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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
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Research Applied Research Collaboration Greater Manchester, Manchester, UK
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University of Manchester, Manchester, UK

>School of Health Sciences, University of East Anglia, UK
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"‘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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ABSTRACT

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.
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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

amily 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.! They are a
main factor in sustaining care at home at the EOL,2° which both meets patients’ preferences* 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,®> as well as increased numbers of deaths.¢
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.”

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.® Reported prevalence of
carer anxiety and depression during palliative care has been estimated at 34-47%°-1?2 and 39-57%,
respectively.’®*'* 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.? 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.*>-'” 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-* 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 research!® and observational quantitative research.'” 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.

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.

183


https://doi.org/10.3310/EKVL3541

184

BACKGROUND AND INTRODUCTION

BOX 1 Factors related to carer mental health during EOL caregiving!®'?

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

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).

NIHR Journals Library www.journalslibrary.nihr.ac.uk
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Aims and objectives

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

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

e integrating syntheses into a coherent framework of factors

e 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:

e 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

e 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

he 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:

e MEDLINE (National Library of Medicine, Bethesda, MD, USA)

e Cumulative Index to Nursing and Allied Health Literature (CINAHL) Plus (EBSCO Information
Services, Ipswich, MA, USA)

e PsycINFO® (American Psychological Association, Washington, DC, USA)

e Social Sciences Citation Index (Clarivate Plc, London, UK)

e Excerpta Medica (EMBASE) (Elsevier, Amsterdam, the Netherlands)

e Cochrane Central Register of Controlled Trials (CENTRAL) (John Wiley & Sons, Inc., Hoboken, NJ,
USA)

e 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 1'%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.*® and Shield
et al.?

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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SYNTHESIS OF INTERVENTION STUDIES

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.

e  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.

e  Studies outside Organisation for Economic Co-operation and Development (OECD) countries, to ensure
that health-care structures were comparable with those in the UK.

e  Languages other than English or Scandinavian, which would require further translation.
Systematic reviews.

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 RCTs?° 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.
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Analysis

Individual factors were synthesised thematically into subthemes using Box scores?! (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.?2233133-35 Of these
only one showed large treatment effects [standardised mean difference (SMD) 0.8],?2 one showed
medium effects (SMD 0.5)%*%> and the remaining three showed only small effects (SMD 0.2).23:31.33

Only one study®#25 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 CASP?° 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
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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.


https://arc-gm.nihr.ac.uk/the-carer-project-evidence-synthesis
https://arc-gm.nihr.ac.uk/the-carer-project-evidence-synthesis

SYNTHESIS OF INTERVENTION STUDIES
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[ 103 single method and three mixed-method studies in total2 )
|

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.

the criterion of size of treatment effect, only Badr et al.?> showed large effects [standardised mean
difference (SMD) 0.8], one study showed medium effects (SMD 0.5)%4% and three showed small
effects (SMD 0.2),22213 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
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TABLE 1 Summary of studies in intervention review

Author (year),
country

Badr et al.?2 (2015),
USA

Study aims

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

Study design

Randomised
pilot trial

Carer participants
(number, demographics,

carer-patient
relationships)

N: 39

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

Female: 69%
Spouse/partner: 51%
Child:# 31%

Patient condition
Lung cancer:
Non-small cell - 84%

Small cell - 16%

Intervention and factors

targeted

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

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

CASP score
(range
3-11)

Anxiety: PROMIS-A 9

Depression: PROMIS-D

continued

T¥SEIANI/01EE0T [10d

8 'ON ET 'IOA SZOT Y24easay AIaAlaQ a1eD [e190S pue yijesH



yn-oeayiuAielqiisjeuinofmmm Aleiqr sjeudnor yHIN

[4"

TABLE 1 Summary of studies in intervention review (continued)

Author (year),
country

Boele et al.?
(2013), The
Netherlands

Farquhar et al.#
(2014), UK

Study aims

Study design

Determine whether or not RCT

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

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

Carer participants
(number, demographics,
carer-patient
relationships)

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

N: 67
n=235, 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

Patient condition
High grade glioma:
Grade 3 glioma, 30.4%

Grade 4 glioma, 69.6%

Mixed cancer:
Lung, 45%
Breast, 25%
Rectal/bowel, 6%

Prostate, 6%

Intervention and factors
targeted

Psychoeducation and
CBT vs. usual care

Mastery: Seven-item
Caregiver Mastery Scale

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

Carer outcomes

(anxiety, depression, CASP score
distress and quality (range

of life) 3-11)
Quality of life: 3
SF-36-MCS

Depression: HADS-D 6
Anxiety: HADS-A
Distress: NRS

distress due to patient
breathlessness
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Carer participants Carer outcomes
(number, demographics, (anxiety, depression, CASP score
Author (year), carer-patient Intervention and factors distress and quality (range
country Study aims Study design relationships) Patient condition targeted of life) 3-11)
Henriksson et al.?>  Investigate the effects Prospective N: 125 Mixed: Support group pro- Depression: HADS-D 7
(2013), Sweden of a support group quasi- n=78, intervention; gramme vs. standard care
programme for family experimental  n=47, control Cancer, 95% Anxiety: HADS-A
members of patients with Preparedness for
life-threatening illness Mean age, years (SD): caregiving: eight-item
during ongoing palliative 54.8 (15.8), intervention; Preparedness of
care 63.2 (14.0), control Caregiving Scale
Female: Caregiver competence:
62.8%, intervention; four-item Caregiver
57.4%, control Competence Scale
Spouse: Rewards of caregiving:
46.2%, intervention; 10-item Rewards of
78.7%, control Caregiving Scale
Child:

26.9%, intervention;
14.9%, control

Holm et al.?¢ Evaluate short-term RCT N: 194 Mixed: Psychoeducational group Depression: HADS-D 8
(2016), Sweden and long-term effects n=98, intervention; vs. standard care support
of a psychoeducational n=96 control Cancer, 90% Anxiety: HADS-A
group intervention for Preparedness for
family carers in specialist Mean age, years (SD): 63 caregiving: eight-item
palliative home care (13.4), intervention; 60 Preparedness of
(14.3), control Caregiving Scale
Female: Caregiver competence:
69.4%, intervention; four-item Caregiver
63.5%, control Competence Scale
Spouse: Rewards of caregiving:
55.1%, intervention; 10-item Rewards of
41.7%, control Caregiving Scale
Child:

32.7%, intervention;
36.5%, control
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TABLE 1 Summary of studies in intervention review (continued)

Author (year),
country

Hudson et al.?’
(2013), Australia

McDonald et al.?®
(2017), Canada

Study aims Study design

To conduct a larger trial RCT
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

To test the hypothesis Cluster RCT
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

Carer participants
(number, demographics,
carer-patient
relationships)

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

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

Female: 71.3%;

Carer-patient relation-
ship not reported

N: 182
n=94, intervention;
n=288, 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

Patient condition

Mixed cancer

Mixed cancer:

Lung, 16.0%
Gastrointestinal, 41.5%
Genitourinary, 13.8%
Breast, 17.0%

Gynaecological, 11.7%

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

CASP score
(range
3-11)

Intervention and factors
targeted

Psychoeducational Distress: GHQ-12 5
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

Early referral to palliative  Quality of life: 8
care vs. standard SF-36 - MCS
oncology care

Satisfaction with care:
19-item FAMCARE
caregiver satisfaction
with care scale
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Author (year),
country

Mosher et al.??
(2016), USA

Study aims

To examine the
preliminary efficacy

of telephone-based
symptom management for
symptomatic lung cancer
patients and their family
caregivers

Study design

Randomised
pilot trial

Carer participants
(number, demographics,

carer-patient
relationships)

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

Patient condition

Lung cancer

Carer outcomes

(anxiety, depression, CASP score
Intervention and factors distress and quality (range
targeted of life) 3-11)

Telephone symptom Depression: PHQ-8 8
management vs. educa-

tion/support condition Anxiety: GAD-7
(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

continued

T¥SEIANI/01EE0T [10d

8 'ON ET 'IOA SZOT Y24easay AIaAlaQ a1eD [e190S pue yijesH



yn-oeayiuAielqiisjeuinofmmm Aleiqr sjeudnor yHIN

961

TABLE 1 Summary of studies in intervention review (continued)

Author (year),
country

Nguyen et al.*°
(2018), USA

Study aims

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

Study design

Prospective
quasi-
experimental

Carer participants
(number, demographics,
carer-patient
relationships)

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

Patient condition

Lung cancer

Intervention and factors
targeted

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

Carer outcomes

(anxiety, depression, CASP score
distress and quality (range

of life) 3-11)

QolL: City of Hope- 3
QOL-Family instrument

- MH

Distress: Distress
Thermometer
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Author (year),
country

Northouse et al.3!
(2013), USA

Carer participants

(number, demographics,

carer-patient

Study aims Study design relationships)

To determine whether RCT N: 484
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

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

Female: 55.8%
White: 82.5%

Spouse: 74%

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

Patient condition

Mixed cancer:
Breast, 32.4%
Colorectal, 25.4%
Lung, 29.1%

Prostate, 13.0%

Intervention and factors
targeted

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 lliness:
Mishel Uncertainty in
lliness Scale

Hopelessness: Beck
Hopelessness Scale

Caregiver coping
patterns: Brief Cope

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

Carer outcomes

(anxiety, depression, CASP score
distress and quality (range

of life) 3-11)

QolL: Functional 9
Assessment of

Cancer Therapy

(version 4) - emotional
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TABLE 1 Summary of studies in intervention review (continued)

Author (year),
country

Study aims Study design

Parker Oliver Examine the effect of RCT paired

et al2(2017), USA  ACTIVE on caregivers’ with a parallel
perceptions of pain mixed-meth-
management, caregivers’  ods analysis

Qol, caregivers’ anxiety
and patients’ pain

Carer participants
(number, demographics,
carer-patient

relationships) Patient condition

N: 446 Mixed
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

Carer outcomes

(anxiety, depression, CASP score
Intervention and factors distress and quality (range
targeted of life) 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

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

QoL: CQLI-R 7
- emotional

Anxiety: GAD-7

Carer perception of
pain management:
Caregiver Pain Medicine
Questionnaire
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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.® Conduct a trial RCT N: 163 Mixed: Nurse-directed discus- Distress: IES 6
(2017), USA (TAILORED) to test the n=78, intervention; sion of the EOL decision
impact of a nurse- n=85, control Gastrointestinal cancer, control preferences of
facilitated discussion 59% the patient vs. usual
between surrogates and Mean age, years (SD): care +discussion about
patients with incurable 56.1(12.1), total; Pancreatic cancer, nutrition
Gl malignancies or ALS 56.2 (11.8), intervention; 30.77%
about the role patients 55.9 (12.4), control Caregiver burden: Zarit
would prefer that their . | ALS, 39.74% Scale
surrogates play in makin emale:
decisﬁ)ns fc';)r t?'l]em shoul% 73°A)y total; Other Gl cancer, Self‘efﬁcacy: Family
they lose decision-making 69.2%, intervention; 29.49% Decision-Making Self-
capacity 76.5%, control Efficacy Scale
Spouse/partner: Support for mutual deci-
69.33%, total; sion-making: Decision
74.36%, intervention; Control Preferences Scale
64.71%, control
Satisfaction with
Child: involvement in deci-
7.98%, total; sion-making: Single item
3.85%, intervention; question - ‘Regarding the
11.76%, control 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?’
continued
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TABLE 1 Summary of studies in intervention review (continued)

Author (year),

country Study aims Study design

To examine the effect Parallel group
of the Domus trial on RCT
caregivers’ symptoms of

anxiety and depression®>

Von Heymann-
Horan et al.3*%>
(2019, 2018),
Denmark

To investigate whether

or not Domus increased
stress communication

and common coping and
whether or not effects
differed according to dyad
characteristics®*

Carer participants
(number, demographics,

carer-patient
relationships)

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

Female:
63%, intervention;
65%, control

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

Child:
18%, intervention;
9%, control

Patient condition
Mixed cancer:

Lung, 21%

Prostate, 13%
Female genitalia, 13%
CNS, 12%

Lower gastrointestinal,
11%

Intervention and factors
targeted

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

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

CASP score
(range
3-11)

Depression: SCL-92 - 11
depression subscale

Anxiety: SCL-92 -
anxiety subscale

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; Gl, 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.
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TABLE 2 Summary of intervention findings within themes

Subthemes

Patient condition (five studies)

Patient social QoL (+)

Patient overall QoL (0)

Patient depression (-)

Patient distress from breathlessness (0)
Patient pain control (0)

Impact of caring responsibilities (three studies)
Carer burden (-/+)

Carer perceived caregiving demands (0)
Relationships (one study)

Relatedness in patient-carer relationship (+)
Finances (no studies)

Carer internal processes (11 studies)

Belief that patient pain is inevitable (0)
Avoidant coping strategies (-)

Healthy behaviours (+)

Dyadic coping (+)

Communication of stress (+)

Constraint in discussing patient’s illness (0)

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

Autonomy (+)

Self efficacy in managing caregiving (+)
Confidence in managing own emotions (0)
Mastery (+)

Feelings of adequacy or competence (0)

Preparedness (0)

Support (one study)
Satisfaction with support (0)

Contextual factors (no studies)

Health and Social Care Delivery Research 2025 Vol. 13 No. 8

Studies underpinning overarching theme with QA scores,

overall QA score (mean+SD)
6.8+2.5

Northouse et al.3 (9)

Nguyen et al.*° (3)

Badr et al.?2 (9)

Farquhar et al.?* (6)

Parker Oliver et al.?? (7)

6+3

Badr et al.?? (9); Sulmasy et al.®® (6)
Nguyen et al.*° (3)

9+0

Badr et al.?? (9)

N/A

6.9+2.5

Parker Oliver et al.*2 (7)

Northouse et al.? (9)

Northouse et al.*! (9)

Von Heymann-Horan et al.>*% (11)
Von Heymann-Horan et al.*4% (11)
Mosher et al.?? (8)

Sulmasy et al.®® (6)

Badr et al.22 (9)

Northouse et al.?! (9), Badr et al.?? (9)

Mosher et al.?? (8)

Boele et al.?* (3)

Henriksson et al.?® (7); Holm et al.?¢ (8); Hudson et al.?” (5)

Henriksson et al.?® (7); Holm et al.?¢ (8); Hudson et al.?” (5);
Nguyen et al.>(3)

8+0
McDonald et al.?® (8)
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.

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.
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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).3 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.%°

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

Impact of caring responsibilities

One study found that reduction in carer burden was related to two aspects of carers’ mental health
(depression and anxiety).?? In contrast, Sulmasy et al.*® 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.®° 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).??

Carer internal processes
Changing carers’ belief that pain is inevitable (fatalism) was not related to any change in carer mental
health (QoL or anxiety).3?

An intervention that decreased the use of avoidant coping strategies (e.g. denial) and increased healthy
behaviours (e.g. exercise) improved carer QoL.*! Increased dyadic coping and stress communication

by carers within the patient-carer relationship seemed to be associated with improved mental health
(depression and anxiety).3**> 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.?? found that reducing carers’
perceived constraint in discussing patients’ illness with them was not related to changes in carers’
depression or anxiety levels.

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



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

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.®® A greater
sense of autonomy (internal motivation/willingness to provide care) among carers was also associated
with both lower depression and lower anxiety levels.??

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.** Furthermore, an improved
confidence in ability to manage a range of caregiving components was related to lower depression
and anxiety.??> However, improving carers’ confidence in managing their own emotions showed no
relationship with either depression or anxiety.?

Improving carers’ sense of mastery (both perceived and actual ability to perform caregiving) was
associated with maintaining QoL over time.?® 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 anxiety?>2¢ and distress?’). Similarly, improving carers’
preparedness for caregiving showed no association with their mental health (QoL,* depression and
anxiety,?>?¢ and distress?”%),

Support

Improving carers’ satisfaction with care received (for both patient and family) was not associated with
changes in their QoL.?® 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.®43> 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.3! In contrast, Heymann-
Horan et al.***> 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

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/.
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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.,**%* 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.®® was improved decision-making, and for Parker Oliver et al.®? 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.*° 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.®? and Sulmasy et al.®®). 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.,?? Henriksson et al.?> and Sulmasy et al.*®) 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.?? and Nguyen et al.®°), and effect sizes, when reported, were often small or at best
moderate (e.g. Henriksson et al.,?> Holm et al.?¢ and Hudson et al.?’).

The delivery of dyadic interventions (involving both patient and carer) is fairly common in carer
intervention research,?22731.33-35 byt 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.

NIHR Journals Library www.journalslibrary.nihr.ac.uk
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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.3¢ Furthermore, interventions generally have had limited success in improving carer mental health,
as evidenced by this review and earlier reviews.®” 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,?224272931 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,?32628-32 hut only Heymann-Horan et al.**%> 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.

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,
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Synthesis of combined findings from
qualitative, observational and intervention
reviews

tis 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.'® for the qualitative
review, Shield et al.'? 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.®® The QA of
observational studies used an adapted version of the Newcastle-Ottawa Scale (NOS) for cohort and
case-control studies,* modified to encompass cross-sectional studies based on an adjusted NOS scale.*°
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.

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
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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.*® for the full thematic framework). Findings from the observational review

were synthesised thematically into subthemes using Box scores?' 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.*? 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:

e How clear is the information presented?
e Do these themes/subthemes make sense? Are they logical? Do they reflect reality?
e 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.** and Bayliss et al.*®

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 iliness 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.
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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,'¢*! again validating our findings. However, our review also
added quantitative findings on relationships, finances and formal support to the earlier reviews.'8%?
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,*-** and worse patient functioning.*®* Comorbidities, duration of iliness and frequency of
hospital admissions may also matter.** Regarding the impact of caring responsibilities, more caregiving
hours and less relaxation** and greater carer burden® also related to worse mental health. More active
coping® and less negative religious coping* were associated with better health, and being female was
associated with worse health.** Formal care support also appeared to matter.*

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 1998-2008%¢*! 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:

e There needs to be more research on finance and relationships and their impact on carer mental health.

e There are gaps in our knowledge of how carer experience is affected by ethnicity, race and culture.

e 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.

e |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.

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

e 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.

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

e 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.

e 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:

e Maintaining patient well-being, and monitoring and responding to the impact on carers of patients’
psychological symptoms and general decline.
e 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.
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e Bolstering the relationship between patient and carer and within the wider family, and facilitating
open and constructive communication.

e 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’).

e Improving benefits and employment conditions for carers longer term.

e 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.

e Assessing carers’ social networks and providing peer support.

e 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.*®? The project has been presented at the European
Association for Palliative Care Congress 2021.%” 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.
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Appendix 1 Search strategy

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

Date range searched: 1999-2019.

Database

Caregiver

MEDLINE (Ovid Online)
EMBASE (Ovid)

PsycINFO (Ovid Online)

CINAHL Plus (EBSCO)

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

CENTRAL

DARE (University of York Centre
for Reviews and Dissemination)

Cochrane Qualitative Reviews

Palliative care

MEDLINE (Ovid Online)

MeSH term Notes

Caregivers °
Caregiver
Caregiver burden

Caregiver Burnout

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.

e family care giv*; family caregiv*
Caregiver Strain Index e informal caregiv*; informal care giv*
e family care* or informal care*
Caregiver Support e Combine: (MESH term) OR (additional string
carer terms)
Caregivers
Rationale:
Caregiver burden
e Incorporates use of MeSH term
Caregiver Burden e Looks to capture additional relevant literature
on carers not indexed under the database MeSH
Caregiver Attitudes term. Using MEDLINE as the test database,

. a number of different terms for carer were
Caregiver Support searched to determine the most relevant terms
Informal caregivers for capturing additional literature not included

within the MeSH term ‘Caregiver’. Using ‘family
: . caregiver’ as a key word and ‘informal caregiver’
Family caregivers in a title and abstract search were shown to in-
Caregivers clude two additional relevant references whereas
‘family carer(s)’ and ‘informal carer(s)’ are terms
Caregivers often used in the literature to represent carers
e By combining appropriate MeSH terms for carer
along with additional string search terms, the
Caregivers risk of missing papers not captured by the MeSH
terms is reduced
Palliative Care e Use MESH terms where database allows for:

Hospice and Palliative Care
Nursing

Terminal Care
Terminally I
Hospice Care

Hospice

o Palliative Care

o Palliative Care Nursing/Hospice and Pallia-
tive Care Nursing

o Terminal Care

o Terminally Il

o Hospice Care

o 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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APPENDIX 1

Database

EMBASE (Ovid)

PsycINFO (Ovid Online)

CINAHL Plus (EBSCO)

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

CENTRAL

DARE (University of York Centre
for Reviews and Dissemination)

MeSH term

Cancer palliative therapy

Palliative nursing

Palliative therapy

Terminal Care °

Terminally Ill Patient

Terminal Disease °

Hospice

Hospice Care

Hospice Nursing

Palliative Care

Terminally Ill Patients

Hospice

Palliative Care

Hospice and Palliative
Nursing

Terminal Care

Hospice Care

Palliative Care

Palliative Care Nursing/
Hospice and Palliative Care
Nursing

Terminal Care

Terminally I

Hospice Care

Hospice

Palliative Care

Hospice and Palliative Care
Nursing

Terminally I

Terminal Care

Hospice Care

Hospices

Palliative care

Hospice and palliative care
nursing

Terminally Il

Terminal Care

Hospice Care

Hospices

Notes

Rationale:

Incorporates search terms used by Flemming

et al.*® and MEDLINE MeSH search terms used
in Candy et al.®” 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
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Database MeSH term Notes
Cochrane Qualitative Reviews Palliative Care

Hospice and Palliative Care

Nursing

Hospices

Hospice Care
Terminal Care
Terminally Il
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

Impact on mental health

Better mental
Overall and individual factors health
Patient QoL
Patient overall QoL (measured using Functional Assessment of Cancer 2

Therapy - Lung)

Patient social QoL (social well-being) [measured using general 1
Functional Assessment of Cancer Therapy (version 4) - relates to
support from family and friends]

Patient symptoms
Patient psychological symptoms

Lower patient depression _

Patient distress due to breathlessness 8
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

Impact on mental health

Better mental
Overall and individual factors health

-1

Subjective demand burden, defined as the extent to which the carer 2
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)

Carer workload
Carer burden measures

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

Impact on mental health

Better mental
health

Overall and individual factors

Quality of patient-carer relationship

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

Higher level of relatedness? _

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

Impact on mental health

Better mental
health

Overall and individual factors

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

Carer coping patterns
No impact

Perceived constraint in discussing patient’s iliness 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

Control over the care situation

Support for mutual decision-makingb (measured using Decision 1
Control Preferences Scale)

Satisfaction with involvement in decision-makingc 1
Self-efficacy

Confidence in the carers’ ability to manage the iliness and the 1
caregiving associated with it (measured using Lewis Cancer Self-

Efficacy Scale)
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Impact on mental health

Better mental
Overall and individual factors health

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

Confidence for managing own emotions 2

Competence for caregiving (measured using Caregiver Competence 5
Scale, which measures carers’ perceived adequacy of performance/
feelings of competence for caregiving)

Mastery

The combined effects of a carer’s self-perception and their actual 1
ability to successfully perform the activities of providing care

Positive aspects of caregiving

Rewards of caregiving (measured using the Rewards of Caregiving 2
Scale)

Preparedness for caregiving

Preparedness for caregiving (measured using the Preparedness for 7
Caregiving Scale)

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.

¢ 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

Impact on mental health

Better mental
Overall and individual factors health
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

Impact on QoL

Better QoL

Overall and individual factors

Patient QoL

Patient overall QoL*° (measured using Functional Assessment of 1
Cancer Therapy - Lung)

Patient social QoL®! (social well-being) [measured using general 1
Functional Assessment of Cancer Therapy (version 4) - relates to
support from family and friends]

Patient symptoms
Patient pain management

Carer’s perception that the patient’s pain was controlled®? 1

Impact of caring responsibilities

Impact on QoL

Overall and individual factors Better QoL

Carer workload
Carer burden measure

aSubjective demand burden (defined as the extent to which the carer 1
perceives care responsibilities to be overly demanding)®°

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

Impact on QoL

Overall and individual factors Better QoL

Acceptance of patient condition

Belief that the patient’s pain is inevitable and cannot be controlled®? 1
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Impact on QoL

Overall and individual factors Better QoL

Carer coping patterns

Positive impact

Decrease in use of an avoidant coping strategy (i.e. denial)3! 1
Healthy behaviours (e.g. exercise, nutrition, adequate sleep)®* 1
Self-efficacy
Confidence in the carer’s ability to manage the iliness and the 1

caregiving associated with it (measured using Lewis Cancer Self-
Efficacy Scale)®*

Mastery

The combined effects of a carer’s self-perception and their actual 1
ability to successfully perform the activities of providing care?®

Preparedness for caregiving

Preparedness for caregiving measured using the Preparedness for 1
Caregiving Scale®®

Support

Impact on QoL

Overall and individual factors Better QoL

Quality of care

Carer satisfaction with care?® 1

Factors relating to carer depression

Patient condition

Impact on depression

Better mental
health (lower
Overall and individual factors depression)

Patient symptoms
Patient psychological symptoms
Lower patient depression?? 1

Patient distress due to breathlessness 1
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Impact of caring responsibilities

Impact on depression

Better mental
health (lower
Overall and individual factors depression)

Carer workload
Carer burden measure

Lower carer burden?? (measured using 12-item short-form Zarit 1
Burden interview, which measures subjective burden)

Relationships

Impact on depression

Better mental
health (lower
Overall and individual factors depression)

Quality of patient-carer relationship
Cohesion (the level of commitment and support in the relationship)

2Higher level of relatedness?? 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

Impact on depression

Better mental
health (lower
Overall and individual factors depression)
Autonomy
Autonomous (internal) motivation or willingness to tend to patient 1

needs and provide care??
Carer coping patterns
No impact
Perceived constraint in discussing patient’s illness with them?’ 1
Positive impact

Stress communicated by partnera carers within the patient-carer 1
relationship)3+%°

Self-efficacy

Confidence in relation to seeking and understanding medical 1
information, managing stress, managing emotions, managing physical
symptoms, seeking support and working together with patient as a

team??
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Overall and individual factors
Confidence for managing own emotions?’

Competence for caregiving?>2¢ (measured using the Caregiver
Competence Scale, which measures carers’ perceived adequacy of
performance/feelings of competence for caregiving)

Positive aspects of caregiving

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

Preparedness for caregiving

Preparedness for caregiving?>?¢ (measured using the Preparedness for
Caregiving Scale)

Impact on depression

Better mental
health (lower
depression)

a Carer is the partner of the patient.

Support
No factors identified.

Factors relating to carer anxiety

Patient condition

Overall and individual factors
Patient symptoms
Patient psychological symptoms
Lower patient depression??
Patient distress due to breathlessness?*
Patient pain management

Carer’s perception that the patient’s pain was controlled??

Impact on anxiety

Better mental
health (lower
anxiety)

Impact of caring responsibilities

Overall and individual factors
Carer workload
Carer burden measure

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

Impact on anxiety

Better mental
health (lower
anxiety)
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Relationships

Impact on anxiety

Better mental
health (lower
Overall and individual factors anxiety)

Quality of patient-carer relationship
Cohesion (the level of commitment and support in the relationship)

2Higher level of relatedness?? 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

Impact on anxiety

Better mental
anxiety (lower
Overall and individual factors anxiety)

Acceptance of patient condition
Belief that the patient’s pain is inevitable and cannot be controlled®? 1
Autonomy

Autonomous (internal) motivation or willingness to tend to patient 1
needs and provide care??

Carer coping patterns
No impact

Perceived constraint in discussing patient’s iliness with them?? 1
Positive impact

Stress communicated by partner?® carers within the patient-carer 1
relationship)3+%°

Self-efficacy

Carer has the confidence in relation to seeking and understanding 1
medical information, managing stress, managing emotions, managing
physical symptoms, seeking support and working together with patient

as a team partner of the patient??

Competence for caregiving?2¢ (measured using Caregiver Competence 2
Scale, which measures carers’ perceived adequacy of performance/
feelings of competence for caregiving)

Confidence for managing own emotions?’ 1
Positive aspects of caregiving

Rewards of caregiving?® (measured using Rewards of Caregiving Scale) 1
Preparedness for caregiving

Preparedness for caregiving?>?¢ (measured using the Preparedness for 2
Caregiving Scale)

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

Factors relating to carer distress

Patient condition

Impact on distress

Better mental
health (lower
Overall and individual factors distress)
Patient QoL
Patient overall QOL®° (measured using the Functional Assessment of 1

Cancer Therapy - Light)
Patient symptoms
Patient psychological symptoms

Patient distress due to breathlessness* 1

Impact of caring responsibilities

Impact on distress

Better mental

health (lower
Overall and individual factors distress)

Carer workload
Carer burden measure

Higher carer burden® (measured using 12-item short-form Zarit 1
Burden interview, which measures subjective burden)

2Subjective demand burden (defined as the extent to which the carer 1
perceives care responsibilities to be overly demanding)*®

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

Impact on distress

Better mental
health (lower
Factor (Overall theme) distress)

Control over the care situation

aSupport for mutual decision-making® (measured using the Decision 1
Control Preferences Scale)

bSatisfaction with involvement in decision-making®? 1
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Impact on distress

Better mental
health (lower
Factor (Overall theme) distress)
Self-efficacy
Competence for caregiving? (measured using Caregiver Competence 1

Scale, which measures carers’ perceived adequacy of performance/
feelings of competence for caregiving)

Preparedness for caregiving

Preparedness for caregiving?’2° (measured using the Preparedness for 2
Caregiving Scale)

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)

I n this table, black text signifies factors from qualitative evidence. Blue text signifies factors from
guantitative 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 physical decline

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/
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Themes Subthemes Strategies to support mental health

2. Impact of caring Workload/physical burden/
responsibilities

Supporting other family members/

Conflicting responsibilities/

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

Emotional impact
Exhaustion/impact on mental health
Crisis
Impact on physical health

Other general life impact

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)/

3. Relationships Relationships with the patient/

Change in roles/quality of the relationship

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

Patient non-compliance
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Themes Subthemes

4. Finances Current finances/cost of equipment
Impact on work
Difficulty accessing benefits

Distress over future financial situations/

5. Carer internal Loss of self-determination and autonomy
processes
Why me?

Lack of care experience/

Lack of confidence/

Lack of control

Anxiety about what they will be told at
appointments

Coping patterns

Transitions/crisis

Shock of the diagnosis
Grieving of a previous life
Becoming a carer

Pre-loss grief

6. Support Lack of professional/formal support/

Health-care system challenges
Disjointed 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/

Strategies to support mental health

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

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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Themes Subthemes Strategies to support mental health

Poor communication from health-care work-
ers/

Lack of skill

Inadequate pain management/

Cultural barriers
Lack of information/.

Lack of informal support

Unmet needs

7. Contextual factors
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