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Abstract

Updated meta-review of evidence on support for carers

Sian Thomas,* Jane Dalton,’ Melissa Harden,! Alison Eastwood'
and Gillian Parker?

'Centre for Reviews and Dissemination, University of York, York, UK
2Social Policy Research Unit, University of York, York, UK

*Corresponding author sian.thomas@york.ac.uk

Background: Policy and research interest in carers continues to grow. A previous meta-review, published
in 2010, by Parker et al. (Parker G, Arksey H, Harden M. Meta-review of International Evidence on
Interventions to Support Carers. York: Social Policy Research Unit, University of York; 2010) found little
compelling evidence of effectiveness about specific interventions and costs.

Objective: To update what is known about effective interventions to support carers of ill, disabled or
older adults.

Design: Rapid meta-review.

Setting: Any relevant to the UK health and social care system.

Participants: Carers (who provide support on an unpaid basis) of adults who are ill, disabled or older.
Interventions: Any intervention primarily aimed at carers.

Main outcome measures: Any direct outcome for carers.

Data sources: Database searches (including Cochrane Database of Systematic Reviews, Database of
Abstracts of Reviews of Effects, MEDLINE, Applied Social Sciences Index and Abstracts and Social Care
Online) for systematic reviews published from January 2009 to 2016.

Review methods: We used EndNote X7.4 (Thomson Reuters, CA, USA) to screen titles and abstracts.
Final decisions on the inclusion of papers were made by two reviewers independently, using a Microsoft
Excel® 2013 spreadsheet (Microsoft Corporation, Redmond, WA, USA). We carried out a narrative
synthesis structured by patient condition and by seven outcomes of interest. We assessed the quality of the
included systematic reviews using established criteria. We invited a user group of carers to give their views
on the overall findings of our review.

Results: Sixty-one systematic reviews were included (27 of high quality, 25 of medium quality and nine of
low quality). Patterns in the literature were similar to those in earlier work. The quality of reviews had
improved, but primary studies remained limited in quality and quantity. Of the high-quality reviews,

14 focused on carers of people with dementia, four focused on carers of those with cancer, four focused
on carers of people with stroke, three focused on carers of those at the end of life with various conditions
and two focused on carers of people with mental health problems. Multicomponent interventions featured
prominently, emphasising psychosocial or psychoeducational content, education and training. Multiple
outcomes were explored, primarily in mental health, burden and stress, and well-being or quality of life.
Negative effects following respite care were unsupported by our user group. As with earlier work, we
found little evidence on intervention cost-effectiveness. No differences in review topics were found across
high-, medium- and low-quality reviews.
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ABSTRACT

Limitations: The nature of meta-reviews precludes definitive conclusions about intervention effectiveness,
for whom and why. Many of the included reviews were small in size and authors generally relied on small
numbers of studies to underpin their conclusions. The meta-review was restricted to English-language
publications. Short timescales prevented any investigation of the overlap of primary studies, and growth in
the evidence base since the original meta-review meant that post-protocol decisions were necessary.

Conclusions: There is no ‘one size fits all’ intervention to support carers. Potential exists for effective
support in specific groups of carers. This includes shared learning, cognitive reframing, meditation
and computer-delivered psychosocial support for carers of people with dementia, and psychosocial
interventions, art therapy and counselling for carers of people with cancer. Counselling may also help
carers of people with stroke. The effectiveness of respite care remains a paradox, given the apparent
conflict between the empirical evidence and the views of carers.

Future work: More good-quality, theory-based, primary research is warranted. Evidence is needed on
the differential impact of interventions for various types of carers (including young carers and carers
from minority groups), and on the effectiveness of constituent parts in multicomponent programmes.
Further research triangulating qualitative and quantitative evidence on respite care is urgently required.
The overlap of primary studies was not formally investigated in our review, and this warrants future
evaluation.

Study registration: This study is registered as PROSPERO CRD42016033367.

Funding: The National Institute for Health Research Health Services and Delivery Research programme.
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Glossary

Bibliotherapy Defined by Wikipedia as ‘an expressive therapy that involves the reading of specific texts
with the purpose of healing. It uses an individual’s relationship to the content of the books and

poetry and other written words as therapy’ (see https:/en.wikipedia.org/wiki/Bibliotherapy) (reproduced
under the terms of the Creative Commons Attribution-ShareAlike 3.0 Unported License).

Caregiver’s Friend: Dealing with Dementia An intervention involving the delivery of positive caregiving
strategies via text and video.
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Plain English summary

he need to support people who care for others on an unpaid basis (known sometimes as informal care)

is now generally recognised. Effective support for carers might help to overcome difficulties relating to
their physical and mental health, burden and stress, ability and knowledge to cope, and overall well-being.
Good outcomes for carers may also benefit the person being cared for.

The purpose of this research was to update what is known about effective activities to support carers of ill,
disabled or older adults. We did this by searching for and summarising relevant information from recent
published research. We focused on high-quality reviews of research relevant to the UK health and social
care system. We asked a group of carers for feedback on our overall findings.

We found that there is no ‘one size fits all’ solution for support carers. Carers of people with dementia
might benefit from sharing their experiences with others, learning to think about problems differently,
meditation and computer-based support. Carers of people with cancer might try art-based activities or
counselling, or learn how their social surroundings can help with their feelings about problems. Counselling
may also assist carers of people with stroke. There was little information on the cost-effectiveness of
support for carers. Better-quality research is needed in the future, together with further work on whether or
not and how respite care might help carers.
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Scientific summary

Background

Policy and research interest in carers — those who provide support, on an unpaid basis, to ill, disabled or
older people to enable them to live in their own homes — has grown in importance over the past 30 years.
Since the first UK review of evidence on carers by Parker (Parker G. With Due Care and Attention: A Review
of Research on Informal Care. London: Family Policy Studies Centre; 1985), the national and international
body of research literature has grown substantially. Since 1995, the UK government has introduced
legislation and policy measures aimed specifically at carers, as well as setting up a cross-departmental
Standing Commission on Carers. In 2009, the Department of Health commissioned a meta-review for the
Standing Commission on Carers from the Social Policy Research Unit at the University of York to inform
their thinking about how best to improve outcome for carers, as well as identifying future research areas.
The aim of the review, published in 2010 (Parker G, Arksey H, Harden M. Meta-review of International
Evidence on Interventions to Support Carers. York: Social Policy Research Unit, University of York; 2010),
was to provide the Department of Health with an overview of the evidence base relating to the outcomes
and cost-effectiveness of support for carers of ill, disabled or older adults.

The overall conclusion of the meta-review was that the strongest evidence of effectiveness was in relation
to education, training and information for carers. These types of interventions — particularly when active
and targeted rather than passive and generic — appeared to increase carers’ knowledge and abilities as
carers. There was some suggestion that this might also improve carers’ mental health or their coping.
However, the review concluded that this latter possibility remained to be tested rigorously in research
specifically designed to do so and that explored both effectiveness and costs.

Beyond this, there was little convincing evidence about any of the interventions included in the reviews.
This does not mean that these interventions had no positive impact; rather, the review revealed poor-quality
primary research, often based on small numbers, testing interventions that had no theoretical underpinning,
with outcome measures that might have little relevance to the recipients of the interventions.

The National Institute for Health Research (NIHR) is keen to update the evidence in this area. Given the
increase in published evidence since the meta-review in 2010, and the introduction of the latest Care Act
in 2014 (Great Britain. Care Act 2014. Chapter 23. London: The Stationery Office; 2014), an updated
meta-review was considered helpful to inform both the NHS and future research commissioning in relation
to the needs of different types of carers and information about interventions to support carers.

Objectives

For this update, we assessed what is known about effective interventions to support carers of all ages
caring for adults who are ill, disabled or older. We adopted a pragmatic approach given the limited time
and resources available, adapting (as necessary) the methods adopted in the original meta-review.

Methods

We conducted a rapid meta-review of systematic reviews focusing on non-medical support interventions for
carers of ill, disabled or older adults (including those with dementia, learning disabilities and mental health
problems). Reviews of parent carers of disabled children were excluded. Outcomes of interest were any
relating directly to carers, and interventions had to bear relevance to the UK health and social care system.
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Database search strategies from the 2010 review were checked and updated. Updates were necessary for
some of the strategies to account for changes to the search interface or provider, or where new indexing
terms had been introduced or changed since the searches were last run in August 2009.

The searches were rerun in January 2016 on all of the databases searched in the original meta-review:
Applied Social Sciences Index and Abstracts, Cochrane Database of Systematic Reviews, Cumulative Index
to Nursing and Allied Health Literature, Database of Abstracts of Reviews of Effects (DARE), EMBASE,
Health Management Information Consortium, Health Technology Assessment database, MEDLINE,
MEDLINE In Process & Other Non-Indexed Citations, NHS Economic Evaluations Database, PsycINFO,
Social Care Online, Social Sciences Citation Index and Social Services Abstracts. In addition, PROSPERO
was searched to identify any recently completed systematic reviews.

As with the original meta-review in 2010, a study design search filter was used to limit the search to reviews
only, if an appropriate filter was available. When possible, searches were restricted to records added to the
database during the period 2009-16. All searches were restricted to English-language papers only.

Study selection and quality assessment

Search results were downloaded in EndNote X7.4 (Thomson Reuters, CA, USA) and split equally between two
reviewers for the screening of titles and abstracts to eliminate obviously irrelevant items. A 20% sample was
split equally between two additional reviewers to double screen. In addition, one reviewer used text-mining
software in EPPI-Reviewer 4 (Evidence for Policy and Practice Information and Co-ordinating Centre, University
of London, UK) to assess all of the records excluded at titles and abstracts stage to ensure that no relevant
records had been missed during the single reviewer initial screening stage.

Full-text copies were subsequently ordered or downloaded for potentially relevant records. We applied our
inclusion and exclusion criteria and used a Microsoft Excel® 2013 spreadsheet (Microsoft Corporation,
Redmond, WA, USA) to record full-paper screening decisions simultaneously for study selection and quality
assessment. This was carried out by two reviewers independently, with disagreements resolved by discussion
or the involvement of a third reviewer if necessary.

As well as selecting reviews based on the inclusion and exclusion criteria, we assessed the quality of
reviews to inform which were subject to full review.

We followed the approach and scoring for quality assessment used in the original meta-review adapted
from criteria developed by Egan et al. (Egan M, Tannahill C, Petticrew M, Thomas S. Psychosocial risk
factors in home and community settings and their associations with population health and health
inequalities: a systematic meta-review. BMC Public Health 2008;8:239). From the initial searches it was
clear that there had been substantial development in the volume, content and complexity of the literature
since the original meta-review was carried out in 2008. Over 100 reviews were selected for potential
inclusion in the update. As the average quality of reviews had improved, we decided to focus attention on
those reviews that would provide the most robust information. To achieve this, a number of post-protocol
decisions were discussed and agreed.

We refined the scoring system used in the original meta-review and introduced a second tier of criteria
based on the process for inclusion of systematic reviews on DARE (produced by the Centre for Reviews
and Dissemination) to further differentiate the better-quality reviews by splitting them into ‘high’ and
‘medium’ quality. We also excluded abstract-only publications.

Most of the reviews identified at this stage were about ill or disabled people with specific conditions or
impairment, for example dementia, stroke or cancer. Therefore, prior to data extraction of the included
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high-quality reviews, we grouped the reviews according to impairment or condition to establish any
discernible patterns and weightings in the evidence base.

Data extraction

We followed the approach to data extraction used in the 2010 review. After piloting the data collection
forms, we summarised the high-quality review characteristics by target carer group, sociodemographic
information, intervention (and comparator, when reported), outcomes, cost-effectiveness, number/study
design and location of included studies, and findings. We then recorded key information according to the
seven outcomes measured in the original meta-review, as follows: physical health, mental health, burden
and stress, coping, satisfaction, well-being or quality of life, ability and knowledge. We extracted basic
data for the medium-quality reviews, summarising the target carer groups, sociodemographic information,
interventions (and comparators, when reported), outcomes, cost-effectiveness, and number/study design
and location of included studies. For low-quality reviews, we recorded bibliographic detail only.

Synthesis

Given the substantial growth in volume and complexity of the literature since the original meta-review,

we adopted a pragmatic approach to the synthesis. To do this, we focused our synthesis primarily on the
included high-quality reviews, aiming to identify any intervention effect (positive or negative, derived from
narrative or quantitative synthesis), size of effect or heterogeneity, together with details of the population,
intervention/comparator and outcome. We discussed review quality, highlighting the better-quality primary
studies and particular findings of interest. We then summarised the medium- and low-quality reviews to
identify any differences from the high-quality reviews in terms of review coverage.

Public and patient engagement
We sought the views of four carers already known to us through previous work, who provided feedback
on draft findings. We then incorporated their views into our discussion.

We initially identified 103 systematic reviews; after applying our post-protocol quality threshold (based
on DARE), we included 61 reviews (27 of high quality, 25 of medium quality and nine of low quality).
One medium-quality review (included in the total) was identified through the text-mining exercise.
We excluded 38 reviews published in abstract form only, and four reviews with excluded interventions
(delirium and case management).

Patterns in the literature were similar to those in the original meta-review. Although the quality of reviews
had improved, primary study evidence remained limited in both quality and quantity. Among the high-quality
reviews, 14 focused on carers of people with dementia, four focused on carers of those with cancer, four
focused on carers of people with stroke, three focused on carers of those with various conditions at the end
of life and two focused on carers of people with mental health problems. Many primary studies originated

in the USA and Europe (including several in the UK). When sociodemographic data were reported, carers in
general were white, female and spouses or adult children, with the age at which they started their caregiving
roles ranging from their early forties up to at least 70 years.

A wide range of interventions was included. The details of what was delivered to control groups were
sparse or were not reported. Multicomponent interventions featured prominently, making it difficult to
identify causal relationships. Interventions generally focused on psychosocial or psychoeducational content,
education and skills training. Multiple outcomes were explored, primarily in mental health, burden and
stress, and well-being or quality of life. Negative effects found for respite care mirrored results from the
meta-review in 2010, a finding that contradicted the views of the carers who gave their views on our draft
report. No material differences in review topics were found across high-, medium- and low-quality reviews.
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SCIENTIFIC SUMMARY

As with the original work, we found very little information about the cost-effectiveness of any of the
interventions reviewed.

From the outset, it was clear that there was some overlap of primary studies in the reviews we included.

The effect of this overlap is difficult to judge without substantial additional analysis, but it could run the

risk of exaggerating effects from the undue influence of individual studies, and present difficulties arising
from contradictory assessments of the same study.

Conclusions and implications for practice

There is no ‘one size fits all’ intervention to support carers. However, what seems clear is that contact
with others outside the carers’ normal networks (whether professionals or other carers) may be beneficial,
regardless of how it is delivered. As shown in Table a, which draws on the most robust evidence in the
meta-review, there is potential for effective support in specific groups of carers. This includes shared
learning, cognitive reframing, meditation and computer-delivered psychosocial intervention for carers of
people with dementia, and psychosocial interventions, art therapy and counselling for carers of people
with cancer. Counselling may also help carers of people with stroke. The effectiveness of respite care
remains a paradox, given the apparent conflict between the empirical evidence and the views of carers.

TABLE a Best evidence for interventions that may have an effect on carers

Dementia Anxiety Cognitive reframing
Anxiety Psychosocial interventions (computer mediated)
Burden Educational interventions aimed at teaching skills
Burden Interdisciplinary education and support
Burden (although outcome not explicitly defined) Support groups
Burden and stress Cognitive reframing
Burden and stress Psychosocial interventions (computer mediated)
Depression Cognitive reframing
Depression Meditation-based interventions
Depression Psychosocial interventions (computer mediated)
Depression Support groups
Depression Telephone counselling

Cancer Mental health Art therapy
Physical distress Couples-based psychosocial interventions
Psychological distress Couples-based psychosocial interventions
Quality of life Psychosocial intervention based on problem solving

and communication skills

Quality of life: relationship functioning Counselling therapy

Stroke Family functioning Counselling
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Views of carers

We asked an advisory group of carers to give us their views on the draft findings of our work and we
incorporated their views into our discussion. We were particularly interested in whether or not they felt
that the interventions for which the reviews seemed to have found evidence were ones that carers might
find helpful.

These carers highlighted for us that carers of people with different conditions experience different caring
experiences and trajectories. Thus, what might be useful and effective for one sort of carer might not be
useful or effective for another. Similarly, what might be useful and effective at one stage in the trajectory
might not be useful or effective at another stage. This underlined the difficulty, as they saw it, of knowing
what a true ‘control’ carer or condition might be in a controlled research design.

They also felt that variations in caring situations and across carers made it difficult to see that a single
intervention could be the ‘answer’ in supporting carers. Rather, as one put it ‘because of the complexities
of the situations there is unlikely to be a one size fits all that will be right at any one time’. As a result,
she felt that any opportunity to engage with carers and the cared-for person might ‘just press the right
supportive button at that moment’ and, hence, a ‘pick-and-mix’ approach, whereby various support
options were on offer, would be the ideal.

All of the interventions that the high-quality reviews had suggested might have a positive effect on carers
were seen as acceptable, but the advisers pointed out that what was actually available to carers was
limited and incomplete, and that although education and training for the carer might have a part to play,
this was no substitute for ‘direct intervention on the carer’s own behalf’. They also raised the issue of the
value to carers of standard services, including respite, provided to the person they cared for.

Implications for research

More good-quality, theory-based, primary research is warranted. Evidence is needed on the differential
impact of interventions for types of carers, together with the effectiveness of constituent parts in
multicomponent programmes. Further research triangulating qualitative and quantitative evidence on
respite care is urgently required. The overlap of primary studies was not formally investigated in our review,
and this warrants future evaluation.

Study registration

This study is registered as PROSPERO CRD42016033367.

Funding

Funding for this study was provided by the Health Services and Delivery Research programme of the NIHR.
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Chapter 1 Background

Policy and research interest in carers — those who provide support, on an unpaid basis, to ill, disabled
or older people to enable them to live in their own homes — has grown in importance over the past
30 years. Since the first UK review of evidence on carers,’ the national and international body of research
literature has grown substantially. It now covers data on, inter alia, the prevalence of caregiving, the
impact and outcomes of caring on people with caregiving responsibilities, issues related to combining
paid work and care, and the effectiveness of support and services for carers. Although some studies cover
carers in general, others examine issues from the perspective of specific subgroups of carers, for example
older carers, children and young people who provide care, and carers of people with specific conditions.
Likewise, studies adopt different designs, ranging from randomised controlled trials (RCTs) to small-scale
qualitative pieces of work.

Since 1995, the UK government has introduced legislation and policy measures aimed specifically at carers,
as well as setting up the cross-departmental Standing Commission on Carers. The revised 2008 national
strategy for carers® contained the then-government’s 10-year vision for carers. The ‘next steps’ document,’
published 2 years later, outlined a cross-departmental approach to carers policy from identification to
support; this also highlighted the need to develop the evidence base on supporting carers. The document
pointed out that, although much is now known about the challenges that carers face and the impact

that caring can have, much less is known about how to improve outcomes for carers. In May 2016, NHS
England launched a toolkit*® to assist with identifying and assessing carer health and well-being as part of
its ongoing commitment to carers.®” The toolkit includes a template ‘Memorandum of Understanding’ to
help local partners work collaboratively to support carers.

In 2009, the Department of Health commissioned a meta-review for the Standing Commission on Carers
from the Social Policy Research Unit at the University of York to inform their thinking about how best to
improve outcome for carers, as well as identifying future research areas.®

The overall aim of that review was to provide the Department of Health with an overview of the evidence
base relating to the outcomes and cost-effectiveness of support for unpaid carers of ill, disabled or older
people. The specific objectives of the proposed study were:

® to undertake a scoping review of existing literature reviews, including systematic reviews, on support
and interventions for carers
to map out the extent, range and nature of the identified reviews on support and interventions for carers
to summarise the main findings of the identified reviews
to identify gaps and weaknesses in the evidence base.

The review encompassed carers of all ages (including children and young adults) supporting adults,
including those making the transition from children’s to adults’ services, but did not cover people
supporting adults with mental health problems except in the scoping work.

The review followed a protocol with inclusion and exclusion criteria, search terms, search strategy,
quality control tools and approach to data extraction and synthesis.

The following parameters for the review were used:

® include literature reviews published since 2000 to date and written in English only
no geographical restriction, that is, include reviews covering both national and international research
® include published reviews only, that is, exclude research in progress and grey literature.
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The overall conclusion of the meta-review was that the strongest evidence of effectiveness of any sort was
in relation to education, training and information for carers. These types of interventions — particularly
when active and targeted rather than passive and generic — appeared to increase carers’ knowledge and
abilities as carers. There was some suggestion that this might also improve carers’ mental health or their
coping; however, the review concluded that this possibility remained to be tested rigorously in research
specifically designed to do so and that explored both effectiveness and costs.

Beyond this, there was little convincing evidence about any of the interventions included in the reviews.
This was not the same as saying that these interventions had no positive impact. Rather, what the review
revealed was poor-quality primary research, often based on small numbers, testing interventions that had
no theoretical underpinning, with outcome measures that might have little relevance to the recipients of
the interventions.

The National Institute for Health Research (NIHR) is keen to update the evidence in this area. Given the
increase in published evidence since the original meta-review,® and the introduction of the latest Care Act
in 2014,° an updated meta-review was considered helpful to inform both the NHS and possible future
research commissioning in relation to the needs of different types of carers and information on types of
support interventions.

For the update, we set out to assess what is known about effective interventions to support carers of all

ages supporting adults who are ill, disabled or older. We adopted a pragmatic approach given the limited
time and resources available.
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Chapter 2 Methods

Introduction

We adapted, as necessary, the methods adopted in the original meta-review.®

Search strategy

The database search strategies from the original meta-review were checked and updated. Updates were
necessary for some of the strategies to account for changes to the search interface or provider, or where
new indexing terms had been introduced or changed since the searches were last run in August 2009.

The searches were rerun in January 2016 on all of the databases searched in the original meta-review:
Applied Social Sciences Index and Abstracts (ASSIA), Cochrane Database of Systematic Reviews, Cumulative
Index to Nursing and Allied Health Literature (CINAHL), Database of Abstracts of Reviews of Effects (DARE),
EMBASE, Health Management Information Consortium (HMIC), Health Technology Assessment database,
MEDLINE, MEDLINE In Process & Other Non-Indexed Citations, NHS Economic Evaluations Database,
PsycINFO, Social Care Online, Social Sciences Citation Index (SSCI) and Social Services Abstracts. In addition,
PROSPERO was searched to identify any recently completed systematic reviews.

As with the original meta-review, a study design search filter was used to limit the search to reviews only,
if an appropriate filter was available. When possible, searches were restricted to records added to the
database during the period 2009-16. All searches were restricted to English-language papers only.

Owing to the higher than anticipated volume of hits from the database searches and the time constraints
of the project, we did not undertake any supplementary searches.

The records retrieved from each database were downloaded and imported into EndNote X7.4

(Thomson Reuters, CA, USA) for deduplication. The records were then further deduplicated against the
EndNote library containing the original results from the 2009 searches. The total number of results after
the deduplication process was 10,094. A further 72 results of potentially relevant systematic reviews were
found from PROSPERO.

The search strategies and results for each database can be found in Appendix 1.

Study selection and quality assessment

The search results were downloaded in EndNote X7.4 and split equally between two reviewers, who
screened the titles and abstracts to eliminate obviously irrelevant items. A 20% sample was split equally
between two additional reviewers to double screen. In addition, one reviewer used text-mining software in
EPPI-Reviewer 4 (Evidence for Policy and Practice Information and Co-ordinating Centre, Social Science
Research Unit, Institute of Education, University of London, UK) to assess all of the records excluded at titles
and abstracts stage to ensure that no relevant records had been missed during the single reviewer initial
screening stage. Full-text copies were subsequently ordered or downloaded for potentially relevant records.
We applied a cut-off date of 31 March 2016 for the receipt of full papers that had been ordered. We used
a Microsoft Excel® 2013 (Microsoft Corporation, Redmond, WA, USA) spreadsheet to record full-paper screening
decisions simultaneously for study selection and quality assessment, using the inclusion/exclusion criteria in
Table 1 and the quality assessment criteria in Box 1 (taken largely from the original meta-review).?
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METHODS

TABLE 1 Inclusion and exclusion criteria

Population of interest

e Carers of all ages (including children and young adults)
supporting any adults (aged > 18 years), including
those with dementia, learning disabilities and mental
health problems

e Carers from any majority or minority group

Types of interventions

®  Primarily aimed at carers (rather than at patients/
care recipients)
e Single- or multicomponent

Geographical coverage

® Systematic reviews drawing on primary data from
studies in any country, if the nature of the intervention
could be transferable to the UK health and social
care system

Language
® Reviews published in English
Period of interest

e Systematic reviews published from January 2009
onwards

Type of literature review

e Published systematic literature reviews (addressing
effectiveness, where carers are primary sample and
primary outcomes for carers are reported)

e Published meta-analysis (addressing effectiveness,
where carers are primary sample and primary outcomes
for carers are reported)

e Cochrane Collaboration methodology

Parent carers of disabled children (note: review does
cover transition from children’s services to adult services)

Primarily aimed at patients/care recipients, but from
which carers might benefit
Medical/pharmacological

Systematic reviews drawing on primary data from
studies in any country, where the nature of the
intervention could not be transferable to the UK health
and social care system, for example because of
substantially different funding issues or culture

Reviews not published in English

Systematic reviews published prior to January 2009

Unsystematic literature reviews (unless covering areas

where systematic review evidence is not available, and
then reported separately as another form of evidence)
Report of single primary research studies

Grey literature

Research in progress

Reproduced from Parker et al.® with permission from the Social Policy Research Unit, University of York.

The screening of full papers was carried out by two reviewers independently, with disagreements resolved by

discussion or the involvement of a third reviewer if necessary.

As well as selecting reviews based on the inclusion and exclusion criteria, we assessed the quality of the

reviews to inform which were subject to full review.

The quality assessment criteria that we used (see Box 1) are adapted from those developed by Egan et al.™
in their systematic meta-review of psychosocial risk factors in home and community settings. These criteria
had themselves been adapted for epidemiological reviews from two critical appraisal guides: the University
of York's Centre for Reviews and Dissemination’s (CRD) DARE criteria for quality assessment of reviews'’
and a systematic review tool created by Oxman and Guyatt.'

The first review, as commissioned by the Department of Health, did not include the carers of adults with
mental health problems, except in the scoping work.® The main reason for this was the very different
nature of the literature in this area. The concept of ‘carers’ for adults with mental health problems,

even when these problems are severe and enduring, is more difficult to define than in other areas, and in
some parts of the literature it remains contested. This difficulty is reflected in the nature of interventions
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BOX 1 Quality assessment criteria

The set of criteria applied to relevant reviews embodies seven questions:

. Is there a well-defined question?

. Is there a defined search strategy?

. Are inclusion/exclusion criteria stated?

. Are study designs and number of studies clearly stated?

. Have the primary studies been quality assessed?

. Have the studies been appropriately synthesised?

. Has more than one person been involved at each stage of the review process?

N O U~ WN -

The criteria are scored as follows: yes = 1; in part =0.5; and no or not stated = 0. High-scoring reviews
(i.e. those reviews that scored > 4) will go forward for full data extraction for the meta-review. Only brief
summary information will be extracted from reviews of lower quality (i.e. those scoring < 4).

Reproduced from Parker et al.,® with permission from the Social Policy Research Unit, University of York.

evaluated; although these may be targeted at family members, their intended outcome is usually improved
mental health for the adult being supported. The literature can also encompass interventions for people
with drug and alcohol dependencies, which raises the same issue: that although interventions may have an
impact on family members (or ‘carers’), this is not usually their primary purpose. We have discussed these
challenges and complexities in reviewing this area elsewhere.’'* However, the search strategies for the
first review did not exclude interventions for carers of adults with mental health problems, so that the likely
size of the evidence base could be estimated. No reviews focused on carers in this area were actually
identified in the first review.®

We took the same approach to searching in the updated review, to allow us to see whether or not the
evidence base had grown. This time we did find reviews in this area, which we included in the updated
work reported here. However, the issues relating to the definitions of ‘carers’ in this field, and the nature
of intervention, remain.

Post-protocol decisions prior to data extraction

From the initial searches and selection, it was clear that there had been substantial development in the
volume, content and complexity of the literature since the original meta-review was carried out in 2010.
Consequently, > 100 reviews were selected for potential inclusion in the update. It appeared that the
average quality of reviews identified had improved since the first review, which potentially offered the
opportunity for a ‘best evidence’ approach. Given the time and resource available, we needed to find a
way to focus attention on those reviews that would provide the most robust information. Therefore, we
revisited a number of decisions from the original protocol to focus our work.

The following post-protocol issues were discussed and agreed.
1. Review protocols were excluded on the basis that:

i. in their current form they were not a published systematic review and, therefore, they failed to meet
our inclusion criteria

ii. CRD’s PROSPERO database had been searched to locate publications from relevant protocols
(we contacted the authors of such protocols but there were no available publications)

iii. for older protocols we would expect our search strategy to have picked up relevant publications
(given that not everything is registered on PROSPERO).
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2. Conference abstracts were excluded on the basis that:

i. in their current form they were not a full systematic review publication and, therefore, they failed to
meet our inclusion criteria
ii. they did not provide sufficient detail to allow them to be assessed for inclusion
iii. we were confident that our robust search strategy would have identified any relevant reviews
underpinning these conference abstracts.

3. We found one review' of interventions for carers of people with delirium. After discussion, we excluded
this on the basis that delirium is an acute condition that would be expected to resolve. ‘Carers’ of people
with delirium might thus be so for a very short period of time, whereas the focus of our work, and of
NIHR's interest, was on people who carry caring responsibility over an extended period.

4. We also found three reviews'®"® of case or care management. Although these examined outcomes for
carers, they were excluded for two reasons:

i. Case or care management, as currently understood in the UK context, is less an intervention and
more a framework within which needs are identified and assessed, care is planned, interventions
and services are delivered and ongoing needs are monitored. Any type or number of specific
interventions or services (or none), both for the ill or disabled person and (less frequently) the carer,
might thus be delivered as a result of receiving case/care management.

ii. The focus of case/care management is the ill or disabled person, albeit that the carer’s needs might
also be considered during assessment and care planning.

The growth in the literature since the first review posed other challenges; for example, there were reviews
that dealt with dyad interventions, interventions directed at the ill or disabled person and/or carers, and
multiple-component interventions. There was also the issue of geographic coverage, whereby it was not
clear if interventions or delivery contexts were fully transferable to UK health and social care systems. We
also encountered the issue, evident in the original meta-review, of reviews in which the main focus was
not on outcomes for the carer, but such outcomes were reported. We discussed these issues prior to data
extraction and agreed a consistent way forward on whether to include or exclude. We included reviews of
interventions aimed at patient-carer dyads only when carer outcomes were reported separately. When
carer outcomes were reported but were not the main focus, a judgement was made as to the usefulness
of this contribution to our meta-review. In relation to geographic applicability, we focused on reviews of
interventions from developed countries with similar health-care systems, regardless of any differences in
payment arrangements. We included multicomponent interventions on the basis that identifying the
differential effectiveness of component parts may be limited to what was reported by the review authors.

Applying the adapted quality assessment criteria and scoring system by Egan et al.” used in the original
meta-review revealed 61 high-quality systematic reviews. This was a larger proportion than expected.
However, we noted that a review could achieve high-quality status using this system on the basis of
adequate reporting of research question, search strategy, inclusion criteria and study designs/numbers
but with insufficient attention to quality assessment, synthesis and transparency in the review process.
Reviews with such shortcomings would be scrutinised closely for overall reliability, or may fail altogether
the criteria for inclusion in DARE. DARE is a database of quality-assessed systematic reviews meeting
specific criteria that was produced by the CRD, University of York; included are reviews that evaluate the
effects of health and social care interventions, including delivery and organisation of services. Full details
of the DARE process are available.” Therefore, we decided to refine the scoring system in the original
meta-review and introduce a second tier of criteria (using the quality threshold for DARE) to further
differentiate the ‘high’-quality reviews by splitting them into ‘high” and ‘medium’ quality.

To be classed as ‘high’ quality, reviews had to reach a minimum score of 4 points, comprising (as mandatory)

1 point each for inclusion criteria, search strategy and synthesis and, additionally, 1 point for either quality
assessment or number/design of included studies.
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Most of the reviews identified at this stage were about ill or disabled people with specific conditions or
impairment, for example dementia, stroke or cancer. Therefore, prior to data extraction of the included
high-quality reviews, we grouped them according to impairment or condition to establish any discernible
patterns and weightings in the evidence base. After this, we examined the distribution of reviews, by
quality and by condition/impairment. This allowed us to adopt a ‘best evidence available’ approach to each
of the condition/impairment areas identified.

Twenty-seven reviews were reclassified as high quality and progressed to detailed data extraction.

The remaining 25 reviews (i.e. those that were high quality using the adapted Egan et al.™ criteria but
failed to meet the threshold for inclusion on DARE) were classed as medium quality, and we proceeded to
basic data extraction. Bibliographic details were provided for nine reviews of low quality (using the adapted
Egan et al.'® criteria).

Data extraction

We followed the approach to data extraction used in the original meta-review.? For data extraction of

high- and medium-quality reviews, we developed and piloted data collection forms for the first 11 reviews.
For high-quality reviews, we summarised the review characteristics by target carer group, sociodemographic
information, intervention (and comparator, when reported), outcomes, cost-effectiveness, number/study
design and location of included studies, and findings. We then recorded key information according to the
seven outcomes measured in the original meta-review, as follows: physical health, mental health, burden
and stress, coping, satisfaction, well-being or quality of life, ability and knowledge. When it was unclear
where best to place the review authors’ description of the outcome in our list of seven categories, this was
discussed and agreed between two reviewers. For basic data extraction of medium-quality reviews, we
summarised target carer groups, sociodemographic information, interventions (and comparators, when
reported), a brief summary of outcomes measured, cost-effectiveness, number/study design and location

of included studies. All data extraction forms were constructed as Microsoft Word® 2013 (Microsoft
Corporation, Redmond, WA, USA) tables. For low-quality reviews, we recorded bibliographic detail only.
Data extraction was carried out by one reviewer and checked by a second. Appendix 2 provides a summary
of review characteristics for the high-quality reviews. All other data extraction tables are available on request.

Synthesis

Given the substantial growth in volume and complexity of the literature since the original meta-review,?
we adopted a pragmatic approach to the synthesis. We focused our synthesis primarily on the included
high-quality reviews, aiming to identify any intervention effect (positive or negative, derived from

narrative or quantitative synthesis), size of effect or heterogeneity, together with details of the population,
intervention/comparator and outcome. We followed with a discussion of review quality, (when possible)
highlighting the better-quality primary studies relating to any findings of interest. We then summarised
information from the medium- and low-quality reviews to establish any material differences from the
high-quality reviews in terms of review coverage.

Public and patient engagement

We engaged early with a group of carers who were known to us and were willing to give their views on
the overall findings of our review. We had originally intended to involve the carers at an earlier stage of
the work. However, discussion with the carers suggested that it was a better use of their time to ask them
to comment on the draft findings, rather than to ask them to come to meetings in which they would be
involved in a process that, because we were updating a previous meta-review, had relatively little scope for
change and was largely technical.
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METHODS

A draft version of the report was sent to four individuals who had agreed to help, all of whom were
female relatives (spouses and daughters) of people with different types of dementia. All were aged

< 70 years. We provided them with a short brief on the purpose of the project and how we thought they
might be able to help put the results into context, and asked them to share their views within 4 weeks.
We offered the carers various options for feeding back their views: meeting the research team over a cup
of coffee, talking to a researcher over the telephone or providing written comments. All chose to provide
written comments via e-mail. In the end, however, only two of the carers were able to return comments in
the time available.
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e initially identified 103 systematic reviews. Applying our post-protocol decision on a higher threshold
for quality assessment (based on DARE), we finally included 61 reviews (27 of high quality, 25 of
medium quality and nine of low quality). One of the 25 medium-quality reviews was identified through
the text-mining exercise. We excluded 38 reviews only published in abstract form and four reviews with
excluded interventions (delirium and case management). figure 1 provides details.

Unique references from databases ] Additional references from PROSPERO

Titles and abstracts
manually screened

i Text mining of excluded
! references from manual
screening of database
yielding references of
potential interest

Excluded titles and abstracts
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Unobtainable publications
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¢ Excluded interventions,
e Abstracts,
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' Missed by manual | Included systematic
1 screening but included reviews
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High-quality reviews ] [ Medium-quality reviews ] [ Low-quality reviews
a

The Preferred Reporting Items for Systematic Reviews and Meta-Analyses flow chart.
a, One review had two publications.
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RESULTS

In this chapter, we start by presenting the results from reviews we defined as high quality. We have grouped
the findings from different reviews in relation to impact on carers’ physical health, mental health, burden and
stress, coping, satisfaction (with the intervention), well-being or quality of life, and ability and knowledge.
We further subgroup according to the condition of the person the carer was helping. We conclude with a
summary on the cost-effectiveness of interventions to support carers, followed by a summary of conclusions
drawn by the reviews. The full details of all of the included high-quality reviews are given in Tables 2-9

and Appendix 2. To complete the evidence picture, we then outline the other reviews classed as medium
quality (see Table 10) and low quality (see Table 11), highlighting any substantive differences from the
high-quality reviews in terms of types of carers, interventions and outcomes. The full bibliographic details are
included in the References.

Overview of the high-quality reviews

Twenty-seven high-quality reviews (28 papers) (including eight Cochrane reviews) were included in this
meta-review.'>* The details of the quality scoring of these reviews are given in Table 2.

Of the reviews, 14'°3? focused on interventions for carers of people with dementia, four®*-¢ focused on
carers of people with cancer, four”” ' focused on carers of people with stroke, three**** focused on carers
of people with various conditions at the end of life and two*“® focused on carers of people with mental
health problems. Not all reviews reported the geographic location of the included primary studies. When
this was reported, coverage was worldwide. Many studies originated in the USA and Europe (including
several in the UK). When sociodemographic data were reported, carers in general were white, female and
spouses or adult children, with the age at which they started their caregiving roles ranging from their early
forties up to at least 70 years.

In general, the review characteristics were highly variable. When data were extracted on statistical heterogeneity,
this is reported (focusing on where intervention effects are indicated) in the results that follow.

A wide range of interventions was included (see Appendix 2 and Tables 3-9). Multicomponent interventions
were the focus in many reviews; those with psychosocial or psychoeducational content featured

prominently, 343846 a5 did those containing education and/or communication skills training.?'2426:404445 Qther
(more specific) interventions included stroke liaison workers,* volunteer mentoring,3 meditation-based
activity,? art-making classes® and home-based exercise.? Control or comparator groups (when reported)
were usual care, no control, other active intervention, wait list or placebo. The details of what was delivered
to control groups were sparse or were not reported. Many different outcome measures were reported

(see Appendix 2 and Tables 3-9).

Quality of the primary studies

A quality assessment of primary studies was carried out in 2592233335 of the 27 included reviews.

In most cases, it was possible to determine at least the overall quality of the included studies. However,
Shoenmakers et al.*° applied quality assessment only as an inclusion criterion and did not report further on
the quality of the primary studies. In Ellis et al.,* only selective coding was carried out, making it impossible
to gauge the overall quality. In Eggenberger et al.,?" quality assessment criteria were presented in the paper,
but detailed results were not. Similarly, in Macleod et al.,* risk of bias was reported to have been assessed,
but the results of this were not presented. Two reviews?*** did not perform any quality assessment of
primary studies.

When it was possible to determine from results reported in the reviews, the methodological quality of
primary studies was variable. In reviews targeting carers of people with dementia, only one?® specifically
reported that all of the included studies had a low risk of bias.?® A majority of studies in another review®
was reported as being of high or moderate quality, and a further review presented an average quality
score of 75 out of 100.32 In other reviews, the quality of primary studies appeared to be moderate,?*?>?°
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variable'?"?8 or very low.?” One review described overall quality as satisfactory;®' another reported
separately on the quality of primary studies for different outcomes (overall low to moderate).?* In reviews
targeting carers of people with cancer, one®® suggested that studies were of moderate quality, one®
reported moderate to strong evidence® and one*® reported fair to good-quality evidence.*® Limitations and
variable study quality were also reported in reviews of interventions for carers of people with stroke.?’-384041
Reviews addressing carers of people with various conditions at the end of life indicated studies of unclear
quality,” mixed-quality studies*® or studies at serious risk of bias, particularly in those focusing on carer
outcomes.* Low- to moderate-quality primary studies were reported in one review*® focusing on carers of
people with mental health problems.*

Approach to synthesis

In most reviews, the analysis was grouped by intervention or outcome. The multicomponent nature of many
interventions meant that it was difficult to identify causal relationships. Eleven reviews undertook narrative
synthesis'921723283235364345 and six undertook quantitative synthesis.?%26:27:2930.34 Ten revigws?425313337-4246
contributed both narrative and quantitative syntheses. Two references®-* relate to the same review.

Overlap of primary studies

From the outset, it was clear that there was some overlap of primary studies in the reviews we included.

The effect of this overlap is difficult to judge without substantial additional analysis, but it could run the

risk of exaggerating effects from the undue influence of individual studies, and present difficulties arising
from contradictory assessments of the same study.

Carer outcomes

Physical health

Evidence about carers’ physical health was reported in seven reviews (in eight papers).28343537-39.4243 physica|
health (when defined) included physical distress, physical functioning, somatic complaints, perceived or
subjective health status and sleep improvement. Some formal outcome measures were reported. All results
are presented in Table 3.

Carers of people with dementia

A narrative synthesis in McKechnie et al.,?® focusing on computer-mediated psychosocial interventions
(with or without professional support), reported no intervention effects on the physical health outcome for
carers (two studies, both of medium quality). Physical health was not defined in this review, but outcome
measures were reported, such as the Health Status Questionnaire-12 and the Caregiver Health and Health
Behaviours Scale.

Carers of people with cancer

Two reviews**** reported improved physical health outcomes for carers of people with cancer 3**

In Regan et al.,*® a narrative synthesis showed reductions in physical distress following couples-based
psychosocial support involving disease management, psychoeducation, telephone counselling and the
development of family coping skills (two studies, one of strong and one of moderate quality). In Northouse
et al.,>* a meta-analysis revealed a small statistically significant intervention effect for physical functioning
(a range of self-care behaviours and sleep quality) beyond 3 months from the delivery of multicomponent
psychoeducation activities (six studies, quality not reported).

Carers of people with stroke

Two reviews* 3 provided narrative and quantitative syntheses, neither of which revealed any significant
group differences or intervention effects on the physical health of carers of people with stroke. Across

the reviews, physical health was defined as physical functioning, somatic complaints and carer subjective
health status. Interventions in these reviews were dissimilar (the first review focused on multicomponent
psychosocial activities; the second review focused on stroke liaison workers). In Ellis et al.,*® a large proportion
(15 out of 16) of included studies was used in the meta-analysis (quality scores were not reported).
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Carers of people with various conditions at the end of life

Two reviews*# provided narrative syntheses for physical health outcomes. When defined beyond general
health, physical health included sleep quality; outcome measures included Short-Form questionnaire-36 items
(SF-36) subscales, General Health Questionnaire (GHQ)-12 and GHQ-28, and specific sleep quality measures.
The results generally showed no improvements or showed conflicting results. However, in Gomes et al.** there
was a statistically significant effect for physical functioning following home palliative care (not defined further)
in two studies (at unclear or high risk of bias).

Carers of people with mental health problems
No reviews were identified that addressed physical health for carers of people with mental health problems.

Carers’ mental health was a frequently reported outcome in the 24 included reviews.'92527-35,37743.4546

Mental health was variably defined (when reported). The terms depression, anxiety, psychological distress and
self-efficacy were commonly used. Some reviews defined the outcome more broadly as psychological well-
being or carer mental health. The outcome measures were generally well reported and diverse. Frequently
used measures were the Centre for Epidemiologic Studies Depression Scale (CES-D), Brief Symptom Inventory,
Beck Depression Inventory, Hospital Anxiety and Depression Scale (HADS) and the GHQ-12 and GHQ-28. The
following results focus primarily on the detail for positive intervention effects. Providing further detail on
reviews showing no significant effects for mental health outcomes was not considered to be informative, but
a brief summary of results from these reviews is provided below. All results are reported in Table 4.

Carers of people with dementia

The reviews of interventions for carers of people with dementia focused mainly on depression, anxiety

and self-efficacy. These outcomes are highlighted in the following sections. Other outcomes analysed were
psychological distress, psychological well-being, carer mental health and general mental health.

Depression

Narrative syntheses revealed positive intervention effects on depression in Eggenberger et al.?" following a
home-care education intervention with professional support (one good-quality study); Boots et al.,' relating
to web-based carer support interventions (two studies, one of higher quality and one of lower quality);
Godwin et al.,?? focusing on the Caregiver's Friend: Dealing with Dementia (involving the delivery of positive
caregiving strategies via text and video) or Resources for Enhancing Alzheimer’s Caregiver Health (REACH)
interventions (two studies, quality not reported); Hurley et al.,”® relating to meditation-based interventions
(five studies, although the results were mixed at follow-up; all of moderate quality); Lins et al.,* for combined
telephone counselling, video sessions and workbook (one moderate-quality study); McKechnie et al.,?® for
computer-mediated interventions (four studies, all of high quality); and Smith and Greenwood,* for anxiety
and depression after a befriending intervention (one study after 15 months, of high quality). Quantitative
syntheses showed statistically significant positive intervention effects on depression in Jensen et al.,*
following educational interventions (two studies, one of high quality and one of low quality; no evidence of
statistical heterogeneity at 2= 0%); Vernooij-Dassen et al.,*" in relation to cognitive reframing (six studies,
all of which had some methodological limitations); Chien et al.,?° for carer support groups (17 studies with
high statistical heterogeneity at 2= 86.03%; six studies maintained the effect at 1-3 months’ follow-up;
the studies were of moderate to high quality); and Lins et al.,?> for depressive symptoms after telephone
counselling (three studies of moderate quality; no evidence of statistical heterogeneity at 2 = 0%).

Anxiety

Narrative syntheses showed positive intervention effects for anxiety in Godwin et al.?> focusing on the
Caregiver's Friend and REACH interventions (number of studies unclear, no quality reported); and
McKechnie et al.?® after computer-mediated interventions (two studies of high quality). Quantitative
syntheses showed statistically significant positive intervention effects for anxiety in Vernooij-Dassen et al.*"
following cognitive reframing interventions (four studies, all of which had some methodological limitations).
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Self-efficacy

Narrative syntheses showed a small positive intervention effect for self-efficacy in Boots et al.’® after
internet-based support interventions (four studies, one of high quality and three of low quality). In Lins
et al.,”® there were generally mixed effects, but positive effects were noted in the contro/ group (four
studies of telephone counselling with or without additional intervention, all of mixed quality).

Other reviews?”?*¥ reported mixed, inconclusive or non-significant results for mental health outcomes.
No negative intervention effects were reported.

Carers of people with cancer

Improvement in psychological distress was reported in Regan et al.* after couples-based psychosocial

help (seven studies; intervention vs. control or within groups from baseline; moderate to strong quality).
Statistically significant pooled effects were reported for reductions in anxiety following art therapy in Lang
and Lim*? (two studies of moderate quality) and in Northouse et al.** for distress and anxiety in the first

6 months after psychoeducation interventions, which then increased from small to moderate at beyond

6 months (16 studies, quality not reported). In the same review, a similar positive and statistically
significant intervention effect was reported for improved self-efficacy (eight studies, quality not reported)
and small, non-statistically significant intervention effects were recorded for depression (18 studies, quality
not reported).

Carers of people with stroke

Interventions aiming to improve mental health for carers of people with stroke mainly included
psychoeducation and/or counselling, social support and problem-solving, and information provision. There
were generally no significant findings and/or the findings were inconsistent.*”*" When reported, the overall
quality of primary studies in these reviews was variable or fair. Legg et al.*! reported a statistically significant
reduction in depression following an intervention focusing on ‘teaching procedural knowledge’ (formal
multidisciplinary training of caregiver in the prevention and management of common problems related to
stroke) (one study of higher quality). In Forster et al.* there was a statistically significant reduction in
depression in the active information provision intervention group (one study at some risk of bias).

Carers of people with various conditions at the end of life

Home palliative care and other multicomponent interventions were used to target mental health in carers
of people with various conditions at the end of life. Gomes et al.** suggested that a reinforced version of
home palliative care (comprising added brief psychoeducation delivered by care advisors) had a positive
effect on carer distress (one study of lower quality). A meta-analysis in Candy et al.** showed reductions
in psychological distress at the end of interventions comprising multiple components (eight studies; no
evidence of statistical heterogeneity at 2 = 0%; low-quality evidence).

Carers of people with mental health problems

In Macleod et al.,** improvements were reported for depression following family interventions (one study,
quality not reported), for mood following a mutual support intervention (one study, quality not reported),
and for anxiety and distress following supportive family education (two studies, quality not reported); all
interventions actively involved carers (e.g. through family education and mutual support assisted by mental
health nurses). In addition, statistically significant effects were reported in Yesufu-Udechuku et al.*¢ for
psychological distress after 6 months’ follow-up of psychoeducation (one study of high quality) and up
to 6 months’ follow-up after a support group intervention (one study of low quality). In the same review,
problem-solving bibliotherapy [not defined by the review, but a definition can be found in Wikipedia®’
(see Glossary)] was found to be effective in reducing psychological distress up to 6 months’ follow-up
(one study of moderate quality).

There were no effects on somatic symptoms, anxiety, insomnia, social dysfunction or severe depression
following an education intervention in Macleod et al.** (one study, quality not reported). Similarly, absence
of intervention effect was reported in Yesufu-Udechuku et al.* for psychoeducation up to 6 months with
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or without support (three studies of low quality), and following a self-management intervention (one study
of moderate quality) for psychological distress.

Carer burden and stress was reported in 21 reviews (22 papers).'9-31:33:34.37.38.4041.43.4546

Burden and stress were not well-defined outcomes in most reviews, but various outcome measures were
reported: the Zarit Burden Scale, the Caregiver Appraisal Inventory, the Caregiver Strain Index (CSl) and
others. The measurement tools used in respect of burden were fairly consistent across the reviews.

All results are reported in Table 5.

Carers of people with dementia

For carer burden, narrative syntheses showed statistically significant pre—post intervention reductions
(although mixed results at follow-up) for meditation-based interventions in Hurley et al.% (three studies of
seemingly low to moderate quality). Reductions in burden were found for both intervention and control
groups in Lins et al.?® following telephone counselling without additional intervention (one study at low to
unclear risk of bias). Stress and burden were reduced following computer-mediated interventions in
McKechnie et al.?® (five medium- to high-quality studies out of nine in total; the remaining studies had
inconsistent findings).

Quantitative syntheses similarly revealed positive intervention effects on carer burden. In Jensen et al.,*

a moderate reduction was observed following education interventions (five studies; moderate statistical
heterogeneity at 2 =40%; moderate quality), with shorter interventions showing greater effect than longer
interventions (no statistical heterogeneity at ” = 0%). Physical activity was favoured over usual care in
Orgeta and Miranda-Castillo?® (two studies; no statistical heterogeneity at 2= 0%; unclear/low risk of bias).
In Marim et al.,?® education and support interventions were favoured over usual care, and the effect was
statistically significant when four homogenous studies remained in the meta-analysis (low risk of bias).
Mixed or inconsistent effects were reported for communication skills training interventions in Eggenberger
et al.,”" and for internet-based support interventions in Boots et al.’® No intervention effects were reported
for respite care in Maayan et al.,” for cognitive reframing interventions in Vernooij-Dassen et al.3" or for
psychosocial interventions in Schoenmakers et al.*® An adverse intervention effect was noted for respite
care with a statistically significant increase in carer burden in Schoenmakers et al.* (two studies; no
statistical heterogeneity at 2= 0%; quality not reported).

Other outcomes and results were reported. Decreases in carer stress were reported as a result of the
control condition (polarity therapy) in Maayan et al.*’ (one study at largely unclear risk of bias), and stress
or distress was reduced in Vernooij-Dassen et al.,*' favouring multiple types of cognitive reframing
interventions (four studies, all with some methodological limitations), although the analysis was driven by
one large study. In Godwin et al.?* (quality not reported), carer strain was significantly reduced following
the Caregiver’s Friend intervention; a small significant decrease in stress and strain was also observed

as a result of internet-based support in Boots et al.’ (one study of moderate quality). In Chien et al.,*

a statistically significant effect (outcome not explicitly defined) was reported as a result of carer support
groups (24 studies; low statistical heterogeneity at 2= 12.59%; moderate to high quality), and this
appeared to be sustained over time (six studies). The remaining results for other outcomes were mixed
or inconsistent.

Carers of people with cancer

In Lang and Lim,* two types of art-based therapy resulted in clinically significant (one study) or statistically
significant (one study) reductions in family carers’ stress from baseline (both studies were reported to be of
moderate quality). Furthermore, in Northouse et al.,** a meta-analysis showed an overall small but
significant decrease in carer burden following interventions comprising information or skills building,
relationship management or self-care (11 studies, quality not reported), and this effect was sustained up to
6 months post intervention (five studies).
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Carers of people with stroke

An intervention focusing on vocational training (teaching procedural knowledge) resulted in statistically
significant reductions in stress or strain, compared with a control group, in Legg et al.*' (one study, largely
at low risk of bias). In the same review, no significant differences in global measures of stress, strain or
distress were reported following interventions containing support and information or psychoeducational
activities. Further absence of effect or inconsistent findings were noted for carer burden in Cheng et al.*’3®
in relation to psychoeducation and counselling or psychosocial interventions, or from information giving
(passive or active) in Forster et al.*

Carers of people with various conditions at the end of life

Conflicting results for carer burden were observed in Gomes et al.** comparing home palliative care with
usual care (three studies) or reinforced home palliative care (comprising added brief psychoeducation
delivered by care advisors) versus standard home palliative care (three studies).

Carers of people with mental health problems

In Macleod et al.,** carer burden was reduced following behavioural family therapy (six studies), community
support services comprising assertive community treatment (two studies), clinical case management

(one study), home counselling (one study), multidisciplinary support (one study) and mutual support
groups (two studies). In the same review, mixed or inconsistent findings for carer burden were reported
following cognitive—behavioural family therapy (five studies), education interventions (five studies), day-care
services (three studies) and supportive family education (six studies); however, supportive family education
was associated with reduced carer stress (one study). The quality of primary studies appeared to have

been assessed, but the results of this were not reported in this review. There were no statistically
significant differences between practitioner-delivered and postal psychoeducation from one study in
Yesufu-Udechuku et al.*®

Coping outcomes for carers were reported in nine reviews,'2731323433424345 Definitions of coping

(when reported) varied. These included coping skills; strategies (including problem-solving and reduction
of ineffective coping such as avoidance and denial); caregiving competence; perceived affective and
confidant support; ability to achieve previously set objectives; confidence in caregiving skills; and control
of worry, loneliness and reliance on support systems. Some outcome measures were reported, including
the Caregiver Burden Index, the CSI and the subscale of the Duke UC Functional Support Questionnaire.
All results are reported in Table 6.

Carers of people with dementia

In Boots et al.," a small improvement in the ability to achieve previously set objectives was reported

(one study of low quality), together with positive effects in coping skills (two studies of low quality) and
confidence in caregiving skills (three studies of low quality). Smith and Greenwood?? reported that one
gualitative study (seemingly of moderate quality) of telephone peer support showed an increase in coping
skills and caregiving competence, together with reduced loneliness and reliance on other forms of social
support. It was unclear if the latter results applied only to carers of people with dementia.

Reviews conducted by Maayan et al.?’ on respite care and by Vernooij-Dassen et al.>' on cognitive
reframing reported no significant intervention effects on coping outcomes.

Carers of people with cancer

Moderate and statistically significant intervention effects on coping strategies were reported up to and

beyond 6 months after psychoeducation in Northouse et al.>* (10 studies, quality not reported). Greater
improvements in communication between couples were reported following couples-based psychosocial
interventions in Regan et al.* (two studies of moderate to strong quality).
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Carers of people with stroke
No reviews were identified that focused on coping outcomes for carers of people with stroke.

Carers of people with various conditions at the end of life

Two studies in Gomes et al.,** focusing on reinforced versus standard home palliative care, and seven
studies in Candy et al.,** looking at multicomponent education and support, failed to show statistically
significant intervention effects on carer coping.

Carers of people with mental health problems

Conflicting results for carer coping were reported in Macleod et al.** in respect of family interventions, with
improvements following behavioural family therapy (two studies) and an intervention based on Atkinson
and Coia’s framework (comprising 20 hours of education, communication, problem-solving and stress
coping) (one study) and four studies showing no change. Improvements in coping were reported for
mutual support groups (two studies) and receipt of community support services (one study). The quality of
primary studies was not reported in this review.

Satisfaction with the intervention was reported in eight reviews (nine papers).2'?>37#14346 The outcome was
rarely defined further. Several outcome measures were reported; some of them related to carer satisfaction
in general. All results are reported in Table 7.

Carers of people with dementia

In Eggenberger et al.?' there was almost complete satisfaction among carers receiving communication
skills training (one study at some risk of bias). There were conflicting results using different measures in
Lins et al.;* decreases in carer satisfaction were reported in both intervention and comparator groups
following telephone counselling with or without additional intervention (one study at some risk of bias).
In the same review, descriptive themes derived from qualitative data (largely based on one study of
moderate quality) suggested that telephone counselling adequately met the important needs of carers.

Carers of people with cancer
No reviews were identified that examined satisfaction with the intervention in carers of people with cancer.

Carers of people with stroke

In their study of carers of people with stroke, Cheng et al.*”* found that carers receiving psychoeducation,
counselling or support were generally more satisfied with the interventions than those receiving usual care
(three studies; two appeared to be of moderate quality and the quality of the other was unclear). No
statistically significant differences were found in Forster et al.* for carer satisfaction with information about
recovery and rehabilitation (two studies), or for information about allowances and services (three studies).
Conflicting findings about satisfaction with stroke liaison workers were reported in Ellis et al.,> and there
were no comparative results on satisfaction with multicomponent non-pharmacological interventions in
Legg et al.¥!

Carers of people with various conditions at the end of life

Conflicting results about satisfaction with home palliative care versus usual care were reported in Gomes
et al.®® at the pre- or post-bereavement stages (2-6 studies). In the same review, no statistically significant
difference in carer satisfaction was reported in one study when home palliative care was compared with
the reinforced version (comprising added brief psychoeducation delivered by care advisors).

Carers of people with mental health problems

In Yesufu-Udechuku et al.,*® no statistically significant differences were reported for carer satisfaction with
psychoeducation versus control at any time up to 6 months’ follow-up (one study of low quality).
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Twenty reviews (21 papers)'9-2#24.2527.2831.33-46 ranorted on aspects related to carer well-being and quality of
life. In addition to the general terms of well-being and quality of life, various others were used to describe
this outcome. These included social isolation, social support needs, caregiving experience, sleep quality,
marital-family relationships, social functioning and ability to perform activities of daily living. Many
different outcome measures were reported. All results are reported in Table 8.

Carers of people with dementia

For quality of life, reviews (narrative and quantitative syntheses) generally reported conflicting or non-significant
intervention effects. The interventions contained within these reviews included internet-based support in Boots
et al.”® and respite care in Maayan et al.?’ In Lins et al.?> there were non-significant reductions in quality of life
for both intervention (telephone counselling with or without additional intervention) and control groups after
12 months (one study at some risk of bias). In Jensen et al.* it was not possible to estimate the overall effect
on quality of life and in Vernooij-Dassen et al.*' the results were not reported (despite intentions to measure
this outcome).

Mixed effects on social isolation were reported following the receipt of internet-based support interventions
in Boots et al.” (two studies). In Godwin et al.,?* there were no significant changes in social isolation
following the ComputerLink intervention (a computer network involving information, communication and
decision support) (two studies). In the same review, intention to seek social support was increased as a result
of the Caregiver’s Friend intervention (one study, quality not reported); and there were mixed results for the
REACH intervention (two studies). A non-statistically significant increase in social support reported by the
carer was observed following telephone counselling without additional intervention in Lins et al.?* (two
studies; no statistical heterogeneity at 2 = 0%; low quality), whereas inconsistent findings for this outcome
were found following computer-mediated psychosocial interventions (three studies) in McKechnie et al.?® In
this review, there were also mixed effects for caregiving experience (two studies). Respite care interventions
did not show any statistically significant effect on sleep quality in one study from Maayan et al.?’

Carers of people with cancer

Some small improvements in carer quality of life were reported in Waldron et al.* following psychosocial
interventions based on problem-solving and communication skills (two studies of good quality), and mixed
effects were reported in Regan et al.>® up to 12 months after receipt of the FOCUS intervention (four
studies). However, in Regan et al.* greater improvements in relationship functioning were reported for
couples after couples-based counselling therapy (five studies of moderate to strong quality). A statistically
significant increase in carers’ ‘emotional level’ (mean score measured by the Derogatis Affects Balance
Scale) was reported as a result of art-based therapy in Lang and Lim*® (one study of moderate quality).

In Northouse et al.,** psychoeducation interventions resulted in small statistically significant effects for
caregiving benefit (defined as personal growth, rewarding experience, investment and self-esteem) during
the first 3—-6 months (two studies), and for marital-family relationships during the first 3 months post
intervention (10 studies). Statistical significance was not sustained in the longer term for either of these
outcomes. In the same review, social functioning was improved beyond 6 months post intervention (two
studies), despite non-statistically significant improvements recorded at earlier time points. The quality of
primary studies was not reported in this review.

Carers of people with stroke

Significant positive effects were recorded for health-related quality of life following an intervention based on
teaching procedural knowledge in Legg et al.*' (one study at low risk of bias), and for family functioning
after counselling versus no treatment in Cheng et al.*”* (two studies seemingly of moderate quality).

Most other results indicated no significant differences or inconsistent findings for outcomes in relation to
well-being and quality of life in carers of people with stroke. In Cheng et al.,3"* the results from narrative
and quantitative syntheses showed largely non-significant differences in relation to the effects of social
problem-solving, counselling, psychoeducation and social support groups on the physical, social and

NIHR Journals Library



HEALTH SERVICES AND DELIVERY RESEARCH 2017 VOL. 5 NO. 12

DOI: 10.3310/hsdr05120

panuiluod

9|q1ss0d 0D JO 1943 ||eIdA0 ON “Sulewopgns
[EIUSWUOIIAUS 1O [edIbojoydAsd uo Apnis Aue Joy
1291J9 ON "(SLDY OM]) Uleulopgns [BNOS UO 1391d
SPJEMO} SPURI} JUBDIHUBIS-UON "SIy} uo Hodal
10U PIP 1 DY dUO (5L DY 0M1) utewopans |ediskyd
Uo P3Y3 ON “(1DY 2uo) sutewopans uled

Ajipoq pue Ayjena ‘yyeay [essusb ‘buiuonduny
pue 3jo1 [ea1sAyd uo spays Juediubls

'SIY} 2INSE3W 10U PIP S| DY OM] (S| DY OMY)

Jeapun  UIBWIOPQNS 3[04 [BUOROWS, UO 19349 JuedubIs
Jeapun S}NSa1 PaXIIA
Jeapun UOIIB[OS! [B1D0S Ul sabueyd 1uediiubis oN

Jeapun  poddns [eos 186 0} uonusiul Ul JuswaAoIdw|

Jeapun 129}49 UOIIUSAISIUI DAHSOJ
Jeapun 193449 UONUSAIDIUI ON
Jeapun 193449 UONUSAIDIUI ON

je pajejndjed
awomnnQ

sIsayjuAs aanesseu jo Arewwns JQ

anjea-d

D %S6 sijnsai

sisAjeue-e1a\

anneseN
dnneLeN

oAllelieN

oAllelieN

anneseN
anneseN

anneseN

(onsneis
Arewwns)
yoeoidde
sisayluAs

sulewopans

43¥8-100-0HM
pue 9¢-4S

SSY

(uonejos| [eos) SS43|

3|eISgNS [eID0S
Huidod Jo shkem pasiney

sdnoub sndoy pue
SMBIAIUI BAIRLIEeND

Jeapun

Jeapun

pesn sainses|\

SLOY LY
8/C
8/¢C

8/l

472
472
472

Buled enuawap 0} Juead|dl
S||>js buiyoesy 1e pawie

100 SUOIIUBAISLUI [PUONEONPT »2G 10 ‘Uasudr
poddns [epos HOVIY
poddns |enos yurpendwod

pusL4 s,Janibale)

(suonedydde

paseq-gam Jo Jandwod
Buisn) JusuodwodnNw

— poddns usaup-Abojouyds |

voddns jepos 22£10T "UIMpo9

UONe|OS! [BIDOS
UONR|OS! [BIDOS

700  SUONUBAISIUI Paseg-1aulalu] . 7102 ‘s100g

enuawsp yyim ajdoad jo siaie)

awod1nQ suonuanidul o adA| uonedijqnd
Jo Jeak

ane 3s114

$J9JED 1O} SSWO0IINO0 341|-40-AYjenb pue Bulsg-||9pA 8 TT19VL

43

provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

© Queen’s Printer and Controller of HMSO 2017. This work was produced by Thomas et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals



RESULTS

Jespun

Jespun

Jes|pun

dn-moj|o}
,S99M 8

Jespun

Jes|pun

syiuow 7|
1 U0 syjuow 9
1e Apnis auQ

Syluow ¢ | Jayv

je pajejndjed
awodnQ

Salpnis papnjdul

9y} ul pasn Jou aieM Seinseswl

9sayy ‘a4if 40 Aujenb ssasse o} padojaasp
U39q 9ARY SIUBWINIISUI [BI9A8S Ybnoyl)y

710

LEO

6800

SL°0

[40}

sBuipuly JUSISISUOdU|

sBuipuly JUSISISUODU|

§6'€ 01 G50~

I4XA% Y 78

69°0 01 96'6~

G901 GE'9—

€L00Y Y0~

0L'L

08'L—

05'v—

06'0—

SC0

sdnoib [01u0d pue
(UOIUSAISIUI [PUOIHIPPE INOYLM Bulj|esunod
auoydaja}) uonUSAISIUI Y10q Ul ToO Ul
uonoNnpal juediubis-uou e papodal sioyiny

sIsayjuAs aanesseu jo Arewwns JQ

anjen-d

1D %56

s}nsal
sisAjeue-ela\

oAllelleN

oAllelIeN

oAllelleN

(an)
sishjeue-e1a|\

@y
Sishjeue-e1s|N

@an
Sishjeue-els|N

(an)
sishjeue-ela|\

(Ans)
sishjeue-e1x|\

oAllelieN

(ansneis
Arewwns)
yoeoudde
sisayluAs

3|BDS Yoo paiejal
-ssa41S ‘buinibaie)
JO syadse aAINSOd

3|BDS SIDPIU0D
diyspuai4 pue Ajjue

'3|B2S SSaUIBUOT VDN

PasInRY SSASIA gSS|

xapu| Aljend
de9|S ybingshid

av-100

2102s
Alewwns usuoduwod

[e21SAUd 9€-4S

2102S
Aewwns usuodwod

[BYUSIN 9€-1S

SSdSIN
'gss| ‘s|eds poddng
|enos Janibaied

yyeay |esausb 9e-4S

posh sainses|\

14744

4%

SLOY v/l

SLOY v/L

SLOY v/l

SLOY v/l

6/C

6/l

(Panunuod) siaied 104 SAWO0INO0 d41|-40-A)enb pue Bulag-|]apn 8 I19V.L

100

Bued
0 spadse 9SO

poddns |enos

das|s jo Auend

100

700 40 1usuodwod
|ed1sAyd

100 jo
Jusuodwod [RIUBIA

poddns [epos

100

2Wod1nQ

(19D 4O 1usWs|s suo)
Buiwelsal anuUbOD

(pa122B4NW
pue xa|dwod) |erosoydAsd
pajeipaw-Jaindwod)

(pa122B4NW
pue xa|dwod) |erosoydAsd
pajelpaw-Jaindwod)

Adeiayy
Auejod “sa aued sudsay

UOIJUSAISIUI
[PUOIIPPE INOYLM IO
yum buijiasunod suoydsja ]

suopuaniaul jo adAy

b 10T
‘uasse-flooutap

g710¢C
'BIUYISHON

17107 ‘uefee

o710z 'sun

uonedijgqnd
Jo Jeak
‘loyine 1sii4

44

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



HEALTH SERVICES AND DELIVERY RESEARCH 2017 VOL. 5 NO. 12

DOI: 10.3310/hsdr05120

panuiuod

SYIUOW 9 J13AQ

UOIIUSAIS}UI
1s0d syuow 9—¢

uonuanaUl 150d
syjuow ¢ 0} dn

syuow 9 IO

UORUaAISUI
13so0d syuow 9-¢

uonuandul 3sod
syiuow ¢ 01 dn
SYIUOW 9 I9AQ

UOIUSAIS}IUI
1s0d syuow 9—¢

uonuaAISIUI 150d

syjuow ¢ 0} dn

Jespun

e pajejndjed
awo231nQ

uediubis
se papoday

SN

SN

SN

SN

500>

SN

500>

SN

7,.°001 €00

N

N

UN

N

8€'001 00

19°0 0} 200

N

6€0

43¢

10—

00—

€Lo

0¢0

870

LEO

.10
(60°61 AS)

GG'6E | 4O 91035 uonen|eas-aid sy} Jano
(507 4S) T LS JO 21035 UBSW [EUOOWSD
Janibaied Ajiwey uonenjeas 3sod ayy ul

(10°0 > d) aseasul uediubis Ajjesnsnels v

w_mw—_u.=>m 9Aljelieu jo Krewwns 10

anjen-d

1D %56

s}|nsal
sisAjeue-ela\

(6 ,s9bpaH)
sishjeue-ep|\

(6 ,s9bpaH)
Sishjeue-e1s|N

(6 ,59bpaH)
sishjeue-e1x|\

(6 ,s9bpaH)
sishjeue-e1a|\

(6 ,s9bpaH)
sishjeue-e1x|\

(6 ,s9bpaH)
sishjeue-e1s|N

(6 ,s9bpaH)
sishjeue-e1x|\

(6 ,596paH)
sishjeue-e1a|\

(6 ,s9bpaH)
sishjeue-e1a|\

oAllelieN

(onsnes
Arewwns)
yoeoidde
SISaYuAs

N

N

N

N

N

N

N

N

sava

pesn sainses|\

6¢/C

6/9

6V

67/

67/8

6¢/0l

67/1

6¢/C

67/S

a/

Buiuonduny [e1oS

sdiysuone|al
Ajlwej—|eyeN

Buijjasunod
snnadelsyy ‘bulules ,:0102
1j2usq buinibased S||>S ‘UoREINPaOYIAS] '3SNOYHON

sue

|9A9)] [RUOROWT dAIlRaID 'Ssep Buew-uy 7102 'bueq

J923ued yym sjdoad jo siaied

awodnQ suonuaiaui jo adAL uonedjqnd
Jo Jeak

“loyne 3sii4

45

provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

© Queen’s Printer and Controller of HMSO 2017. This work was produced by Thomas et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals



poddns
|e1x0s ‘uoneonpaoydAsd

Jeapun synsal bundipuod aAeLeN snouep 8l/7  buiuonduny [epos ‘Buljlesunod
Jeapun SSDURJRHIP 1uedIHIUbIS ON aAeLeN 9¢-4S 81/l (Urewop |eos) 10D Buinjos-wajgo.d [enos
Buinjos-wajgold |ernos
SDUUIBYIP (urewop SUOIUSAISIUI [ENPIAIPUI «7710Z
Jeapun juediubis ou aq 01 ,sieadde, aiay| aneseN 9¢-4S 81/l |ed1sAyd) 100 pue dnolb ‘|enosoydAsd 462107 'Busyd
a)o43s ypm ajdoad jo siaie)
S||>{S UoIEeIIUNWIWIOD
pue buinjos-ws|qold uo pasndoy ISD pue
SUOIJUDAISIUI WIOJ) PR} NSDI SDZIS 134D 4S-SINOd paulquiod
19618 YHM S3IPNIS 103443 ||eWS B PaMoys
OM]} PUB UOIIUSAISIUI 3Y} JO S1D3)43 OU PIMOYS 9¢-4S yoeoidde |einoineyaq
Salpnis oM “(L£Z°0 0} 870°0) |[ews o1 |iu ‘(€ uoIsian) 9jedS | DV —9AHUBOD UO paseq
Jeapun  wouy pabuel sazis 109449 :sbuipuly budIpuo) dnjeleN 100D 4 jo AMend  s1OY 9 700 SUONUBMBIUI [BIDOSOUDASY 4 E10T "UOIP[_AA
uiod dn-moj|o4
(paulyapuUN)  |euUl} Ay} 1 Ssisulled [0Ju0d 4oy uey) sisuped (paulyapun) aed3s 01-0
dn-moj[oy |eulq UOIUSAIS}IUI JO4 S}usUWRA0IdWI I91B3ID anlelleN ‘SYay N ‘SIYVYD [¥dird
UOIUSAIS}UI Adeisyy buijssunod
Buimoy|oy siauped |0J3u0d J0} ueyy sisuped (PaUlBPUN) 3]EDS O1—0 Buiuonouny uo buisndoy ss|dnod
Aj2181paWwiw| UOIRUIAIS}IUI JO4 S}usURA0IdWI I91eID) dAeLIEN ‘SYay ‘IND ‘SIHVD Uy diysuone|ay 1 paulie SUORUIAISIU|
SYIl 'dS 100 ‘9€-4S
dn-moj|o} '8-10v4 'D-1DV4
,syluowW 7| pue 9 JUBWaA0IdWI 31RJ9POL O YB3 aAnelep Buisn 700 Jaupied €7/T (uow>npau
Buiuonouny Auiepadun pue sjjiys
SYll 'dS 100 ‘9€-4S leuoows  Buidod uj safjiwey Buiajoaul)
UOIUSAIS}UI ‘9-1DV4 ‘D-1DVv4 pue |edisAyd SNDO4 :SuonuaAIdUl
J13)e Ajp1eIpawiw| JUSWAA0IAWI 91BJ9POW O} JBIAN aneLeN Buisn 700 Jaured Uy uo Pedwi 10D [ePosoydAsd paseg-sajdnod 10T 'uebay

suonuaAiaul Jo adAy uonediqnd
Jo Jeak

‘1oyne 3sii4

je pajejndjed
awodnQ

sisayjuAs aAneneu jo Arewwns 10 (onsneis
Arewwns)
yoeoudde

sisayluAs

posh sainses|\ 2Wod1nQ

1D %S6 s3nsai
sisAjeue-ela\

anjea-d

(Panuiuod) sidied 104 SBWOINO0 d41|-40-Aljenb pue Bulag-[]opn 8 319VL

RESULTS

46

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



HEALTH SERVICES AND DELIVERY RESEARCH 2017 VOL. 5 NO. 12

DOI: 10.3310/hsdr05120

panuuod
S1DY snjels
Jeapun pauodal Jou eleq "synsal bumdijpuod aAljelIeN SnoLep L/ Yieay paniadiad SUOILUSAISIUI SAIDY
pauodal elep oN S1DY snjels
Jeapun ‘paniodal 219M SDURIRHIP 1uedIIubIS ON aAljeseN SnoLeA LZ/L yi|eay paniediad SUOIJUBAISIUI BAISSEd
payodal eyep oN
*S|0JIUOD YUM paledwiod SUoIUSAISIUL S1DY
Jeapun SAIIDE JOJ S3OUIBYIP JUedIHUbIS ON aAljeseN SnoLep Lz/e SSILAIDE [PDOS  UOIEINPS SAIDE U0 JAISSed o€ 10T 491s104
Buiny|
(@ans) s1D¥  Apep jo sapianoe
Jeapun /00 1000870 €1°0— sisAjeue-elo\ SNoLeA 91/ PIPUBIX JaIeD SI93IOM UOSIel| 93045 0102 'slli3
uonuaAiaul (AINS) Burjesunod
1sod Ajo1e1pawiw| G680 LZT0O0}ZZO0O- 20°0 SisAjeue-elp|\ 9¢-4S gl/c  bBuiuonduny [eNoS pue uonesNPa0YdASd
(ps10U uoneINP
pue asop
Ul S3DURIBYIP
1NQ) UOIUBAIB}UI (ans)
1s0d Ajsreipsww] €00 LO0-01€70- Z1°0- SsisAjeue-el\ SnoLeA 8l/z  buuonduny Ajiweq Buljiesunod
uonuanzul sod (QNS)
syiuow | | -9 780 1003850~ L00 Sishleue-elay SNoueA 81/¢
uonuaAISul (ANS) (urewop
1s0d Ajp1eipawiwi G680 LT0CyCCO- 200 sishleue-elpy SNOUEA 8l/e [e120s) 700
uonuandul 3sod (QINS)
syiuow | | -9 090 8L'00}ZE0- L0'0— sishjeue-elsy SNOUEA 81/
uonuaAIaul (aNS) (urewop
1s0d Ajsreipswiw] Z1'0 S0'0016E0- [1°0- sisAjeue-elo|\ SnoLeA 8L/  |edibojoydAsd) 10D
uonuandul 3sod (QINS)
syiuow | | -9 9’0 9100} sEE~ 0L'0— sishleue-e1a\ SNOUeA 81/
UOIUSMAISUI (QINS) (urewop Burjjasunod
1s0d Ajsreipsww] L1270 80°0019£0- 10— Sishleue-e1a|N SnoLeA 2Wivd [edisAyd) 700 PUE UOIIEINPIOYDIAS]

je pajejndjed
awomnnQ

m_mw—_u.=>m 9Aljelieu jo Krewwns 10

anjea-d

1D %56

s} nsai
sisAjeue-ela\

(Pnsneis
Arewwns)
yoeoisdde
SISBYuAs

posn sainses|A

2WwodlnQ

suonRuaAId}ul jo adAy

uonedijgnd
Jo Jeak
‘aoyine 1sii4

47

provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

© Queen’s Printer and Controller of HMSO 2017. This work was produced by Thomas et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals



RESULTS

Jes|pun

Jeapun

Jeapun

Jes|pun

uonuUANIBIUI
0 pu3

Jespun

Jespun

je pajejndjed
awo2nQ

anjen-d

€00 050-GrvCL— [8°0~

¢0'0 ¢0°0— 01 0€0- 91°0-

synsal bundipuod

9OU3PIAD SAISN|DUODU|

0 9C00} L0~ 800

sBuIpuly JUSISISUODU|

L00'0> §E8-016G'Sl-

m_mw—_u.=>m 9Aljelieu jo Krewwns 10

AN

1D %S6 s3|nsal

sisAjeue-e1a\|

(anm)
oAllelieN

(aw)
aAlelIeN

oAllelieN

oAllelieN

(ans)
sishjeue-e1s|N

oAllelIeN

(anw)
SINEITEN

(onsneis
Arewwns)
yoeoisdde
sIsaYuAs

Janue) — 100D
700 adoH jo AuD

Ja0ued — 100D
700 adoH jo AuD

J195UR) — 100D

3|edS
3|RJON DD ‘Sajedsqns
@-S3D S9[edsans 9¢e-4S

Bulag-jjom

Ssasse 0} alleuuonsanb
paijuapIuN auo
“J9dued - 100D

9¢-4S ‘|oQ0.INn3

9€-1S j0D0IN3

pesh sainses|p

S1OY 9/1

S1OY 9/1

X414

gt

S1OY
L1/9

S1DY 8/C

124 8/1

(panuipuod) siaied 10) SDWO0IIN0 d41|-40-A}jenb pue Buiag-|lspn 8 319V L

100

100

100

Buiag-j|om |eos
“JUdWaNeaIaq 3l

100

aJed adidsoy [ensn
‘SA (S||s buidod) Adesayy

pue Buruiesy buinjos-wajgo.d

:uollusAlalul uonesnpy

a.1ed aael|jed [ensn “sa

UOIIBDIUNWIWOD/UOIIBINPS

JanI63JeD pue jused

SUOITUSAISIUI [euoneINP]
21ed aAnel|jed swoy
PJepUE]S "SA PIDIOJUIRY

2Jed ensn
"SA 91ed dAilel|jed SWOH

SUOIUAMIBIUI
1alip snid aied jensn

w7L0Z ‘SN

€ 10T 'SsWonH

1 10T "Apued

8JI] JO PUS 3y} }e SUOIIPUOD SNOLIBA Y}IM 3]doad jo siaie)

100 paieai-yyeaH

700 paiejal-yyesH

2WodlnQ

uoneuwloyul pue poddng

abpajmou| [einpadold
Buiyoesy :suonusAIIUl
|ea160jodewseyd-uoN

suopuaniaul jo adAy

1yl 107 ‘6637

uonedijgnd
Jo Jeak
‘Ioy3ne 3sai4

48

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



HEALTH SERVICES AND DELIVERY RESEARCH 2017 VOL. 5 NO. 12

DOI: 10.3310/hsdr05120

panuiuod
9|eds
usping Janibale) ez
dn-moj|o4 (QINS)  ‘sareuuonssnd usping S1DY Buinibaied poddns
SYluow-9 JanQ 4N 15001 19°0- G0~ sisheue-elpN  Ajwed 'Svds ‘Sigd 1103 Le/L 40 duaadX] pue uonesNpaoydAsd
9|eds
uaping Janbased ez
dn-moj|o} (AINS)  ‘adieuuonssnQ usping S1DY
,SYIUOW-9 ISAO UN  LE0OYZTY- G6'L— sishleue-eidN  Ajiwied 'Svgs Sidd ‘D3 le/e
9|eds
uaping Janbased ez
dn-mojjoy  uediubIs (AINS)  ‘aJieuuonssnQ usping S1DY
,Syiuow-g 0} dn - se paupoday  GE0- 01 66°0- £9°0- sishleue-e3dN  Ajiwied 'Svgs Sigd ‘D3 Le/e
3|eds
uaping Janibalsed ez
UOIIUSAISUI (QINS)  ‘asreuuonssnd usping S1DY buinibaled
40 pu3z 4N 9€'0-0196'L— 9l°L- sisheue-elolN  Ajiwed 'Svgs ‘Siad 1103 Le/e 40 duaLAdX3 sdnoub poddng
9|eds
usping Janibaled ez
(AINS)  ‘aJieuuonssnQ usping S1DY
Syluow 9 IsnQ 4N 8L'0-0lv'¢— 67 L— sisheue-elolN  Ajiwed 'Svds Siad 1103 Le/e
9|eds
usping Janibaled ez
dn-mojjoy  juedipubIs (QINS)  ‘sareuuonssnd usping S1DY
,Syuow-g 0y dn - se papoday  Z€'0- 01 LG |- 26°0~ Sishleue-elalN  Ajiwied 'Svds ‘Sidd 1103 L/
9|eds
usping Janibale) ez uonReINPaoYdAsd :$30IAISS
UOUSAISIUI  Juediyubls (QINS)  ‘alieuuonssnp uaping S1DY Buinibaied 2JED |BID0S pue yieay 2510T
Jopuj sepapoday 90— 0169 |- €0'L— sisAleue-eN  Ajlwied ‘Svgs ‘Sigd ‘103 1Z7/8 JO aduauedx3 AQ paJanIop SUORUSAISIU|  N3NUIIPN-NINSIA
UORUIAISIUI Ajlwe} [ENPIAIPUI S9SINU Y}eay |eyusw
Jeapun ue Buimojjoy buiag-jjem Ul spuswanoidul] dAlRLIEN UN 89/1 Buiag-||oMm Aunwwiod wouj uoddng 1107 ‘Pospen

je pajejndjed
awomnnQ

sIsayjuAs aanesseu jo Arewwns JQ

anjea-d

1D %56

syynsai
sisAjeue-ela\

(ansneis
Arewwns)
yoeoudde
SsISaYuAs

posn sainsesa|\

swajqoud yjjeay jeyusw yym sjdoad jo siaied

2Wod1nQ

suonuaAidul jo adAy uonediqnd
Jo Jeak

‘1oy3ne 1sii4

49

provided that suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be
addressed to: NIHR Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science
Park, Southampton SO16 7NS, UK.

© Queen’s Printer and Controller of HMSO 2017. This work was produced by Thomas et al. under the terms of a commissioning contract issued by the Secretary of State for
Health. This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals



RESULTS

"alleuuonsanb (Jauq) 847 Jo AuenQ s,uoneziuebiQ yieaH PHOAA ‘4349-100-OHM ‘S9jabuy SO ‘eluioled Jo ANSIBAIUN 1D ‘9IUIa4Ip UBSW pasipiepuels ‘giAlS ‘UOReIASP pJepuess ‘ds
9|NPSYDS JUBWISSSSSY INOIABYSg [BID0S ‘SiFS ‘9|eds poddns [0S paAIsday ‘SSY ‘9|eds 1uswisnlpy dipeAq pasinay ‘Syay ‘esnods 1oy o417 Jo Aujend ‘ds 100 [9sessiq s,Jswisyz)y — o411
Jo Ajieno ‘av-100 ‘@41 Jo Aujenb 100 ‘xapuj abelue Jo Auend ‘IO ‘Wlo4 HOYS — S21e1S POOIA 4O 3[1404d ‘4S-SINOd 191U duienan) eiydiape|iyd ‘DDd Juediiubis jou ‘SN ‘panodal
JOU “YN ‘MBIASJ Ul S3IPNIS JO 1agquinu/sawodino buiiodal ssipnis JO Jaquinu ‘N/u ‘1oddng [BIDOS PaAIadIad JO 9|BIS [BUOISUBWIPIRINIAL ‘'SSASIAl '92UIaIp uesw ‘gl ‘Sinoiaeyag aAinloddns
Ajje1nos o Aiojusaul ‘gss| ‘9]edS builey SSsuSAISNIIU| SSaU||| ‘SY|| ‘9edS Hoddns [eDOS SAIss1dXg pue [eruswiniisul ‘SS43| ‘9INPayds malaiaiu| usping Ajiweq ‘Sig4 {[essuso — Adessy Jswued
JO JUBWISSSSSY [PUONDUNS ‘D-] DY/ ‘Isealg — Adeay 1sdueD) JO JUSWISSSSSY [PUONDUNS ‘-] D4 ‘Adeiay] Jsdued) JO JUSWSSSSSY [euonound ‘| D4 ‘Alojusaul buiaibaie) jo dusuadx3 ‘D3
'9|EDS ddUB|Rg SR Siebola ‘S ‘Xapul o417 Jo Aujen Jaaibaied ‘100D ‘[eAdlul duspiuod ‘1D ‘Adelayi [einoineyag—aAiiubod ‘1 gD [wisAS uoizen|eA3 uoieljigeyay Jadued ‘SIYyD

dn-mojjo} (ans) SLOY
,Slpuow-9 o1 dn YN ZL°0—-01 /80— G'0— Sishleue-els|y 9¢e-4S Le/L
uonusndUl (ANS) S1DY
JO pug 4N €C'001 90— 710~ sishleue-eloiy 9€-4S La/L 100 Adessyrolqig Buinos-wajqoid
UONUaAIRUI (QINS) S1DOY uoneoNpaoydAsd plepuess “sa
Jo pu3 YN LE00)E60- L€0— Sishleue-e1a|N 9¢£-4S 1Z/1 100 uonesnpaoydAsd padueyul
3|eds
uaping Janibale?) ez
UOIIUSAIS}UI (QINS)  ‘aareuuonssnd usping S1DY Buinibaied  uonesnpaoydAsd plepuess “sa
Jo pu3 UN €0°0-01G7 |- 90— Sishleue-e1a)N  Ajiwed 'Sygs ‘sig4 ‘103 1Z/L }JO 9>usadx3 uonesnpaoydAsd padueyul
9|eds
uaping Janibale?) ez
UOIIUSAIS}UI (QINS)  ‘sareuuonssnd usping S1OY buinibaied
jo pug YN 200} 850~ 61°0— sishjeue-elday  Ajiwed 'Sygs [Sigd 1103 Lz/L 4O UsLIAXT Juswabeuew-jas
a[es
uaping Janibale?) ez
dn-moj|o} (AINS)  ‘aJieuuonssnQ usping S1DY
,Syruow-9g 0} dn YN €001 2S¢~ 60 L— sishleue-edN  Ajjwed 'Svgs ‘Sigd (103 Lz/L
EllzalN
uaping Janibaied ez
uonuUIAISIUI (QWS)  ‘aaieuuonsand usping s1OY Buinibaled Adesayiolqiq
40 pu3 YN LL'¢ 0l Shie- L1°0— sishleue-elolN  Ajiwied 'Svgs ‘Sidd 1103 Le/L 40 duaLAdX] Buin|os-wa|qoid

1e pajejnjed sisayjuAs aAnetseu jo Atewwns JQ (onsneis pasn sainseapy| awodnQ suonuaaiaul jo adAy uonedijqnd
awodnQ Arewrwns) Jo Jeak

anjea-d D %S6 ST EEY] yoeoidde ‘aloy3ne 3s.i4
sisAjeue-e1a\| sISaYuAs

(panuipuod) siaied 10) SDWO0dIN0 3}1|-40-A}jenb pue Bulsg-|lspn 8 319V L

50

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



VOL. 5 NO. 12

psychological domains of quality of life (number of studies in each analysis ranged from one to four across
narrative and quantitative syntheses), and for social functioning (three studies in quantitative synthesis;
four studies in narrative synthesis). In Forster et al.,*® active and passive education interventions showed no
significant differences or mixed effects on carers’ engagement in social activities (two studies) and carers’
perceived health status (four studies). In Ellis et al.,*® there were no significant differences between
interventions involving stroke liaison workers and control in relation to carers’ participation in extended
activities of daily living (five studies).

Carers of people with various conditions at the end of life

There were statistically significant positive effects on quality of life from education interventions (one study
with serious risk of bias) and from problem-solving training and therapy versus usual care (one study with
serious risk of bias) in Nevis.** Gomes et al.** reported inconclusive evidence for social well-being after home
palliative care versus usual care (three studies); and conflicting findings for quality of life after reinforced
versus standard home palliative care (two studies). Marginal, non-statistically significant intervention effects
on quality of life were reported in Candy et al.** as a result of multicomponent support interventions

(six studies).

Carers of people with mental health problems

Individualised family interventions were associated with improved carer well-being in Macleod et al.*

(one study, no quality reported). In Yesufu-Udechuku et al.,*® experience of caregiving was significantly
improved following psychoeducation, in different patient groups (schizophrenia and psychosis), and up

to and beyond 6 months’ follow-up (between one and eight studies were included in the analyses; high
statistical heterogeneity at > = 89%; very low quality). In the same review, the effects were also statistically
significant for the positive effect of support groups on caregiving experience at the end of the intervention
(three studies; high statistical heterogeneity at 2 = 85%; very low quality) and at up to 6 months’ follow-up
(three studies; no statistical heterogeneity at 2= 0%; low quality), and for enhanced psychoeducation
versus standard psychoeducation in carers of patients with bipolar disorder (one study of moderate quality).
There were no statistically significant differences for caregiving experience following psychoeducation plus
support (one study), problem-solving bibliotherapy (one study) or a self-management intervention (one
study). Yesufu-Udechuku et al.*® also reported no significant effects on quality of life following
psychoeducation (one study) or problem-solving bibliotherapy (one study).

Carers' ability and knowledge was reported in nine reviews (10 papers),'?212834373840434346 \N/hen reported,
more detailed author definitions of this outcome included the carers’ sense of competence or mastery,
decision-making confidence, knowledge of the disease and caring, information needs and learning new
skills. Various outcome measures were reported, including the Caregiver Demand Scale, Lawton Positivity
Questionnaire and Preparedness for Caregiving Scale. All results are reported in Table 9.

Carers of people with dementia

Positive intervention effects of internet-based interventions were reported in Boots et al." in relation to
carers’ sense of competence (one study of lower quality), confidence in decision-making (one study of good
quality) and knowledge of the disease and caring (three studies of lower quality). In McKechnie et al.,”® ability
and knowledge were included in the measurement of programme impact following computer-mediated
psychosocial interventions. In this review, five studies out of six (poorer quality) reported positive effects. It
appears that there were positive intervention effects following communication skills training in Eggenberger
et al.;*" however, the lack of clarity in reporting in this review makes it difficult to draw meaningful results.

Carers of people with cancer

A large statistically significant effect on carers’ appraisal of information needs during the first 3 months
post intervention was reported as a result of interventions involving psychoeducation, skills training and
counselling in Northouse et al.3* (three studies, no quality reported).
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Carers of people with stroke

There were mixed findings across narrative and quantitative syntheses in two reviews that measured carers'’
ability and knowledge. In Cheng et al.,>"* psychosocial interventions had a significant effect on carer
competency (three studies), but in a pooled analysis the effect was not statistically significant (three studies).
It was difficult to determine the quality of these primary studies individually, but the review authors reported
overall moderate quality. In Forster et al.,*° narrative synthesis showed no significant group differences
following education interventions (two small studies). In the same review, however, a pooled analysis of
other studies showed statistically significant differences in carer knowledge between education (particularly
active education; e.g. involving participatory sessions or meetings) and control groups (four studies; high
statistical heterogeneity at 2 = 88%; some risk of bias in all studies).

Carers of people with various conditions at the end of life

In Gomes et al.,** there were no statistically significant effects on learning new caregiving skills or sense of
mastery following home palliative care versus usual care (one study of moderate-quality evidence) or for
standard home palliative care versus a reinforced version (two studies of moderate-quality evidence).

Carers of people with mental health problems

In Macleod et al.,* carers’ knowledge appeared to be improved as a result of family interventions that

were (variously) behavioural family therapy (four studies); cognitive—behavioural therapy (one study); group
psychoeducation (one study); psychosocial intervention (one study); a culturally modified family intervention
(one study); and mutual support groups (one study). In the same review, findings were mixed for education
interventions (10 studies) and supportive family education (six studies), and there was no effect on knowledge
from an integrated community treatment programme (one study). The quality of primary studies was not
reported in this review. In Yesufu-Udechuku et al.,*® group psychoeducation was associated with an improved
understanding about medications (one study) compared with individual interventions; and individual
psychoeducation was more helpful than when delivered in group format for learning about available
community resources (one study). These results were statistically significant, but were based on low-quality
evidence.

Cost-effectiveness of interventions to support carers

Three reviews*>4%*3 reported on cost-effectiveness. In Forster et al.,*° the total annual health and social care
costs were significantly lower for carers of stroke patients who received an education and training intervention
(one study at some risk of bias). The cost reduction was probably due to differences in length of hospital

stay. In Smith and Greenwood,* there was no evidence of cost-effectiveness from a volunteer befriending
intervention for carers of people with dementia (one study of high quality). There was inconclusive evidence of
cost-effectiveness from six high-quality studies looking at the total costs of home palliative care versus usual
care for carers of people with various conditions at the end of life in Gomes et al.*

Overall conclusions drawn by the high-quality reviews

In this section, we summarise the conclusions reported by the authors of the 27 high-quality reviews,
grouping them by the condition of the person who was being cared for. We proceed to highlight the best
evidence of effectiveness considering the reliability of the authors’ conclusions based on the evidence
presented, together with overall quality of the review.

Carers of people with dementia (14 reviews)

In a review of 12 studies, Boots et al.’ concluded that internet-based support interventions may improve
carer well-being and that multicomponent activities allowing carer interaction (e.g. carer discussion forums)
are more effective than those offering primarily information. This tentative conclusion is based on results
of mixed-quality primary studies that generally reported conflicting or non-significant effects. However,
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some positive effects were reported. The best evidence of effectiveness was in relation to small positive
intervention effects on depression (one higher-quality study), self-efficacy (one higher-quality study) and
on carer stress and strain (one moderate-quality study). Positive intervention effects were also found for
carer confidence in decision-making (one good-quality study). Although there were some limitations in

reporting, this was a largely well-conducted review.

Chien et al.?° concluded that carers of people with dementia benefit from support groups and that the use
of theoretical models to aid intervention design had a significant impact on the effect size for psychological
well-being and depression. The overall quality of 30 primary studies included in this review was reported
to be high or moderate. For depression, the effect size was small to moderate but with high statistical
variation in the analysis of 17 studies. A small reduction in carer burden and stress was indicated in a
further analysis of 24 studies with low statistical heterogeneity; the effect appeared to persist over time.
Although the quality of primary studies was generally good, the lack of control group data, the high
statistical heterogeneity for mental health outcomes and the reporting limitations in this review meant that
it was difficult to be totally confident about the review authors’ conclusions.

In Eggenberger et al.,*' the authors concluded that communication skills training had a significant impact
on family carers’ communication skills, competencies and knowledge. This review of 12 studies had
substantial reporting limitations and generally contained studies of variable quality. This makes it difficult
to assess the reliability of the authors’ conclusions. The best evidence of effectiveness arose from one
good-quality study that found reduced depression in carers after a home-care education intervention with
professional support, and another good-quality study of communication skills training resulting in total
carer satisfaction.

Godwin et al.?? concluded that each of the included technology-driven multicomponent support
interventions (including Caregiver’s Friend: Dealing with Dementia, ComputerLink and REACH) had

some positive findings, but there was insufficient evidence to support or refute the effects. Evidence from
the primary studies supports this conclusion on positive effects for all outcomes except social isolation.
Although overall the review was reasonably well conducted, it comprised only eight studies with no quality
assessment; control group and follow-up data were lacking.

In a review of seven studies looking at carer education focused on skills training, Jensen et al.?* concluded
that educational programmes have a moderate effect in reducing carer burden and a small effect in
reducing depression; the effects were unclear for quality of life and transition to long-term care. The
analysis of depression included two studies (one of high quality). The result for carer burden was based on
five moderate-quality studies with some statistical heterogeneity, and that favoured interventions of shorter
duration. This review appeared largely well conducted and provided additional analysis of outcomes
separated by low- and high-income countries.

In a well-conducted and well-reported review by Hurley et al.* (containing eight studies), the authors
reported tentative evidence for the effectiveness of meditation-based interventions for improving scores of
depression and carer burden. This conclusion was supported by primary study evidence at the end of the
intervention in five moderate-quality studies for depression, and in three low- to moderate-quality studies
for carer burden. The results for both outcomes were mixed at follow-up.

A well-conducted Cochrane review by Lins et al.* (containing 11 studies) concluded that telephone
counselling without any additional intervention can reduce depressive symptoms and also meets the
important needs of carers. The conclusion on depressive symptoms was supported in the analysis of three
moderate-quality studies with no evidence of statistical heterogeneity. A positive effect on depression was
also found in a moderate-quality study focusing on an enhanced version of the intervention comprising
telephone counselling with additional video sessions and workbook. Two moderate-quality, qualitative
studies substantiated the review authors’ conclusion on carer satisfaction with the intervention. Positive
control group effects for self-efficacy and satisfaction were also reported, but the quality of studies in
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these analyses was mixed. This was a well-conducted review, and theoretical underpinnings of the
included studies were reported.

The authors in Maayan et al.*” concluded that current evidence does not demonstrate any benefits or
adverse effects from respite care in carers of people with dementia, but the results should be interpreted
cautiously. The authors’ conclusion was supported by this largely well-conducted Cochrane review
containing four primary studies of very low quality.

Marim et al.*® concluded that interdisciplinary education and support programmes have a positive impact
on carer burden when compared with standard care. The conclusion was supported by this well-conducted
and well-reported review of seven studies containing high-quality primary studies.

In their review of 14 studies, McKechnie et al.?® concluded that computer-mediated psychosocial
interventions can benefit carers of people with dementia. The best evidence of effectiveness related to
improvements in scores for depression in the analyses of four high-quality studies, for anxiety from two
high-quality studies and for reductions in stress and burden from five (out of nine) medium- to high-quality
studies, with remaining studies in the last analysis showing inconsistent results. Not all of the included studies
had control groups, and there were potential limitations regarding the transparency of the review process.

The review by Orgeta and Miranda-Castillo?® suggested that home-based physical activity interventions
were effective in reducing subjective carer burden, compared with usual care. The analysis showed a
moderate intervention effect based on two studies with unclear or low risk of bias and no evidence of
statistical heterogeneity. This review was well reported in terms of methods, interventions and results.
However, the overall review findings are based on four clinically heterogeneous studies with largely
unknown risk of bias and limited follow-up data.

The conclusion from Schoenmakers et al.*° suggested weak evidence for interventions to support family
carers of people with dementia. Although this conclusion was generally supported by the primary study
evidence, it was not possible to confirm the quality of the 19 included studies, as quality assessment was
used only to select studies for the review. A small to moderate statistically significant adverse effect was
reported in respect of increased carer burden resulting from respite care. The review authors speculated
that this effect may be a result of carers’ uneasiness with respite nursing quality and the sudden release of
free time for themselves.

In the generally well-conducted review by Smith and Greenwood?? (containing three studies), the authors
concluded that there is limited quantitative evidence to support volunteer mentoring for carers of people
with dementia. This contrasted with qualitative evidence that carers value the opportunity to talk with others
about their experiences. The best evidence of effectiveness arose from one high-quality study of a telephone
befriending intervention and consequent statistically significant improvement in scores for carer anxiety and
depression after 15 months. Cost-effectiveness was reported for this study but no positive impact was
found. Other benefits were apparent, but it was unclear whether they applied only to carers of people with
dementia or also to carers of those with stroke. Such benefits were demonstrated in one moderate-quality
qualitative study in terms of coping skills and caregiving competence, reduced loneliness and reliance on
social support.

The authors of the well-conducted Cochrane review by Vernooij-Dassen et al.?' (containing 11 studies)
suggested that cognitive reframing for family carers shows promise as part of an individualised,
multicomponent intervention. The inclusion of cognitive reframing appeared to reduce psychological
morbidity and subjective stress, but without any effects on appraisals of coping or burden. In support of
this conclusion, moderate to large effects were reported for reduced depression in the analysis of six
studies; small-sized effects for anxiety from the analysis of four studies; and similarly small effects for stress
and distress from four studies. All primary studies had some methodological limitations, but the overall
quality was considered by the review authors to be satisfactory.
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The authors in Lang and Lim** concluded that art therapy is effective in reducing anxiety, stress and
negative emotions in family carers of patients with cancer. This conclusion reflects a statistically significant
pooled effect in two studies for anxiety; effects for reduced stress from baseline in each of two studies;
and an improvement in carer emotional balance in one study. This was a well-reported review of
moderate-quality primary studies. However, the findings may be limited by the reliance on two small-sized
studies, each with the same lead author.

In their well-reported review of 29 studies, Northouse et al.** concluded that multicomponent interventions,
including psychoeducation, skills training and counselling, can have a positive effect on many important carer
outcomes, including small to medium effects on burden, ability to cope, self-efficacy and quality of life.
These positive effects were all substantiated in the primary studies. Additionally, small statistically significant
positive effects were reported for self-care behaviours and sleep quality in six studies when measured beyond
3 months from intervention delivery; small effects were noted for distress and anxiety, and moderate effects
were sustained beyond 6 months following psychoeducation in 16 studies. In an analysis of three studies,

a large statistically significant effect was reported for carers’ appraisal of information needs during the first

3 months post intervention. The review reported on theoretical frameworks underpinning the intervention.
Despite the large number of positive intervention effects reported, the reliability of the review findings is
limited by the absence of primary study quality assessment. Additionally, although most interventions were
delivered jointly to patients and carers, the authors stated that many were designed primarily to address
patient care.

Regan et al.* included six moderate- to strong-quality primary studies out of 23 studies overall. The
authors concluded that couples-based psychosocial interventions showed promise, particularly in respect of
improving couple communication and relationship functioning, and reducing psychological distress. These
conclusions were supported by the evidence presented. In addition, there were reductions in physical
distress in one study of disease management, psychoeducation and telephone counselling; and in another
study evaluating the FOCUS intervention (family coping skills and uncertainty reduction). Improvements
were also noted following the FOCUS intervention for quality of life [physical and emotional functioning
(two studies)].

In their review of six studies, Waldron et al.*® concluded that psychosocial/psychoeducation interventions
focusing on problem-solving and communication skills may improve quality of life in carers of people with
cancer. The evidence was provided by a small effect size in the analysis of two good-quality studies. The
review was well conducted and well reported.

The review authors in Cheng et al.3"* suggested that there was limited evidence of effect for psychosocial
interventions on family functioning of carers for people with stroke. This conclusion is based on a small
effect size favouring counselling over no treatment from the analysis of two moderate-quality studies. In
addition, satisfaction with psychoeducation, counselling or support was higher than for usual care in two
moderate-quality studies. This was a well-conducted review with small numbers of studies included in each
analysis across multiple outcomes. Theoretical frameworks underpinning the interventions were reported.

In the Cochrane review of individual patient data (involving 4759 patients and carers) by Ellis et al.,* the
authors concluded that there was no evidence of effectiveness for the introduction of stroke liaison workers
to help carers and patients, although some studies found improved user satisfaction with service provision.
The conclusions were supported by the evidence presented in this largely well-conducted review. However,
the reliability of the findings is limited by the inability to judge the overall quality of the primary studies.

Another Cochrane review by Forster et al.*° (containing 21 studies) concluded that education-based

interventions can improve carer knowledge of stroke. The conclusion is supported by evidence for active
education programmes, but only in a pooled analysis of four studies containing substantial heterogeneity
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and at some risks of bias. The interventions in this review showed evidence of cost-effectiveness, possibly
linked to benefits in length of hospital stay. The review was well conducted, but the overall findings are
limited by the fact that only a small subset of the included studies related to carer outcomes.

Finally, a well-conducted Cochrane review by Legg et al.*' (containing eight studies) concluded that
interventions based on ‘teaching procedural knowledge’ (formal multidisciplinary training of caregivers in
the prevention and management of common problems related to stroke), delivered to carers prior to the
hospital discharge of stroke patients, appear to be the most promising. The authors’ tentative conclusion is
justified on the basis of one small higher-quality study of ‘teaching procedural knowledge'. This intervention
showed a small statistically significant reduction in carer depression, together with a statistically significant
more substantial reduction in stress and improved quality of life.

Carers of people with various conditions at the end of life (three reviews)

The well-reported Cochrane review by Candy et al.*? (containing 11 studies) proposed that multicomponent
support interventions can help to reduce carers’ psychological distress. However, the evidence is derived
from a pooled analysis of eight low-quality studies showing only a small effect size at the end of the
intervention.

In the Gomes et al.*® review of 23 studies, the authors stated that there was clear and reliable evidence
that carer grief was not affected detrimentally after the receipt of home palliative care. This arises from a
positive effect on carer distress favouring a reinforced version of the intervention, but it was based on one
low-quality study and so the conclusion should be considered as tentative. A cost-effectiveness analysis
involving six high-quality studies was inconclusive. This was a well-conducted review.

Nevis* concluded that educational and problem-solving interventions were effective in improving carer
quality of life but with no decrease in resource use. This conclusion was based on two (out of six included)
studies containing serious risk of bias. No costs were reported.

Carers of people with mental health problems (two reviews)

In a large review of 68 studies focusing on multicomponent support interventions involving mental health
nurses, Macleod et al.** concluded that, although findings were mixed, there was some evidence of
effectiveness for a range of approaches. The primary evidence confirmed positive effects on carer mental
health outcomes, burden and stress, coping, well-being and knowledge. The quality of primary studies
(although claimed by the authors to be assessed) was not reported, so it is not possible to judge the
reliability of these findings. Aside from this and some reporting discrepancies, the review was largely

well conducted.

A well-conducted review by Yesufu-Udechuku et al.* (containing 21 studies) concluded that carer-focused
interventions, including psychoeducation, support groups, problem-solving and self-management, appear
to improve quality of life and reduce psychological distress, but no single specific intervention could be
recommended. The best evidence of effectiveness for psychological distress is derived from statistically
significant effects in one small high-quality study of psychoeducation, and from one moderate-quality
study of problem-solving bibliotherapy measured up to 6 months post intervention. Quality of life
(caregiving experiences, not further defined) was also improved, but the evidence was based largely on
very low-quality studies with substantial heterogeneity.

Overview of the medium-quality reviews

Twenty-five reviews were classed as medium quality (Table 10).“¥72 Most reviews failed to meet the high
quality standard owing to inadequate synthesis of the primary studies.
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Patterns in the medium-quality literature were similar to those found in the high-quality reviews. The most
commonly featured carers in reviews were those looking after people with dementia,**’ followed by
those caring for people with cancer.>®* Reviews also featured carers of people with stroke,®*®* carers of
people with mental health problems®®” and carers of people with various conditions.®®72 In reviews that
included primary studies of carers of people with different conditions, carers of patients at the end of life
were represented,®7’"72 as were carers of people with conditions including cancer, stroke, dementia and
cardiovascular disease.®®”° The types of interventions reported in the medium-quality reviews were broadly
similar to those reported in the high-quality reviews. A large proportion of activities were multicomponent
psychosocial or educational in nature. One review*> looked at interventions featuring decision-making aids,
advanced care planning and decision-making outcomes in carers of people with dementia. Outcomes
measured in the medium-quality reviews covered the whole range as specified in the high-quality reviews;
similar to the high-quality reviews, the greatest focus was on mental health, burden and stress, and quality
of life. Three reviews®***% included a cost-effectiveness analysis. There were no substantive differences
from the high-quality reviews in terms of geographical coverage of the included primary studies or the
sociodemographic characteristics of carers, when these were reported. As might be expected, there was
overlap of included primary studies between the medium- and high-quality reviews in similar areas.

Overview of the low-quality reviews
Nine reviews were classed as low quality (Table 17).7>®" Six of these focused on carers of people with
dementia,”® two focused on carers of people with mental health problems’# and one focused on carers

of people with multiple conditions.®' In terms of types of interventions and outcomes, the literature
appeared broadly similar to that covered in medium- and high-quality reviews.

TABLE 11 List of low-quality reviews

Carers of people with dementia

Beinart, 20127 Caregiver burden and psychoeducational interventions in Alzheimer’s disease: a review

Lee, 20157 Do technology-based support groups reduce care burden among dementia caregivers? A review

Mason, 2009” Telephone interventions for family caregivers of patients with dementia: what are best nursing
practices?

Neville, 20157¢ Literature review: use of respite by carers of people with dementia

Nunnemann, 20127¢ Caregivers of patients with frontotemporal lobar degeneration: a review of burden, problems,
needs, and interventions

Van Mierlo, 20127 Personalised caregiver support: effectiveness of psychosocial interventions in subgroups of
caregivers of people with dementia

Carers of people at the end of life (various conditions)
Alcide, 2015% Adult hospice social work intervention outcomes in the United States

Carers of people with mental health problems

Bailey, 2013% Burden and support needs of carers of persons with borderline personality disorder: a systematic
review
Fiorillo, 20137 Efficacy of supportive family interventions in bipolar disorder: a review of the literature
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Chapter 4 Discussion and conclusions

I n this final chapter, we outline the conclusions of our meta-review, highlighting areas of promise for
practice. We also summarise the strengths and limitations of the meta-review, of the reviews we drew
on to carry out our work and of the underlying primary research that informed those reviews. Finally,
we discuss the implications of this meta-review for health-care practice and for research.

Overall conclusions from the meta-review

As with the original work,? reviews of interventions that might support carers of people with dementia
were predominant in our updating work. Some 14 of the 27 included high-quality reviews fell into this
category. This undoubtedly reflects the continued interest internationally in both policy and practice in
relation to dementia care. However, this time we found also high-quality reviews of interventions to
support carers of people with mental health problems, which were absent previously. We also found a
number of high-quality reviews on cancer, stroke and end-of-life care for people with various conditions.

The NIHR's original interest, as outlined in Chapter 1, was to update the evidence about how best to
support carers, given the introduction of the Care Act in 2014.° It was felt that a review could usefully
evaluate particular interventions, such as carer champions, respite care, resilience programmes and health
checks, and their cost-effectiveness. However, as this report shows, of these interventions only respite care
has been subject to systematic review to date.

As in the earlier work, multicomponent interventions dominated the reviews, with a particular emphasis
on psychosocial or psychoeducational content. Education or training for carers and communication skills
training were also evident. In terms of outcomes, the most common focus across all carer groups was on
mental health, burden and stress, and well-being/quality of life. This was the case with the earlier work.
Also as with the earlier work, reviews usually reported on multiple outcomes, some of which were not
clearly defined. Some reviews classed outcomes in one way, whereas others classed the same outcomes in
another way. This was a particular issue around mental health outcomes, for which some reviews included
‘stress’ in their synthesis of mental health outcomes, whereas others treated this as a separate outcome.

Strengths and limitations

This update of the evidence base on interventions to support carers was carried out over a relatively short
time scale (7 months). It has attempted to synthesise rapidly the overall messages of the identified reviews
and the strength of these, drawing on the higher-quality reviews that we identified.

The evidence base has clearly grown both in volume and complexity since the original meta-review. The
growth allowed us to take a rigorous approach to the quality of included reviews, but even this left us
with some question marks about the methodological aspects of some reviews (see The included reviews
and primary studies).

However, despite the speed of the process, this rapid review is built on strong foundations. Our systematic
approach, with clear search strategies, fully documented inclusion and exclusion criteria, decision-making
by more than one member of the team, and clearly documented data extraction and quality assessment,
provides confidence that we have not missed any major sources of evidence and that our conclusions are
firmly rooted in the best evidence available.

The very nature of a meta-review means that it is difficult to uncover definitively what interventions work,
for whom and why. Other limitations may include the restriction to reviews published in English; the short
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time scale, which prevented a systematic investigation of primary study overlap across the included
reviews; and a number of post-protocol decisions that were dictated by the growth in literature since the
original meta-review.

Views of carers

As described in Chapter 2 (see Public and patient engagement), we asked carers to give us their views on
the overall findings of our work. We were particularly interested in whether or not they felt that the
interventions for which the reviews seemed to have found evidence were ones that carers might find helpful.

As outlined earlier, in the end only two carers were able to provide comments, which is a limitation, but
the comments they did provide were detailed and pertinent. Both were carers of people with dementia,
although in different circumstances. Carers of people with dementia both are more heavily involved and
experience the impact of caring to a greater extent than most other carers, so one might take the view

that if we can get support ‘right’ for them, then we can also get it ‘right’ for many other types of carer.

These advisers highlighted for us that carers of people with different conditions experience different caring
experiences and trajectories. Thus, what might be useful and effective for one sort of carer might not be
useful or effective for another. Similarly, what might be useful and effective at one stage in the trajectory
might not be useful or effective at another stage. This underlined the difficulty, as they saw it, of knowing
what a true ‘control’ carer or condition might be in a controlled research design.

The advisers also felt that variations in caring situations and across carers made it difficult to see that a
single intervention could be the ‘answer’ in supporting carers. Rather, as one put it, ‘because of the
complexities of the situations there is unlikely to be a one size fits all that will be right at any one time'.
As a result, she felt that any opportunity to engage with carers and the cared-for person might ‘just press
the right supportive button at that moment’, and hence a ‘pick and mix" approach, whereby various
support options were on offer, would be the ideal.

All of the interventions that the high-quality reviews had suggested might have a positive effect on carers
were seen as acceptable, but the advisers pointed out that what was actually available to carers was
limited and incomplete, and that although education and training for the carer might have a part to play,
this was no substitute for ‘direct intervention on the carer’'s own behalf’. They also raised the issue of the
value to carers of standard services, including respite, that were provided to the person they cared for.

The included reviews and primary studies

The overall impression of the reviews is one of higher quality since the earlier work; they were generally
well conducted and well reported (reflecting also the use, this time, of a higher quality threshold),
although there were also some methodological limitations. Even the reviews that we defined as high
quality did not always assess — or, if assessed, report — the quality of the primary studies that they
included. This was particularly disappointing in relation to some of the reviews of carers of people with
mental health problems, as in our previous work we did not find any reviews in this area.

Although the authors’ conclusions generally reflected the evidence they presented, in some places, whether
a result of the quality of the primary research available (see below) or of the limitations of the reviews
themselves (i.e. small-sized reviews), many relied on the analysis of small numbers of studies, and in some
cases single studies, to underpin their conclusions. In some reviews, too, it was difficult to interpret effect
sizes, for example when synthesis relied on standardised mean differences without reported confidence
intervals and when there was unclear reporting on what was being measured and how.
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As with any review of reviews, there was evidence of overlap of primary studies; that is, different reviews

of similar topics drew on the same primary studies. It was also the case that some reviews included
interventions with elements that in other reviews were defined differently. An example of this is Chien et al.,*°
whose review of ‘caregiver support groups’ included groups that had psychoeducational or educational
components. These overlaps increase the risk of exaggerated effects. A formal investigation of primary study
overlap was beyond the resources available for this project.

Another weakness of the reviews, which may reflect the quality of the primary studies, was the lack of
information about what support, if any, carers in control groups were receiving. There is little consistency
in the messages about the type of interventions that have been argued to have positive effects for carers,
particularly for carers of people with dementia. This raises the question of if ‘anything is better than
nothing’. With little understanding of the experiences of control groups, we have no way of addressing
this question.

There was a lack of clarity of reporting in some reviews relating to the analysis of comparators. It was
unclear whether some analyses were using data from primary studies collected before and after the
intervention or whether the findings were related to differences between intervention and comparator
groups. In some analyses it appeared that there may have been a combination of both.

The primary studies from the included reviews had worldwide coverage, but our focus on health systems
in developed countries means that the results can largely be seen as relevant to the UK context.

Despite the passage of time since the original work, and the greater emphasis in that time on quality
standards for evaluation research, many reviews pointed to the poor quality of primary research. This seemed
particularly the case with the evidence on support for carers of people with mental health problems. The few
reviews that used a high cut-off point for quality thus rarely included more than a handful of studies.

The inclusion of multiple interventions in a single review, and the use of multicomponent interventions in
the primary research, as well as the overlap referred to above, made it difficult, in many parts of our work,
to interpret cause and effect (in the few places where effect was evident).

The original meta-review highlighted the problem of intervention research, whereby no theory of change
or intervention logic has been developed that could sensibly inform the choice of appropriate outcome
domains. This remains an issue but, in the updated work, some review authors also acknowledged this
problem and, in one case, focused exclusively on interventions for which such theory was evident.?' The
lack of an underpinning theory means that primary research often includes multiple outcome measures,
none of which is identified as primary, adding further to the difficulties of ascribing cause and effect.

Finally, as with the original work, we found very little information about the cost-effectiveness of any of
the interventions reviewed.

Reviews showing promise for carers

In Table 12 we draw together findings from across the meta-review to show, overall, what evidence there
may be for interventions that may have an effect on carers. We have defined such evidence as analysis
based on more than one study, when the quality of the primary studies was appraised and reported to be
moderate or above for at least two studies, when the intervention type was clearly defined and when the
results of the synthesis were not mixed or inconsistent.

In addition to the effects summarised in the table, the review of respite care for carers of people with
dementia identified a negative impact on carer burden (which was similar to a finding in the original
meta-review), although this was based on unclear primary study quality.*
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TABLE 12 Best evidence for interventions that may have an effect on carers

Dementia

Cancer

Stroke

Anxiety
Anxiety

Burden

Burden

Burden (although outcome not explicitly defined)
Burden and stress
Burden and stress
Depression
Depression
Depression
Depression
Depression

Mental health
Physical distress
Psychological distress

Quality of life

Quality of life: relationship functioning

Family functioning

Cognitive reframing®’
Psychosocial interventions (computer mediated)®

Educational interventions aimed at teaching
skills**

Interdisciplinary education and support®®
Support groups®

Cognitive reframing®'

Psychosocial interventions (computer mediated)®
Cognitive reframing®'

Meditation-based interventions®

Psychosocial interventions (computer mediated)®®
Support groups®

Telephone counselling®

Art therapy™

Couples-based psychosocial interventions®

Couples-based psychosocial interventions®

Psychosocial intervention based on problem
solving and communication skills®®
Counselling therapy®

Counselling®?*®

We can see from Table 12 that there is some evidence that an intervention that involves contact between

carers of people with dementia and other people who know about dementia may improve some aspects
of carers’ mental health and of their perceptions of burden and stress. The very different types of
intervention that appear to produce this effect, when we have no clear understanding of what control
groups were experiencing as ‘usual care’, inevitably raises again the ‘something better than nothing’
guestion. Thus, this evidence could reflect a type of Hawthorne effect: when people feel better simply
because they are in the active arm of a research project and are therefore having greater contact with
people outside their normal context. Given the restricted lives some carers lead, any contact may have

beneficial effects. Alternatively, the evidence could reflect the real value of being able to share experiences
with and learn from others, whether carers or professionals; but this benefit does appear to be regardless
of how the sharing and learning is achieved.

In relation to those caring for a person with cancer, the message seems a little clearer. Here, interventions
with a psychosocial element may improve carers’ physical and mental health, quality of life and relationship
functioning. Art therapy (which perhaps could also be characterised as providing some psychosocial support)
may also affect mental health positively.

The only other group of carers for which there are any clear messages is those helping someone who has
had a stroke. Here, counselling was able to improve family functioning.
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Implications for practice and research

Practice

This meta-review, like the earlier one, was established to explore the evidence on interventions specifically
designed and intended to support carers, not to explore the ways in which generic services might also help
carers. It is important to remember this, because we know from other types of research that services
intended for the person being supported are often crucial to the carers’ own health and well-being. For
example, if people with dementia attend day activities and are offered things to do that engage their
interest and give them an opportunity to meet other people, carers may benefit both from the short break
it gives them and from any positive effect the activity may have on the mood of the person with dementia.
Similarly, if people who are nearing the end of their life receive good-quality palliative care, both they and
their close family members may benefit.

In the original meta-review, the strongest evidence of effectiveness of any sort was in relation to
education, training and information for carers. When active and targeted, such interventions increased
carers’ knowledge and abilities as carers, with some indication that they might also thereby improve carers’
mental health or coping. This updated meta-review suggests that interventions with this sort of content,
for carers of people with dementia, may also have a positive impact on subjective burden.

However, the updated meta-review suggests other possibilities for effective support for carers. These are
as follows.

® For carers of people with dementia:

O Opportunities to share with and learn from others (whether carers or professionals) may have a
positive impact on depression and anxiety, and on subjective burden.

O Opportunities to reframe the way they think about dementia may have a positive impact on mental
health and on subjective burden and stress.

O Learning meditation techniques may have a positive impact on depression.

O Psychosocial interventions delivered via a computer may have a positive impact on depression and

anxiety and on subjective burden and stress.
® For carers of people with cancer:

O Psychosocial interventions may have a positive impact on carers’ physical and psychological
‘distress’ and quality of life.

O Art therapy may have a positive impact on carers’ mental health.

O Counselling may have a positive impact on relationship functioning.

® For carers of people with stroke:
O Counselling may have positive impact on family functioning.

None of the above suggests that a ‘one intervention fits all' approach would meet the needs of all carers;
neither do we know which elements of multicomponent interventions have the most effect.

Research
The implications for research are much as they were previously:

1. There remains a dearth of good-quality primary research about the effectiveness of most support
interventions for carers. In large part, we suspect that this is driven by the lack of underpinning theories of
change or intervention logic that would allow the right questions about the right outcomes to be asked.
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This applies as much to recent initiatives in Britain, such as carers’ champions and health checks for carers
(for which we were unable to identify any review evidence), as it does to more established interventions.

2. The issue of respite care and its effectiveness, or not, in supporting carers of people with dementia
remains a paradox, given the apparent conflict between the empirical evidence and the views of carers.
On the one hand, the earlier meta-review and this one found reviews suggesting that respite care
might have negative effects for carers of people with dementia. On the other hand, our carer advisers
and the qualitative literature suggest that respite care is essential to carers feeling that they can
continue to care. A major issue with the reviews of respite care, however, is the assessment of the
quality of the respite being evaluated and, in some cases, careful distinction between the different types
of respite on offer. Furthermore, there have been recent developments that may provide a different sort
of respite from traditional models. Examples of such new models include memory cafés and the use of
volunteers to provide people with dementia with meaningful daytime occupation; however, these have
not yet been fully evaluated. Primary research that explores what type of respite is better or worse,
for whom, and in relation to outcomes that carers themselves think are valuable is urgently needed.
This should be research that articulates clear intervention logic driven by carers’ views about outcomes,
and that carefully triangulates both quantitative and qualitative findings.

3. Reviews that separate out different parts of multicomponent interventions and then model their unique
impact are beginning to emerge, but much more of this type of sophisticated systematic reviewing is
needed. A review that attempted to separate out and assess the effects of different elements of formal
‘psychosocial’ support, and to set this alongside evidence of the effect of informal support delivered via
different modes, would be a start.

4. Such reviews would also need to model differential impact for different types of carers. By definition,
carers are a very diverse group; as our carer advisers pointed out, expecting a single type of intervention
to meet the needs of all carers and at all stages of caring is unrealistic. There appears to be a particular
gap in the review evidence relating to young carers and carers from minority groups.

5. Heavily involved carers, by definition, have very little, if any, time to spare from their daily routines,
yet these are the people most likely to need support. Finding ways of engaging meaningfully with them
in research processes, without imposing additional burdens, is a challenge for all empirical and review
work in this field. The use of ‘virtual’ advisory groups for evaluation research, whereby user
organisations act as a conduit through which carers can engage in research projects via face-to-face
meetings, telephone or e-mail, as and when they have time, is proving very useful in other NIHR-funded
projects at York.®? However, this model has inevitable resource implications, as it takes time to set up
and needs to be moderated independently of the research team.
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Appendix 1 Database search strategies

he search strategies for each individual database are presented below. Please note that the strategies

were taken directly from the database search interfaces at the time that the searches were run. This
detailed recording of each individual database search strategy preserves the necessary details to allow the
searches to be reproduced and increases transparency of the search methods.

Applied Social Sciences Index and Abstracts
Searched via ProQuest (www.proquest.com/).

Date range searched: inception to 21 January 2016.

Searched on 21 January 2016.

Records retrieved: 1371.

Search strategy
The search strategy below incorporates a section to restrict the search to reviews only. This part of the
strategy was based on the CRD search strategy for retrieving reviews from ASSIA.

((SU.EXACT("Informal care”) OR SU.EXACT("“Carers”) OR SU.EXACT("Respite care”) OR TI,AB(caregiv* OR
care-giv* OR carer* OR "informal care” OR befriending OR caretak* OR “care taker” OR “care takers” OR
“care taking” OR “children caring” OR “families caring” OR respite) OR TI,AB(families NEAR/2 support))
AND ((TI,AB(metaanaly* OR meta-analy*) OR SU.EXACT("Literature reviews"”) OR SU.EXACT("Systematic
reviews") OR TI,AB,IF(“meta study” OR meta-synthes* OR meta-evaluat*) OR TI,AB,IF(synthes* NEAR/3
literature®) OR TI,AB,IF(synthes* NEAR/3 research*) OR TI,AB,IF(synthes* NEAR/3 studies) OR TI,AB,IF
(synthes* NEAR/3 data) OR TI,AB,IF(synthes* NEAR/3 trials) OR TI,AB,IF(synthes* NEAR/3 findings) OR TI,
AB,IF(synthes* NEAR/3 evidence) OR TI,AB,IF(quantitative-synthes*) OR TI,AB,IF(pooled-analys*) OR TI,AB,IF
((data NEAR/3 pool*) AND studies)) OR (TI,AB,IF(pooling NEAR/1 studies) OR TI,AB,IF(medline OR medlars
OR embase OR cinahl OR cochrane OR scisearch OR psychinfo OR psycinfo OR psychlit OR psyclit) OR
TI,AB,IF((hand OR manual* OR database* OR computer* OR electronic*) NEAR/3 search*) OR TI,AB,IF
((electronic* OR bibliographic*) NEAR/3 database*) OR TI,AB,IF(overview*) OR TI,AB,IF("evaluation
review*") OR TI,AB,IF(“what works"”) OR TI,AB,IF("evaluation synthes*") OR TI,AB,IF(review*)))) AND
la.exact(“English")

Additional limits: date — from 1 January 2000 to 21 January 2016.

Key
SU.EXACT = subject heading.

TI,AB = terms in the title or abstract fields.
NEAR/2 = terms within two words of each other (any order).
* = truncation.

= phrase search.

la.exact = language limit.
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Cochrane Database of Systematic Reviews
Searched via Wiley (http://onlinelibrary.wiley.com/).

Issue 1 of 12, January 2016.

Searched on 21 January 2016.

Records retrieved: 408.

Search strategy
#1 MeSH descriptor: [Caregivers] this term only (1313)

#2 MeSH descriptor: [Respite Care] this term only (33)

#3 caregiv*:tiabkw (4322)

#4 care next giv*:tiab,kw (351)

#5 carer*:ti,ab,kw (1060)

#6 "informal care":ti,ab,kw (72)

#7 Dbefriending:ti,ab,kw (41)

#8 caretak*:ti,abkw (147)

#9 care next taker*:ti,ab,kw (10)

#10 care next taking:ti,ab,kw (10)

#11 children next caring:ti,ab,kw (2)

#12 families next caring:ti,ab,kw (10)

#13 families near/2 support:ti,ab,kw (48)

#14 respite:ti,ab,kw (74)

#15 (parent or parents or mother or mothers or father or fathers) near/2 care:ti,ab,kw (460)
#16 (parent or parents or mother or mothers or father or fathers) near/2 caring:ti,ab,kw (18)
#17 (parent or parents or mother or mothers or father or fathers) near/2 support:ti,ab,kw (252)
#18 (parent or parents or mother or mothers or father or fathers) near/2 supporting:ti,ab,kw (35)
#19 (sons or daughters or friends) near/2 care:ti,ab,kw (5)

#20 (sons or daughters or friends) near/2 caring:ti,ab,kw (0)

#21 (sons or daughters or friends) near/2 support:ti,ab,kw (43)
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#22 (sons or daughters or friends) near/2 supporting:ti,ab,kw (0)

#23 (husband* or wives or wife or spouse* or grandparent* or grandchild* or neighbour* or neighbor*
or relatives) near/2 care:ti,ab,kw (42)

#24  (husband* or wives or wife or spouse* or grandparent* or grandchild* or neighbour* or neighbor*
or relatives) near/2 caring:ti,ab,kw (11)

#25 (husband* or wives or wife or spouse* or grandparent* or grandchild* or neighbour* or neighbor*
or relatives) near/2 support:ti,ab,kw (125)

#26 (husband* or wives or wife or spouse* or grandparent* or grandchild* or neighbour* or neighbor*
or relatives) near/2 supporting:ti,ab,kw (3)

#27 #lor#2or#3or#dor#5or#6 or#7 or#8 or#9 or #10 or #11 or #12 or #13 or #14 or #15 or
#16 or #17 or #18 or #19 or #20 or #21 or #23 or #24 or #25 or #26 (6318)

Note that the result at line #27 is the total for all of the databases within The Cochrane Library.

Key
MeSH descriptor = indexing term [medical subject heading (MeSH)].

* = truncation.

ti,ab,kw = terms in either title or abstract or keyword fields.
near/2 = terms within two words of each other (any order).
next = terms are next to each other.

uou

= phrase search.

Cumulative Index to Nursing and Allied Health Literature (CINAHL Plus)
Searched via EBSCOhost (www.ebscohost.com/).

Date range searched: inception to 20 January 2016.

Searched on 21 January 2016.

Records retrieved: 2262.

Search strategy

The search strategy below incorporates a section to restrict the search to reviews only. This part of the
strategy was based on the CRD search strategy for retrieving reviews from CINAHL.#

S45  S42 OR S44 2262
S44  S40 AND S43 64

S43  (ZD "in process”) 106,037
S42  S40 AND S41 2198
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541
S40
S39
S38
S37
S36

S35

S34

S33
S32

S31
S30

S29
S28

S27
S26
S25

S24
S23
S22
S21
S20
S19
S18
S17
S16
S15
S14
S13
S12
S
S10
S9

S8

EM 2009-

S15 AND S$38 Limiters - Publication Year: 2000-2016; English Language
S15 AND S38

S36 not S37

PT book review

S16 OR S17 OR S18 OR S19 OR S20 OR S21 OR S22 OR S23 OR S24 OR S25 OR S26 OR S27 OR S28
OR S29 OR S30 OR S33 OR S34 OR S35

AB systematic* N10 overview* or AB methodologic* N10 overview* or AB quantitative* N10
overview™* or AB research* N10 overview* or AB literature* N10 overview* or AB studies N10
overview* or AB trial* N10 overview* or AB effective* N10 overview*

AB systematic* N10 review* or AB methodologic* N10 review* or AB quantitative* N10 review* or
AB research* N10 review* or AB literature* N10 review* or AB studies N10 review™* or AB trial* N10
review* or AB effective* N10 review*

S31 AND S32

AB systematic* or AB methodologic* or AB quantitative* or AB research* or AB literature* or AB
studies or AB trial* or AB effective*

PT review

TX electronic* N2 database* or TX electronic* N2 data base* or TX bibliographic* N2 database* or TX
bibliographic* N2 data base*

(MH “Reference Databases+") or (MH “Reference Databases, Health+")

TX hand N2 search* or TX manual N2 search* or TX database* N2 search* or TX computer* N2
search*

TX pooled analy* or TX data N2 pool*
TX medline or medlars or embase or scisearch or psycinfo or psychinfo or psychlit or psyclit

TX synthes* N3 literature* or TX synthes* N3 research or TX synthes* N3 studies or TX synthes*
N3 data

(MH “Literature Searching+") or (MH “Computerized Literature Searching+")
MH “Literature Review+"

Tl review* or Tl overview*

PT systematic review

PT nursing interventions

AB cochrane or TI Cochrane

TI meta-analy* or AB meta-analy*

Tl metaanaly* or AB metaanaly*

(MH “Meta Analysis")

ST ORS2 ORS3 OR S4 OR S5 OR S6 OR S7 OR S8 OR S9 ORS10 ORS11 ORS12 ORS13 OR S14
Tl respite or AB respite

Tl families N2 support OR AB families N2 support

Tl “families caring” or AB “families caring”

Tl “children caring” or AB “children caring”

Tl “care taking” or AB “care taking”

Tl "care taker*" or AB "care taker*"

Tl caretak™ or AB caretak*

2,529,422
3785
4458
272,014
35,119
283,972

3802

90,517

54,536
960,291

133,870
5971

46,371
16,812

4964
49,214
6052

7088
39,465
134,359
52,406
1487
15,534
26,870
534
23,952
52,385
1075
5650
200

27

131

54
1106
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S7 Tl befriending or AB befriending 92

S6 Tl “informal care” or AB “informal care” 606
S5 Tl carer* or AB carer* 8500
sS4 Tl “care giv*" or AB “care giv*” 2470
S3 Tl caregiv* or AB caregiv* 27,550
S2 MH “Respite Care” 1153
S1 MH “Caregivers” 22,274
Key

MH = indexing term (CINAHL heading).
* = truncation.

Tl =terms in the title.

AB =terms in the abstract.

" " =phrase search.

N2 = terms within two words of each other (any order).

PT = publication type.

TX = all text — search of all the database's searchable fields.

EM 2009- = limits search to records entered into the database from 2009 to present.

ZD in process = searches for any records that are in process and do not yet have an entry date.

Database of Abstracts of Reviews of Effects
Searched via Wiley (http://onlinelibrary.wiley.com/).

Issue 2 of 4, April 2015.

Searched on 21 January 2016.

Records retrieved: 153.

See above under Cochrane Database of Systematic Reviews for search strategy used.

EMBASE
Searched via Ovid (http://ovidsp.ovid.com/).

Date range searched: 1974 to 20 January 2016.
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Searched on 21 January 2016.
Records retrieved: 4869.

Search strategy
The search strategy for EMBASE below incorporated the Hedges best optimisation of sensitivity and
specificity filter for retrieval of systematic reviews in EMBASE.#*

Caregivers/ (28,457)

Caregiver support/ (1813)

Respite Care/ (874)

caregiv$.ti,ab. (54,102)

care giv$.ti,ab. (6712)

carer$.ti,ab. (13,826)

informal care.ti,ab. (1329)

befriending.ti,ab. (136)

caretak$.ti,ab. (4320)

care taker$.ti,ab. (245)

. care taking.ti,ab. (322)

. children caring.ti,ab. (42)

. families caring.ti,ab. (257)

. (families adj2 support).ti,ab. (1603)

. respite.ti,ab. (1705)

. or/1-15 (87,059)

. meta-analys$.mp. (160,679)

. search$.tw. (356,113)

. review.pt. (2,121,136)

. 17 or 18 or 19 (2,456,581)

. 16 and 20 (12,459)

. limit 21 to yr="2000 - Current” (10,497)

. limit 22 to english language (9443)

. exp Animal/ (21,018,527)

. exp animal-experiment/ (1,902,970)

. nonhuman/ (4,667,343)

. (rat or rats or mouse or mice or hamster or hamsters or animal or animals or dog or dogs or cat or
cats or bovine or sheep).ti,ab,sh. (5,214,665)

28. 24 0or250r 26 or 27 (22,616,514)

29. exp human/ (16,646,006)

30. exp human-experiment/ (346,372)

31. 29 or 30 (16,647,452)

32. 28 and 31 (16,646,482)

33. 28 not 32 (5,970,032)

34. 23 not 33 (9397)

35. (2009% or 2010% or 2011% or 2012% or 2013% or 2014% or 2015% or 2016%).em. (9,456,931)

36. 34 and 35 (4869)
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Key
/=indexing term (Emtree heading).

exp = exploded indexing term (Emtree heading).

$ = truncation.
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ti,ab =terms in either title or abstract fields.
pt = publication type.

sh = subject heading field.

em = entry week.

mp = multi-purpose — searches in title, original title, abstract, subject heading, name of substance and
registry word fields.

tw = text word search in title or abstract fields.

adj2 = terms within two words of each other (any order).

Health Management Information Consortium
Searched via Ovid (http://ovidsp.ovid.com/).

Date range searched: 1979 to November 2015.

Searched on 21 January 2016.

Records retrieved: 909.

Search strategy
The search strategy for HMIC incorporated a strategy for finding reviews that was translated from the CRD
search strategy for retrieving reviews from ASSIA.

Carers/ (4005)

Informal Care/ (393)

exp Respite Care/ (448)

caregiv$.ti,ab. (1161)

care giv$.ti,ab. (743)

carer$.ti,ab. (6824)

informal care.ti,ab. (424)
befriending.ti,ab. (82)

caretak$.ti,ab. (66)

. care taker$.ti,ab. (1)

. care taking.ti,ab. (28)

. children caring.ti,ab. (14)

. families caring.ti,ab. (60)

. (families adj2 support).ti,ab. (220)

. respite.ti,ab. (611)

. or/1-15 (10,299)

. exp LITERATURE REVIEWS/ (5537)

. meta analysis/ (726)

. (metaanaly$ or meta-analy$).ti,ab. (1605)
. (meta study or meta synthes$ or meta evaluat$).ti,ab. (40)
. (synthes$ adj3 (literature$ or research$ or studies or data or trials or findings or evidence)).ti. (104)
. quantitative synthes$.ti,ab. (22)

. pooled analys$.ti,ab. (98)
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24. ((data adj3 pool$) and studies).ti,ab. (93)

25. (pooling adj2 studies).ti,ab. (3)

26. (medline or medlars or embase or cinahl or cochrane or scisearch or psychinfo or psycinfo or psychlit
or psyclit).ti,ab. (2342)

27. ((hand or manual$ or database$ or computer$ or electronic$) adj3 search$).ti,ab. (1424)

28. ((electronic$ or bibliographic$) adj3 database$).ti,ab. (972)

29. review$.ti,ab. (35,957)

30. overview$.ti,ab. (4451)

31. evaluation synthes$.ti,ab. (0)

32. evaluation review$.ti,ab. (6)

33. what works.ti,ab. (274)

34. or/17-33 (41,527)

35. 16 and 34 (1523)

36. limit 35 to yr="2000 —Current” (909)

Key
/=indexing term.

exp = exploded indexing term.
$ = truncation.
ti,ab. = terms in either title or abstract fields.

adj2 = terms within two words of each other (any order).

Health Technology Assessment database
Searched via Wiley (http://onlinelibrary.wiley.com/).

Issue 2 of 4, April 2015.

Searched on 21 January 2016.

Records retrieved: 37.

See above under Cochrane Database of Systematic Reviews for search strategy used.

MEDLINE

Searched via Ovid (http://ovidsp.ovid.com/).

Date range searched: 1946 to January week 2 2016.
Searched on 21 January 2016.

Records retrieved: 3109.
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Search strategy
The search strategy for MEDLINE below incorporated the Hedges optimised sensitivity and specificity
balanced search filter for retrieval of systematic reviews in MEDLINE .

Caregivers/ (24,035)

Respite Care/ (914)

caregiv$.ti,ab. (35,082)

care giv$.ti,ab. (4089)

carer$.ti,ab. (8206)

informal care.ti,ab. (930)
befriending.ti,ab. (93)
caretak$.ti,ab. (3226)

care taker$.ti,ab. (132)

. care taking.ti,ab. (215)

. children caring.ti,ab. (31)

. families caring.ti,ab. (211)

. (families adj2 support).ti,ab. (1061)
. respite.ti,ab. (1196)

. or/1-14 (57,920)

. meta-analysis.mp,pt. (86,024)

. review.pt. (1,996,933)

. search$.tw. (244,702)

.16 0r17 or 18 (2,177,630)

. 15 and 19 (8440)

. exp animals/ not humans/ (4,173,052)
. 20 not 21 (8396)

. (2009% or 2010% or 2011%$ or 2012% or 2013% or 2014% or 2015% or 20169%).ed. (5,415,956)
. 22 and 23 (3442)

. limit 24 to english language (3109)

© Nk W=
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Key
/=indexing term (MeSH heading).

exp = exploded indexing term (MeSH heading).
$ =truncation.

ti,ab = terms in either title or abstract fields.

pt = publication type.

ed = entry date.

mp = multi-purpose — searches in title, original title, abstract, subject heading, name of substance and
registry word fields.

tw = text word search in title or abstract fields.

adj2 = terms within two words of each other (any order).
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MEDLINE In-Process & Other Non-Indexed Citations
Searched via Ovid (http://ovidsp.ovid.com/).

Database last updated on 20 January 2016.

Searched on 21 January 2016.

Records retrieved: 401.

Search strategy
The search strategy below incorporated a strategy for finding reviews that was translated from the CRD
search strategy for retrieving reviews from MEDLINE.#

caregiv$.ti,ab. (4875)

care giv$.ti,ab. (439)

carer$.ti,ab. (1055)

informal care.ti,ab. (137)
befriending.ti,ab. (22)
caretak$.ti,ab. (283)

care taker$.ti,ab. (26)

care taking.ti,ab. (32)

children caring.ti,ab. (5)

families caring.ti,ab. (15)

. (families adj2 support).ti,ab. (141)

. respite.ti,ab. (95)

. or/1-12 (6675)

. systematic$ review$.ti,ab. (14,947)

. meta-analytic$.ti,ab. (564)

. meta-analysis.ti,ab. (12,106)

. metanalysis.ti,ab. (13)

. metaanalysis.ti,ab. (101)

. meta analysis.ti,ab. (12,106)

. meta-synthesis.ti,ab. (90)

. metasynthesis.ti,ab. (31)

. meta synthesis.ti,ab. (90)

. meta-regression.ti,ab. (562)

. metaregression.ti,ab. (44)

. meta regression.ti,ab. (562)

. (synthes$ adj3 literature).ti,ab. (287)
. (synthes$ adj3 evidence).ti,ab. (736)
. integrative review.ti,ab. (244)

. data synthesis.ti,ab. (628)

. (research synthesis or narrative synthesis).ti,ab. (252)
. (systematic study or systematic studies).ti,ab. (1782)
. (systematic comparison$ or systematic overview$).ti,ab. (384)
. evidence based review.ti,ab. (243)

. comprehensive review.ti,ab. (1391)
. critical review.ti,ab. (1391)

. quantitative review.ti,ab. (48)

. structured review.ti,ab. (64)

. realist review.ti,ab. (43)

. realist synthesis.ti,ab. (34)
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40. or/14-39 (28,503)

41. medline.ab. (9796)

42. pubmed.ab. (11,032)

43. cochrane.ab. (7101)

44. embase.ab. (7697)

45. cinahl.ab. (2226)

46. psyc?lit.ab. (27)

47. psyc?info.ab. (2869)

48. (literature adj3 search$).ab. (5471)

49. (database$ adj3 search$).ab. (5031)

50. (bibliographic adj3 search$).ab. (196)

51. (electronic adj3 search$).ab. (2097)

52. (electronic adj3 database$).ab. (2731)

53. (computeri?ed adj3 search$).ab. (232)
(

54. (internet adj3 search$).ab. (310)
55. included studies.ab. (1997)

56. (inclusion adj3 studies).ab. (1444)
57. inclusion criteria.ab. (7790)

58. selection criteria.ab. (1962)

59. predefined criteria.ab. (146)

60. predetermined criteria.ab. (55)

HEALTH SERVICES AND DELIVERY RESEARCH 2017 VOL.5 NO. 12

61. (assess$ adj3 (quality or validity)).ab. (6110)

62. (select$ adj3 (study or studies)).ab. (5529)
63. (data adj3 extract$).ab. (5037)

64. extracted data.ab. (965)

65. (data adj2 abstracted).ab. (311)

66. (data adj3 abstraction).ab. (161)

67. published intervention$.ab. (13)

68. ((study or studies) adj2 evaluat$).ab. (13,837)

69. (intervention$ adj2 evaluat$).ab. (901)
70. confidence interval$.ab. (25,616)

71. heterogeneity.ab. (11,555)

72. pooled.ab. (6160)

73. pooling.ab. (835)

74. odds ratio$.ab. (17,406)

75. (Jadad or coding).ab. (12,700)

76. or/41-75 (104,006)

77. review.ti. (40,392)

78. 77 and 76 (12,082)

79. (review$ adj4 (papers or trials or studies or evidence or intervention$ or evaluation$)).ti,ab. (16,644)

80. 40 or 78 or 79 (41,167)

81. 13 and 80 (413)

82. limit 81 to yr = “2000 —Current” (410)
83. limit 82 to english language (401)

Key
$ = truncation.

? = optional wildcard — stands for zero or one character.

ti,ab = terms in either title or abstract fields.

adj2 = terms within two words of each other (any order).
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NHS Economic Evaluations Database

Searched via Wiley Online Library (http://onlinelibrary.wiley.com/).
Issue 2 of 4, April 2015.

Searched on 21 January 2016.

Records retrieved: 67.

See above under Cochrane Database of Systematic Reviews for search strategy used.

PsycINFO

Searched via Ovid (http://ovidsp.ovid.com/).

Date range searched: 1806 to January week 2 2016.
Searched on 21 January 2016.

Records retrieved: 2783.

Search strategy
The search strategy below incorporated an adapted version of the CRD search strategy for retrieving
reviews from PsycINFO.%

Caregivers/ (21,578)

Respite Care/ (405)

caregiv$.ti,ab. (38,420)

care giv$.ti,ab. (2332)

carer$.ti,ab. (7251)

informal care.ti,ab. (734)
befriending.ti,ab. (192)
caretak$.ti,ab. (4009)

care taker$.ti,ab. (46)

care taking.ti,ab. (161)

. children caring.ti,ab. (52)

. families caring.ti,ab. (230)

. (families adj2 support).ti,ab. (1351)
. respite.ti,ab. (1288)

. or/1-14 (54,825)

. metaanaly* .ti,sh. (68)

. meta-analy*.ti,sh. (13,305)

. cochrane*.ti. (155)

. (review* or overview*).ti,ab. (481,630)
. meta analysis/ (3771)

. meta analysis.md. (14,073)

. (review adj2 literature).ti. (3525)

. "literature review”.md. (116,490)

. "systematic review".md. (13,184)

. (synthes* adj3 (literature* or research or studies or data)).ti. (653)
pooled analys*.ti,ab. (532)
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27.
28.
29.
30.
31.
32.
33.

34.
35.
36.
37.
38.
39.

((data adj2 pool*) and studies).ti,ab. (747)

((hand or manual* or database* or computer* or electronic*) adj2 search*).ti,ab. (6637)
((electronic* or bibliographic*) adj2 (database* or data base*)).ti,ab. (3073)

or/16-29 (514,573)

("review software other” or “review media” or editorial or letter or “review book”).dt. (169,661)
(electronic collection or dissertation abstract or encyclopedia).pt. (450,365)

(rat or rats or mouse or mice or hamster or hamsters or animal or animals or dog or dogs or cat or
cats or bovine or sheep).ti,ab,sh. (282,974)

31 or 32 or 33 (844,164)

30 not 34 (350,835)

15 and 35 (5976)

limit 36 to (english language and yr="2000 —Current"”) (4431)

(2009% or 2010$ or 2011% or 2012$ or 2013% or 2014% or 2015% or 20169%).up. (1,393,644)

37 and 38 (2783)

Key
/ = subject heading.

$ =truncation.

* = truncation.

ti,ab = terms in either title or abstract fields.

adj2 = terms within two words of each other (any order).

sh = subject heading field.

md = methodology field.

dt = document type.

pt = publication type.

up = update code — date the record was released into the database.

PROSPERO

Searched via www.crd.york.ac.uk/PROSPEROY/.

Searched on 16 February 2016.

Records retrieved: 72.

Searched in review title field for the following terms:

Carer or carers or caregiver or caregivers or caregiving — 72 results

Care-giver or care-givers or care-giving — 0

Caretaker or caretakers or caretaking — 0
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Care-taker or care-takers or care-taking — 0

Informal care or befriending or respite or family support — 0

Social Care Online

Searched via www.scie-socialcareonline.org.uk/.

Searched on 22 January 2016.

Records retrieved: 1706.

Seven searches in total were carried out to enable download of results (currently limited to 500 only).

Search 1
SubjectTerms: “ ‘carers’ ” including this term only

OR SubjectTerms: “ ‘young carers’ " including this term only
OR SubjectTerms: “ ‘informal care’ " including this term only
OR SubjectTerms: “ ‘befriending schemes’ ” including this term only
OR AllFields: ‘caregiver’

OR AllFields: ‘care-giver’

OR AllFields: ‘carer’

OR AllFields: “ ‘informal care’ "

OR AllFields: ‘befriending’

OR AllFields: ‘caretaker’

OR AllFields: ‘care-taker’

OR AllFields: “ ‘care taking" ”

OR AllFields: “ ‘children caring’ “

OR AllFields: “ "families caring” "

OR AllFields: ‘respite’

AND

ContentTypes: ‘systematic review'

140 results.
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Search 2
SubjectTerms: “ ‘carers’ ” including this term only

OR SubjectTerms: “ ‘young carers’ " including this term only
OR SubjectTerms: “ ‘informal care’ " including this term only
OR SubjectTerms: “ ‘befriending schemes’ ” including this term only
OR AllFields: ‘caregiver’

OR AllFields: ‘care-giver’

OR AllFields: ‘carer’

OR AllFields: “ ‘informal care’ "

OR AllFields: ‘befriending’

OR AllFields: ‘caretaker’

OR AllFields: ‘care-taker’

OR AllFields: “ ‘care taking’ "

OR AllFields: " ‘children caring’ "

OR AllFields: " “families caring’ ”

OR AllFields: ‘respite’

AND

ContentTypes: ‘research review’

418 results.

Search 3
SubjectTerms: “ ‘carers’ " including this term only

OR SubjectTerms: “ ‘young carers’ “ including this term only

OR SubjectTerms: “ ‘informal care’ " including this term only

OR SubjectTerms: “ ‘befriending schemes’ “ including this term only
OR AllFields: ‘caregiver’

OR AllFields: ‘care-giver’

OR AllFields: ‘carer’

OR AllFields: “ ‘informal care’ "
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OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

AND

'befriending’
‘caretaker’
‘care-taker’

" 'care taking’ "

"o

children caring’ ”

families caring’ ”

‘respite’

SubjectTerms: “systematic reviews” including this term only

OR SubjectTerms: “ ‘literature reviews' " including this term only

270 results.

Search 4

SubjectTerms: “ ‘carers’ " including this term only

OR SubjectTerms: “ ‘young carers’ " including this term only

OR SubjectTerms: “ ‘informal care’ ” including this term only

OR SubjectTerms: “ ‘befriending schemes’ ” including this term only

OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

OR AllFields:

‘caregiver’
‘care-giver’
‘carer’

" ‘informal care’ ”
‘befriending’
‘caretaker’
‘care-taker’

" ‘care taking’ ”

"o

children caring” ”

families caring’ "

‘respite’
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AND
PublicationTitle: ‘review’
466 results.

Search 5
SubjectTerms: “ ‘carers’ ” including this term only

OR SubjectTerms: “ ‘young carers' " including this term only
OR SubjectTerms: “ ‘informal care’ " including this term only
OR SubjectTerms: “ ‘befriending schemes’ ” including this term only
OR AllFields: ‘caregiver’

OR AllFields: ‘care-giver’

OR AllFields: ‘carer’

OR AllFields: “ ‘informal care’ "

OR AllFields: ‘befriending’

OR AllFields: ‘caretaker’

OR AllFields: ‘care-taker’

OR AllFields: “ ‘care taking" ”

OR AllFields: " “children caring’ "

OR AllFields: " “families caring’ ”

OR AllFields: ‘respite’

AND

PublicationTitle: ‘overview’

47 results.

Search 6
SubjectTerms: “ ‘carers’ " including this term only

OR SubjectTerms: “ ‘young carers’ " including this term only

OR SubjectTerms: “ ‘informal care’ " including this term only

OR SubjectTerms: “ ‘befriending schemes’ ” including this term only
OR AllFields: ‘caregiver’
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OR AllFields: ‘care-giver’

OR AllFields: ‘carer’

OR AllFields: " ‘informal care’ "
OR AllFields: ‘befriending’

OR AllFields: ‘caretaker’

OR AllFields: ‘care-taker’

OR AllFields: “ ‘care taking" ”
OR AllFields: “ ‘children caring’ ”
OR AllFields: “ “families caring’ *
OR AllFields: ‘respite’

AND

AllFields: ‘metaanalysis’

OR AllFields: ‘meta-analysis’

OR AllFields: “ ‘'meta study’ "
OR AllFields: ‘meta-synthesis’
OR AllFields: ‘synthesis’

OR AllFields: “ ‘pooled analysis’ ”
OR AllFields:” ‘pooling studies’ ”
OR AllFields: * “what works" “
149 results.

Search 7
SubjectTerms: “ ‘carers’ " including this term only

OR SubjectTerms: “ ‘young carers’ " including this term only

OR SubjectTerms: “ ‘informal care’ ” including this term only

OR SubjectTerms: “ "befriending schemes’ ” including this term only
OR AllFields: ‘caregiver’

OR AllFields: ‘care-giver’

104
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OR AllFields: ‘carer’

OR AllFields: “ ‘informal care’ "
OR AllFields: ‘befriending’

OR AllFields: ‘caretaker’

OR AllFields: ‘care-taker’

OR AllFields: " ‘care taking" ”
OR AllFields: “ “children caring’ ”
OR AllFields: “ “families caring’ ”
OR AllFields: ‘respite’

AND

AllFields: ‘medline’

OR AllFields: ‘medlars’

OR AllFields: ‘embase’

OR AllFields: ‘cinahl’

OR PublicationTitle: ‘cochrane’
OR AbstractOmitNorms: ‘cochrane’
OR AllFields: ‘scisearch’

OR AllFields: ‘psychinfo’

OR AllFields: ‘psycinfo’

OR AllFields: ‘psychlit’

OR AllFields: “psyclit’

OR PublicationTitle: ‘search’

OR AbstractOmitNorms: ‘search’

216 results.
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Social Sciences Citation Index

Searched via Web of Science — ISI Web of Knowledge (www.isinet.com/).
Date range searched: 1900 to 20 January 2016.

Searched on 22 January 2016.

Records retrieved: 4970.

Search strategy
The search strategy below incorporates a section to restrict the search to reviews only. This part of the
strategy was based on the CRD search strategy for retrieving reviews from the Social Science Citation Index.

#28 4970 (#27) AND LANGUAGE: (English)

Indexes = SSCI Timespan = 2000-2016
# 27 5555 (#26) AND LANGUAGE: (English)

Indexes = SSCI Timespan = 1900-2016
#26 5762 #25 AND #13

Indexes = SSCI Timespan = 1900-2016
#25 46,020 #24 OR #23 OR #22 OR #21 OR #20 OR #19 OR #18 OR #17 OR #16 OR #15 OR #14

Indexes = SSCI Timespan = 1900-2016
#24 1116 TS=("respite”)

Indexes = SSCI Timespan = 1900-2016
#23 1795 TS=("families” NEAR/2 “support”)

Indexes = SSCI Timespan = 1900-2016
#22 176 TS=("families caring”)

Indexes = SSCI Timespan = 1900-2016
#21 48 TS=("children caring”)

Indexes = SSCI Timespan = 1900-2016
#20 48 TS=("care-taker*")

Indexes = SSCI Timespan = 1900-2016
#19 1946 TS=(caretak*)

Indexes = SSCI Timespan = 1900-2016
#18 137 TS=("befriending”)

Indexes = SSCI Timespan = 1900-2016
#17 1410 TS=("informal care"”)

Indexes = SSCI Timespan = 1900-2016
#16 7344 TS=(carer*)

Indexes = SSCI Timespan = 1900-2016
#15 2261 TS=(care-giv*)

Indexes = SSCI Timespan = 1900-2016
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#14 34,552 TS=(caregiv*)
Indexes = SSCI Timespan = 1900-2016

#13 328,533 #12 OR#11 OR#10 OR #9 OR #8 OR #7 OR #6 OR #5 OR #4 OR #3 OR #2 OR #1
Indexes = SSCI Timespan = 1900-2016

#12 1458 TS=("evaluation synthes*") OR TS=("evaluation review*") OR TS=("what works")
Indexes = SSCI Timespan = 1900-2016

#11 33,260 TS=(overview*)
Indexes = SSCI Timespan = 1900-2016

#10 240,643  TS=(review*)
Indexes = SSCI Timespan = 1900-2016

#9 7436 TS=(electronic* SAME database*) OR TS=(bibliographic* SAME database*)
Indexes = SSCI Timespan = 1900-2016

#8 22,111 TS=("hand"” SAME search*) OR TS=(manual* SAME search*) OR TS=(database* SAME search*) OR
TS=(computer* SAME search*) OR TS=(electronic* SAME search*)
Indexes = SSCI Timespan = 1900-2016

#7 16,945 TS=("medline” OR “medlars” OR “embase” OR “cinahl” OR “cochrane” OR “scisearch” OR
“psychinfo” OR “psycinfo” OR “psychlit” OR “psyclit”)
Indexes = SSCI Timespan = 1900-2016

#6 2629 TS=("data” SAME pool*) AND TS="studies"”
Indexes = SSCI Timespan = 1900-2016

#5 991 TS=("quantitative synthes*” OR “pooled analys*” OR “pooling studies”)
Indexes = SSCI Timespan = 1900-2016

#4 18,329 TS=(synthes* SAME (literature* OR research* OR “studies” OR “data” OR “trials” OR “findings” OR
"evidence"))
Indexes = SSCI Timespan = 1900-2016

#3 16,867 TS=("literature review*")
Indexes = SSCI Timespan = 1900-2016

#2 597 TS=(meta-study OR meta-synthes* OR meta-evaluat*)
Indexes = SSCI Timespan = 1900-2016

#1 52,989 TS=(metaanaly* OR meta-analy*)
Indexes=SSCl Timespan=1900-2016

Key

TS =topic tag; searches terms in title, abstract, author keywords and keywords plus fields.

* = truncation.

uon

= phrase search.

SAME = terms within same sentence.
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Social Services Abstracts

Searched via ProQuest (www.proquest.com/).

Date range searched: inception to 22 January 2016.
Searched on 22 January 2016.

Records retrieved: 673.

Search strategy
The search strategy below incorporates a section to restrict the search to reviews only. This part of the
strategy was based on the CRD search strategy for retrieving reviews from ASSIA.

(SU.EXACT("Caregivers”) OR SU.EXACT("Respite Care”) OR TI,AB(caregiv* OR care-giv* OR carer* OR
“informal care” OR befriending OR caretak®* OR “care taker” OR “care takers” OR “care taking” OR
“children caring” OR “families caring” OR respite) OR TI,AB(families NEAR/2 support)) AND (TI,AB
(metaanaly* OR meta-analy*) OR SU.EXACT("Literature Reviews") OR TI,AB,IF(“meta study” OR meta-
synthes* OR meta-evaluat*) OR TI,AB,IF(synthes* NEAR/3 literature*) OR TI,AB,IF(synthes* NEAR/3
research*) OR TI,AB,IF(synthes* NEAR/3 studies) OR TI,AB,IF(synthes* NEAR/3 data) OR TI,AB,IF(synthes*
NEAR/3 trials) OR TI,AB,IF(synthes* NEAR/3 findings) OR TI,AB,IF(synthes* NEAR/3 evidence) OR TI,AB,IF
(quantitative-synthes*) OR TI,AB,IF(pooled-analys*) OR TI,AB,IF((data NEAR/3 pool*) AND studies) OR
TI,AB,IF(pooling NEAR/1 studies) OR TI,AB,IF(medline OR medlars OR embase OR cinahl OR cochrane OR
scisearch OR psychinfo OR psycinfo OR psychlit OR psyclit) OR TI,AB,IF((hand OR manual* OR database*
OR computer* OR electronic*) NEAR/3 search*) OR TI,AB,IF((electronic* OR bibliographic*) NEAR/3
database*) OR TI,AB,IF(overview*) OR TI,AB,IF("evaluation review*") OR TI,AB,IF("what works") OR
TI,AB,IF("evaluation synthes*") OR TI,AB,IF(review*))

Additional limits: date — from 1 January 2000 to 22 January 2016; language — English.

Key
SU.EXACT = subject heading.

TI,AB,IF = terms in the title or abstract or keyword fields.
NEAR/2 = terms within two words of each other (any order).
* = truncation.

"on

= phrase search.

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


http://www.proquest.com/

DOI: 10.3310/hsdr05120 HEALTH SERVICES AND DELIVERY RESEARCH 2017 VOL. 5 NO. 12

Appendix 2 Review characteristics tables
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