cochrane Qualitative Reviews Caregivers

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 Pallia-

tive Care Nursing
◦	 Terminal Care
◦	 Terminally Ill
◦	 Hospice Care
◦	 Hospice

•	 Search for End of Life as both keyword and 
within ti,ab.:

•	 end-of-life; end of life
•	 Combine: (All MeSH terms) OR (additional end 

of life terms)
•	 When database does not index papers under 

the specific MeSH terms above, use the most 
relevant alternative 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)
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Database MeSH term Notes

EMBASE (Ovid) Cancer palliative therapy

Palliative nursing

Palliative therapy

Terminal Care

Terminally Ill Patient

Terminal Disease

Hospice

Hospice Care

Hospice Nursing

Rationale:

•	 Incorporates search terms used by Flemming 
et al.48 and MEDLINE MeSH search terms used 
in Candy et al.37 systematic reviews

•	 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 that 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

PsycINFO (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)

Palliative Care

Palliative Care Nursing/
Hospice and Palliative Care 
Nursing

Terminal Care

Terminally Ill

Hospice Care

Hospice

CENTRAL Palliative Care

Hospice and Palliative Care 
Nursing

Terminally Ill

Terminal Care

Hospice Care

Hospices

DARE (University of York Centre 
for Reviews and Dissemination)

•	 Palliative care
•	 Hospice and palliative care 

nursing
•	 Terminally Ill
•	 Terminal Care
•	 Hospice Care
•	 Hospices
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Database MeSH term Notes

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

MeSH, medical subject heading.
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Appendix 2 Interventions: details of factors 
relating to carer mental health overall

Patient condition

Overall and individual factors

Impact on mental health

Better mental 
health

Worse mental 
health No change

Patient QoL

Patient overall QoL (measured using Functional Assessment of Cancer 
Therapy – Lung)

2

Patient social QoL (social well-being) [measured using general 
Functional Assessment of Cancer Therapy (version 4) – relates to 
support from family and friends]

1

Patient symptoms

Patient psychological symptoms

 �Lower patient depression 2

 �Patient distress due to breathlessness 3

Patient pain management

 �Carer’s perception that the patient’s pain was controlled 2

Notes
The numbers in each column do not relate to the total number of research studies that investigated each factor. Rather, 
the numbers in each column relate to the total number of times the relationship was investigated between the individual 
factor and a single mental health outcome (anxiety, depression, distress or psychological well-being) and where the 
individual factor was identified as having a positive impact, negative impact or no change on the mental health outcome 
investigated. This way of reporting the numbers is intended to bring together all the individual factors within a theme 
and therefore purposely does not take into account where one research study looked at several outcomes for the 
same factor.
For details on the total number of research studies that looked at the individual factor for each different type of mental 
health outcome (anxiety, depression, distress, mental health QoL), see Appendix 3.
A darker shade indicates more investigations.

Impact of caring responsibilities

Overall and individual factors

Impact on mental health

Better mental 
health

Worse mental 
health No change

Carer workload

Carer burden measures

 �Lower carer burden (measured using 12-item short-form Zarit 
Burden interview, which measures subjective burden)

2 1

 �Subjective demand burden, defined as the extent to which the carer 
perceives care responsibilities to be overly demanding (measured 
using subdomain of Montgomery Caregiver Burden Scale, which 
measures the impact of caregiving on three dimensions of burden: 
objective burden, subjective demand and subjective stress)

2
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Relationships

Overall and individual factors

Impact on mental health

Better mental 
health

Worse mental 
health No change

Quality of patient–carer relationship

Cohesion (the level of commitment and support in the relationship)

 �Higher level of relatednessa 2

a	 Assesses the quality of the caregiver–care recipient relationship (according to the family carer). It includes the ability to 
communicate, similarity of views and the degree to which the family members get along.

Note
A darker shade indicates more investigations.

Finances

No factors identified.

Carer internal processes

Overall and individual factors

Impact on mental health

Better mental 
health

Worse mental 
health No change

Acceptance of patient condition

Belief that the patient’s pain is inevitable and cannot be controlled 2

Autonomy

Autonomous (internal) motivation or willingness to tend to patient 
needs and provide care

2

Carer coping patterns

No impact

 ���Perceived constraint in discussing patient’s illness with them 2

Positive impact

 ��Decrease in use of an avoidant coping strategy (i.e. denial) 1

 ��Healthy behaviours (e.g. exercise, nutrition, adequate sleep) 1

 ��Stress communicated by partnera carers within the patient–carer 
relationship

2

Control over the care situation

Support for mutual decision-makingb (measured using Decision 
Control Preferences Scale)

1

Satisfaction with involvement in decision-makingc 1

Self-efficacy

Confidence in the carers’ ability to manage the illness and the 
caregiving associated with it (measured using Lewis Cancer Self-
Efficacy Scale)

1
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Overall and individual factors

Impact on mental health

Better mental 
health

Worse mental 
health No change

Confidence in relation to seeking and understanding medical 
information, managing stress, managing emotions, managing physical 
symptoms, seeking support and working together with the patient as 
a team

2

Confidence for managing own emotions 2

Competence for caregiving (measured using Caregiver Competence 
Scale, which measures carers’ perceived adequacy of performance/
feelings of competence for caregiving)

5

Mastery

The combined effects of a carer’s self-perception and their actual 
ability to successfully perform the activities of providing care

1

Positive aspects of caregiving

Rewards of caregiving (measured using the Rewards of Caregiving 
Scale)

2

Preparedness for caregiving

Preparedness for caregiving (measured using the Preparedness for 
Caregiving Scale)

7

a	 When carer is the partner of the patient.
b	 Likelihood of carer supporting a balance of their own wishes and what the patient thinks in mutual decision-making for 

the patient.
c	 Measured using a single item question: ‘Regarding the extent to which you are involved in helping your family member 

to make decisions about his/her health care: how satisfied are you with your level of involvement?’

Note
A darker shade indicates more investigations.

Support

Overall and individual factors

Impact on mental health

Better mental 
health

Worse mental 
health No change

Quality of care

Carer satisfaction with care 1
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Appendix 3 Interventions: details of factors 
relating to different types of mental health 
outcome

Factors relating to carer quality of life

Patient condition

Overall and individual factors

Impact on QoL

Better QoL Worse QoL No change

Patient QoL

Patient overall QoL30 (measured using Functional Assessment of 
Cancer Therapy – Lung)

1

Patient social QoL31 (social well-being) [measured using general 
Functional Assessment of Cancer Therapy (version 4) – relates to 
support from family and friends]

1

Patient symptoms

Patient pain management

 ��Carer’s perception that the patient’s pain was controlled32 1

Impact of caring responsibilities

Overall and individual factors

Impact on QoL

Better QoL Worse QoL No change

Carer workload

Carer burden measure

 ��aSubjective demand burden (defined as the extent to which the carer 
perceives care responsibilities to be overly demanding)30

1

a	 Measured using subdomain of Montgomery Caregiver Burden Scale, which measures the impact of caregiving on three 
dimensions of burden: objective burden, subjective demand and subjective stress.

Relationships
No factors identified.

Finances
No factors identified.

Carer internal processes

Overall and individual factors

Impact on QoL

Better QoL Worse QoL No change

Acceptance of patient condition

Belief that the patient’s pain is inevitable and cannot be controlled32 1
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Overall and individual factors

Impact on QoL

Better QoL Worse QoL No change

Carer coping patterns

Positive impact

 �Decrease in use of an avoidant coping strategy (i.e. denial)31 1

 �Healthy behaviours (e.g. exercise, nutrition, adequate sleep)31 1

Self-efficacy

Confidence in the carer’s ability to manage the illness and the 
caregiving associated with it (measured using Lewis Cancer Self-
Efficacy Scale)31

1

Mastery

The combined effects of a carer’s self-perception and their actual 
ability to successfully perform the activities of providing care23

1

Preparedness for caregiving

Preparedness for caregiving measured using the Preparedness for 
Caregiving Scale30

1

Support

Overall and individual factors

Impact on QoL

Better QoL Worse QoL No change

Quality of care

Carer satisfaction with care28 1

Factors relating to carer depression

Patient condition

Overall and individual factors

Impact on depression

Better mental 
health (lower 
depression)

Worse mental 
health (higher 
depression) No change

Patient symptoms

Patient psychological symptoms

 �Lower patient depression22 1

 �Patient distress due to breathlessness24 1
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Impact of caring responsibilities

Overall and individual factors

Impact on depression

Better mental 
health (lower 
depression)

Worse mental 
health (higher 
depression) No change

Carer workload

Carer burden measure

 �Lower carer burden22 (measured using 12-item short-form Zarit 
Burden interview, which measures subjective burden)

1

Relationships

Overall and individual factors

Impact on depression

Better mental 
health (lower 
depression)

Worse mental 
health (higher 
depression) No change

Quality of patient–carer relationship

Cohesion (the level of commitment and support in the relationship)

 �aHigher level of relatedness22 1

a	 Assesses the quality of the caregiver–care recipient relationship (according to the family carer). It includes the ability to 
communicate, similarity of views and the degree to which the family members get along.

Finances
No factors identified.

Carer internal processes

Overall and individual factors

Impact on depression

Better mental 
health (lower 
depression)

Worse mental 
health (higher 
depression) No change

Autonomy

Autonomous (internal) motivation or willingness to tend to patient 
needs and provide care22

1

Carer coping patterns

No impact

 �Perceived constraint in discussing patient’s illness with them29 1

Positive impact

 �Stress communicated by partnera carers within the patient–carer 
relationship)34,35

1

Self-efficacy

Confidence in relation to seeking and understanding medical 
information, managing stress, managing emotions, managing physical 
symptoms, seeking support and working together with patient as a 
team22

1
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Overall and individual factors

Impact on depression

Better mental 
health (lower 
depression)

Worse mental 
health (higher 
depression) No change

Confidence for managing own emotions29 1

Competence for caregiving25,26 (measured using the Caregiver 
Competence Scale, which measures carers’ perceived adequacy of 
performance/feelings of competence for caregiving)

2

Positive aspects of caregiving

Rewards of caregiving25 (measured using the Rewards of Caregiving 
Scale)

1

Preparedness for caregiving

Preparedness for caregiving25,26 (measured using the Preparedness for 
Caregiving Scale)

2

a	 Carer is the partner of the patient.

Support
No factors identified.

Factors relating to carer anxiety

Patient condition

Overall and individual factors

Impact on anxiety

Better mental 
health (lower 
anxiety)

Worse mental 
health (higher 
anxiety) No change

Patient symptoms

Patient psychological symptoms

 �Lower patient depression22 1

 �Patient distress due to breathlessness24 1

Patient pain management

 �Carer’s perception that the patient’s pain was controlled32 1

Impact of caring responsibilities

Overall and individual factors

Impact on anxiety

Better mental 
health (lower 
anxiety)

Worse mental 
health (higher 
anxiety) No change

Carer workload

Carer burden measure

 �Lower carer burden22 (measured using 12-item short-form Zarit 
Burden interview, which measures subjective burden)

1
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Relationships 

Overall and individual factors

Impact on anxiety

Better mental 
health (lower 
anxiety)

Worse mental 
health (higher 
anxiety) No change

Quality of patient–carer relationship

Cohesion (the level of commitment and support in the relationship)

aHigher level of relatedness22 1

a	 Assesses the quality of the carer–care recipient relationship (according to the family carer). It includes the ability to 
communicate, similarity of views and the degree to which the family members get along.

Finances
No factors identified.

Carer internal processes

Overall and individual factors

Impact on anxiety

Better mental 
anxiety (lower 
anxiety)

Worse mental 
anxiety (higher 
anxiety) No change

Acceptance of patient condition

Belief that the patient’s pain is inevitable and cannot be controlled32 1

Autonomy

 �Autonomous (internal) motivation or willingness to tend to patient 
needs and provide care22

1

Carer coping patterns

No impact

 �Perceived constraint in discussing patient’s illness with them29 1

Positive impact

 �Stress communicated by partnera carers within the patient–carer 
relationship)34,35

1

Self-efficacy

Carer has the confidence in relation to seeking and understanding 
medical information, managing stress, managing emotions, managing 
physical symptoms, seeking support and working together with patient 
as a team partner of the patient22

1

Competence for caregiving25,26 (measured using Caregiver Competence 
Scale, which measures carers’ perceived adequacy of performance/
feelings of competence for caregiving)

2

Confidence for managing own emotions29 1

Positive aspects of caregiving

Rewards of caregiving25 (measured using Rewards of Caregiving Scale) 1

Preparedness for caregiving

Preparedness for caregiving25,26 (measured using the Preparedness for 
Caregiving Scale)

2

a	 Carer is the partner of the patient.
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Support
No factors identified

Factors relating to carer distress

Patient condition

Overall and individual factors

Impact on distress

Better mental 
health (lower 
distress)

Worse mental 
health (higher 
distress) No change

Patient QoL

Patient overall QOL30 (measured using the Functional Assessment of 
Cancer Therapy – Light)

1

Patient symptoms

Patient psychological symptoms

 �Patient distress due to breathlessness24 1

Impact of caring responsibilities

Overall and individual factors

Impact on distress

Better mental 
health (lower 
distress)

Worse mental 
health (higher 
distress) No change

Carer workload

Carer burden measure

 �Higher carer burden33 (measured using 12-item short-form Zarit 
Burden interview, which measures subjective burden)

1

 �aSubjective demand burden (defined as the extent to which the carer 
perceives care responsibilities to be overly demanding)30

1

a	 Measured using subdomain of Montgomery Caregiver Burden Scale which measures the impact of caregiving on three 
dimensions of burden: objective burden, subjective demand and subjective stress.

Relationships
No factors identified.

Finances
No factors identified.

Carer internal processes

Factor (Overall theme)

Impact on distress

Better mental 
health (lower 
distress)

Worse mental 
health (higher 
distress) No change

Control over the care situation

aSupport for mutual decision-making33 (measured using the Decision 
Control Preferences Scale)

1

bSatisfaction with involvement in decision-making33 1
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Factor (Overall theme)

Impact on distress

Better mental 
health (lower 
distress)

Worse mental 
health (higher 
distress) No change

Self-efficacy

Competence for caregiving27 (measured using Caregiver Competence 
Scale, which measures carers’ perceived adequacy of performance/
feelings of competence for caregiving)

1

Preparedness for caregiving

Preparedness for caregiving27,30 (measured using the Preparedness for 
Caregiving Scale)

2

a	 Likelihood of carer supporting a balance of their own wishes and what the patient thinks in mutual decision-making for 
the patient.

b	 Measured using a single item question: ‘Regarding the extent to which you are involved in helping your family member 
to make decisions about his/her health care: How satisfied are you with your level of involvement?’

Support
No factors identified.
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Appendix 4 Factors associated with carers’ 
mental health: combined evidence from 
qualitative review and quantitative reviews 
(observational and intervention)

In this table, black text signifies factors from qualitative evidence. Blue text signifies factors from 
quantitative information that showed a relationship with carer mental health (quantitative information 

includes both observational and intervention research findings). Bold text signifies factors identified 
both in qualitative and quantitative information. Grey italic text signifies factors from quantitative 
information that did not show any relationship with carer mental health.

Themes Subthemes Strategies to support mental health

1. Patient condition Patient condition

 �Cancer

 �Other conditions

Patient diagnosis

Patient disease severity

Patient disease stage

Patient treatment

Patient physical decline

 �Patient QoL

 �Emotional response

 � �Fear of decline

 � �Uncertainty over how the illness will  
progress

 � �No light at the end of the tunnel

 � �Distress when observing physical decline

 � ��Impact of the patients cognitive decline/ 
cognitive functioning (a person’s ability to  
process thoughts, remember things etc.)

 � �Physical functioning

Symptoms

 �Overall

 �Physical

 �Psychological

Improving depression in patients

Improving social well-being in patients
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Themes Subthemes Strategies to support mental health

2. Impact of caring 
responsibilities

Workload/physical burden/carer workload

 �Caring for patient

 �Supporting other family members/support for 
others

 �Conflicting responsibilities/other demands on 
time

 �Taking on extra roles/responsibilities that the 
patient would have previously done

 �Length of caring

Emotional impact

 �Exhaustion/impact on mental health

 �Crisis

 �Impact on physical health

Other general life impact

 �Lifestyle adjustments

 �Impact of employment (lack of flexibility, 
understanding etc.)

 �No energy to socialise

 �No time for self-care

 �Lack of respite/unable to plan for respite

 �Loneliness and isolation

 �Sleep deprivation (carer required through the 
night)/sleep problems/ 
sleeping hours

3. Relationships Relationships with the patient/quality of patient–
carer relationship

 �Carer attachment style (how the carer relates to 
people)

 �Cohesion (the level of commitment and support in 
the relationship)

 �Communication

 �Change in roles/quality of the relationship

 �Lack of understanding or gratitude about the 
impact of caring from the patient/conflict

 �Patient non-compliance

Family dynamics

 �Coherence (the ability of family members to 
successfully cope with family stressors)

 �Cohesion (the level of commitment and support 
within the family)

 �Communication

 �Conflict

Improving quality of patient–carer relationship
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Themes Subthemes Strategies to support mental health

4. Finances Current finances/cost of equipment

Impact on work

Difficulty accessing benefits

Distress over future financial situations/financial 
situation

Mode of transport

5. Carer internal 
processes

Loss of self-determination and autonomy

Why me?

Lack of care experience/preparedness for caregiv-
ing/previous experience of informal caregiving

Mastery

Self-esteem

Lack of confidence/self-efficacy (the carer’s belief 
that they can be successful when carrying out a 
particular task)

Lack of control

 �Control over the care situation

 �Anxiety about what they will be told at 
appointments

Coping patterns

 �Positive impact

 �Negative impact

 �No impact

Transitions/crisis

 �Acceptance of patient condition

 �Shock of the diagnosis

 �Grieving of a previous life

 �Becoming a carer

 �Pre-loss grief

 �Positive aspects of caring

 �Time for respite

Time for respite (journaling, time to yourself, 
employment, treats, alternative therapies, reducing 
the quality of care provided)

Positive self-talk (looking to the future, knowing that 
this will end, coming to terms with the situation/
thinking of what you still have, gentle with yourself on 
bad days, positivity from others – feeling appreciated)

Ignore own emotions and needs

Spirituality: acceptance of a lack of control, reduces a 
sense of isolation/someone is listening

Increasing autonomy

Decrease in use of an avoidant coping strategy (i.e. 
denial)

Healthy behaviours (e.g. exercise, nutrition and 
adequate sleep)

Communicating stress within the carer–patient 
relationship (when the carer is the partner of the 
patient)

Increasing support for and satisfaction with involve-
ment in joint decision-making for the patient

Increasing self-efficacy

Improving mastery

6. Support Lack of professional/formal support/formal 
support/satisfaction with support

Health-care system challenges

 �Disjointed care/quality of care

 �Lack of empathy

 �Health-care professionals do not recognise carers’ 
expertise/lack of collaboration between health 
professionals and carers

 �Health-care professionals not listening to the 
wishes of patients and carers/health professionals 
understanding of patient needs

Professional support (mental health professionals, 
social workers, nurses, physicians, palliative care 
nurses, telephone helpline services, private carers)

Informal support (support from friends and family, 
sense of community, shared responsibility/validation)

Support groups: support from others in the same 
situation, source of information

Accessing information

Spirituality: provides a sense of community
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Appendix 4 

Themes Subthemes Strategies to support mental health

   �Poor communication from health-care work-
ers/communication with care professionals

 �Lack of skill

 �Inadequate pain management/patient pain 
management

 �Cultural barriers

Lack of information/accessible information

Lack of informal support

Perceived support

Unmet needs

 

7. Contextual factors Carer

Age

Education

Employment

 �Unemployment

 �Employed

 �Retired

Ethnicity

Gender

Health status

 �Poor physical health

 �Overall health

Marital status

Socio-economic status (a combined measure of the 
carer’s work experience and individual’s or family’s 
economic and social position in relation to others, 
based on income, education and occupation)

Composition of household

Length of patient–carer relationship

Lives with patient

Relationship to patient

 �Spouse

 �Not a spouse/partner

 �Child

 �Other relationship

Rural location

Patient

 �Age

 �Educational level

 �Gender

 �Lives with carer
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