—

P

Psychological interventions for carers of bdcp
people with dementia: a systematic review

1 1 1 1 1 British Association for
of quantitative and qualitative evidence Counceling & Poyahotherapy

Ruth Elvish, Sammi-Jo Lever, Jodie Johnstone,
Rosanne Cawley, John Keady



Psychological interventions for carers of people with dementia.: a systematic review
of quantitative and qualitative evidence is published by the British Association

for Counselling & Psychotherapy, BACP House, 15 St John’s Business Park,
Lutterworth, Leicestershire, LE17 4HB.

t: 01455 883300
f: 01455 550243
e: bacp@bacp.co.uk
w: www.bacp.co.uk

BACP is the largest professional organisation for counselling and psychotherapy in
the UK, is a company limited by guarantee 2175320 in England and Wales, and a
registered charity, 298361.

© British Association for Counselling & Psychotherapy 2012

Correspondence to:

Dr Ruth Elvish

School of Nursing, Midwifery and Social Work, University of Manchester,
Jean McFarlane Building, Oxford Road, Manchester M13 9PL

t: 0161 306 7884

e: ruth.elvish@manchester.ac.uk

This work is copyright. It may be reproduced in whole or in part for study or training
purposes subject to the inclusion of an acknowledgment of the source and no
commercial usage or sale. Reproduction for other purposes than those indicated
above requires written permission of the copyright holder, application for which
should be addressed to the Chief Executive at BACP.

ISBN-13: 978-1-905114-38-2

Acknowledgements

The authors would like to thank the British Association for Counselling &
Psychotherapy for funding this review and Peter Bower (University of Manchester)
for his support and guidance during the review process, especially in the
compilation of the final report.

Thanks also to Cassandra Kenny (Secretary, School of Nursing, Midwifery and
Social Work, University of Manchester) for her support with the preparation of
this report.

Thanks also to Joanna Murray, Jill Manthorpe and Alison Brettle for their
constructive feedback on this report.



© BACP 2012

Contents

Executive summary Page 2
Introduction Page 3
Work upon which this review builds 4
Method Page 6
Quantitative studies 6
Qualitative studies 6
1. Psycho-educational skill-building studies 6
2. Psychotherapy-counselling studies 7
3. Multicomponent studies 7
4. Technology-based studies 8
Results Page 10
1. Psycho-educational skill-building studies 10
2. Psychotherapy-counselling studies 10
3. Multicomponent studies 15
4. Technology-based studies 15
Discussion Page 22
The use of technology in the delivery of psychological interventions 23
Social support: a key mechanism of change? 23
Which interventions, and for whom do they provide benefit? 24
Geographical location of studies 24
Study findings and recommendations 24
Research and training 24
Practice and policy 25
References Page 26
Appendices Page 30
Appendix 1: Template of data extraction sheets 30
Appendix 2: Guidance checklist for critical appraisal (quantitative studies) 30
Appendix 3: Guidance checklist for critical appraisal (qualitative studies) 31
Appendix 4: Final scores for quantitative studies 31
Appendix 5: Final scores for qualitative studies 31
List of tables & figures
Table 1: Diagnostic classification of younger people with dementia 3
Table 2: Diagnostic classification of older people with dementia 3
Table 3: Search terms used by Pinquart and Sérensen (2006) 4
Table 4: Search terms used by Gallagher-Thompson and Coon (2007) 4
Table 5: Search terms 6
Figure 1: Flow diagram of the literature search and retrieval 7
Table 6: Numbers of studies 7
Table 7: Example of the quality evaluation process (quantitative studies) 8
Table 8: Example of the quality evaluation process (qualitative studies) 9
Table 9: Psycho-educational skill-building carer intervention studies 11
Table 10: Psychotherapy-counselling carer intervention studies 14
Table 11: Multicomponent carer intervention studies 16
Table 12: Technology-based carer intervention studies 19
Figure 2: Processes of change/mediating factors 23

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

01



02

Executive summary

Background

Recent studies have provided promising findings about the
impact of psychosocial interventions for older adult carers and
carers of people with dementia. The aim of this review was to
add to the substantive knowledge base by combining search
criteria used by Pinquart and Sérensen (2006) and Gallagher-
Thompson and Coon (2007) to update the literature on
psychological interventions for carers of people with dementia
published between 2005 and 2011.

Method

The following electronic databases were searched: Medline,
PsycINFO, ERIC and PubMed. Inclusion criteria were developed
to enable access to both quantitative and qualitative studies

in order to provide a meaningful and clinically relevant review.
Guidance checklists were developed in order to evaluate the
quality of the selected studies. The development of these
checklists was informed by relevant literature. Only English
language studies were included. Data were extracted and
synthesised by three of the research team using data extraction
sheets.

Results

Twenty studies were identified, doubling the number of studies
that have been examined and synthesised into review literature
since the review undertaken by Gallagher-Thompson and Coon
(2007). Consistent with previous work (Gallagher-Thompson
and Coon, 2007), three categories of psychological intervention
were identified: i) psycho-educational skill-building (n = 8); ii)
psychotherapy-counselling (n = 1); and iii) multicomponent
(n=6). In addition, there were studies that the researchers
grouped into a newly created fourth intervention category which
was named iv) technology-based (n = 5). Whilst cognitive-
behavioural approaches were a significant influence within

the psycho-educational skill-building and multicomponent
categories, the model underpinning psychotherapy-counselling
studies also focused on the marital unit and the marital
relationship as targets for change.

Discussion

This review updates recent searches in this topic area. It
particularly highlights developments in knowledge about the
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processes of change within psychological interventions, and
identifies a growth in studies that focus on interventions that
are technology-based. Suggestions for future research include
additional UK-based high quality studies in this field, a greater
focus on the impact of counselling/psychotherapy with carers
of people with dementia, and further studies that explore
mediators and moderators within psychological interventions.
In conclusion, 10 findings and recommendations were
summarised as follows:

B Consistent with previous reviews on this topic area, the
findings suggest that interventions underpinned by cognitive/
cognitive-behavioural models can produce meaningful
change.

B Multicomponent and technology-based interventions that
use a combination of individual and group sessions are most
effective.

B The qualifications of practitioners who delivered
psychological interventions within this review are varied;
standardisation of training/qualifications would be beneficial
for clients and clinicians.

B Studies that explore and evaluate the impact that the mode
of delivery has on process and outcome are called for,
particularly in the use of technology.

B Further research is necessary that explores the processes of
change within psychological interventions.

B Anincrease in the number of studies, possibly clustered
around a programmatic multi-centre study measuring the
impact of psychotherapy and counselling on carers of
people with dementia, is required.

B The number of UK-based studies in this field should
be increased, together with an examination of the
cost-effectiveness of delivering various types of
carer-focused interventions.

B There is a continuing need for public and social policy
to focus on stigma and dementia within ethnic minority
cultures, and particularly the impact of stigma on use and
accessibility of services.

B |n England, the commissioning strategy attached to the
National Dementia Strategy should consider technology-
based interventions as a support for carers of people
with dementia.

B The updated findings for carer interventions from this review
should be considered for inclusion in any revised national
dementia guideline.

© BACP 2012
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Introduction

In a recent report, the NHS Confederation (2010) included the
following definition of dementia:

Dementia is a syndrome (a group of related symptoms)
that is associated with an ongoing decline of the brain and
its abilities. These include thinking, language, memory,
understanding and judgement; the consequences are that
people will be less able to care for themselves. (p5)

The most commonly occurring dementia in older and younger
people is Alzheimer’s disease (Alzheimer’s Society, 2007),
although there are many different causes of dementia which
vary in their presentation and progression. A recent Alzheimer’s
Disease International report (Prince, Bryce and Ferri, 2011)

has suggested that 36 million people with dementia, plus their
families, are currently alive, with this number expected to rise
significantly as the world’s population ages. This report went on
to call for an earlier diagnosis to enable people with dementia
and their carers/families to take advantage of appropriate
support programmes and services, such as the formation of
new peer relationships in order to ‘share feelings, information
and coping strategies’ (Prince, Bryce and Ferri, 2011, p28).

According to the Dementia UK report, the greatest risk for the
acquisition of dementia is increasing age, with one in five people
aged over 80 having a form of dementia (Alzheimer’s Society,
2007). It is estimated that there are currently 683,597 people
with dementia in the UK; this is representative of one person in
every 88, or 1.1 per cent of the entire UK population (Alzheimer’s
Society, 2007). However, the Dementia UK report acknowledges
that this may be a slight underestimate as the figure did not fully
address the context of people with learning disabilities or people
with dementia in NHS continuing care environments. Tables 1
and 2 provide an outline of the diagnostic classification for both
younger (aged under 65 years) and older (65 years and above)
people with dementia.

The total number of people with dementia in the UK is forecast
to rise to 940,110 by 2021 and to more than 1.5 million by
2051, an increase of 38 per cent over the next 15 years and
154 per cent over the next 45 years (Alzheimer’s Society, 2007).
The NHS Confederation report (2010) suggests that at present
up to 70 per cent of acute hospital beds in the UK are occupied
by older people, and the Royal College of Psychiatrists (2005)
previously highlighted that a fifth of all hospital patients will have
some form of dementia.

The instigation and implementation of the National Dementia
Strategy (NDS) in England (Department of Health, 2009) marked
a significant step forward in public awareness, perception and
expectation about ‘living well” with dementia. Objective 7 of the
NDS is concerned with ‘implementing the Carers Strategy for
people with dementia’. This objective reminded its audience

Table 1: Diagnostic classification of younger
people with dementia

Diagnosis Percentage of total

Alzheimer’s disease 34%
Vascular dementia 18%
Frontotemporal dementia 12%
Alcohol-related dementia 10%
Lewy body dementia 7%
Other 19%

that there are more than 500,000 family members in England
who care for a person with dementia, and that carers provide
more than £6 billion a year worth of unpaid care. It is, therefore,
perhaps unsurprising that objective 7 of the NDS (Department
of Health, 2009) acknowledged that ‘family carers are the most
important resource available for people with dementia’ (p49),
and made the following key statements:

B Active work is needed to ensure that the provisions of
the Carers Strategy are available for carers of people
with dementia.

B Carers have a right to an assessment of their needs and
can be supported through an agreed plan to support the
important role they play in the care of the person with
dementia. This will include good-quality personalised breaks.

B Action should be taken to strengthen support for children
who are in caring roles, ensuring that their particular needs
as children are protected.

As a context for this review of psychological interventions for
carers of people with dementia, it is reasonable to say that
during the 1980s the majority of the social science and practice
literature focused on family (usually spousal and sibling) care at
home for a relative with dementia, and the emotional, practical,
financial and physical toll that this took on the carer. Stress

and burden were the key concepts in the literature and many
measurement scales were produced to identify these domains
so that appropriate help and interventions could be put into
place (Aneshensel, Pearlin, Mullan, Zarit and Whitlatch, 1995).

At the turn of the 1990s, Pearlin, Mullan, Semple and Scaff
(1990) highlighted the concept of coping within the caring role.
They viewed coping as comprising ‘objective indicators’, such
as the perceived ‘problematic’ behaviour of the person being
cared for, and ‘subjective components’, such as the carer’s

own feelings of being trapped in the caregiving role. It was this
constant interplay between objective and subjective indicators
that predicted ‘successful’ caring and coping, or otherwise.

An alternative way of looking at this interplay is through the
transactional model of stress and coping, which Morrissey,
Becker and Rupert (1990) suggest best characterises the

caring relationship. The transactional model builds on the work
of Lazarus (1966) and, as the name suggests, views stress as
resulting from a transaction between an individual and their
environment. It is based upon a process of assessment or
appraisal, in which an individual considers the nature of an event
and decides whether it poses a threat, harm or a challenge. This
period of consideration is known as the primary appraisal. If, as
a result of this appraisal, a response is perceived as necessary,

Table 2: Diagnostic classification of older people
with dementia

Diagnosis Percentage of total

Alzheimer’s disease 62%
Vascular dementia 17%
Mixed dementia (Alzheimer’s disease 10%

and Vascular dementia

Dementia with Lewy bodies 4%

Frontotemporal dementia, including 2%
Pick’s disease

Parkinson’s dementia 2%

Other types of dementia, e.g. alcohol- 3%
related, AIDS related

Adapted from the Dementia UK report (Alzheimer’s Society, 2007, p29)
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Adapted from Harvey et al (2003, p1207)
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the potential response is compared to the individual’s available
coping resources (secondary appraisal). A coping response is
selected and its effect on the original demand is then assessed
(reappraisal). Stress is only said to result when there is a
perceived mismatch between the nature of the demand and the
individual’s ability to respond effectively to reduce the degree of
perceived threat, harm or challenge. Using this approach the
crucial determinant is not the objective nature of the demand
(stressor) itself, but the appraisal of its impact. Hence, for
example, a carer may be able to tolerate the seemingly stressful
event of their partner’s incontinence, but may be less well able
to manage the social embarrassment that this evokes. In other
words, events only become stressors when the mind identifies
them as such. This distinction is important as it allows for

the possibility of the same event being differently stressful for
different people, or even for the same person at different times.

Caregiving, and the process of living with dementia, are not
static events. As suggested by the Alzheimer’s Society (2007),
it is important to be reminded that there is no cure for most
types of dementia, and advancing age is the most notable risk
factor for their acquisition. Whilst dementia has been classified
as a usually progressive condition and clustered into a number
of transitory stages, carers and people with dementia face an
uncertain trajectory through these stages, not knowing how
quickly (or otherwise) the dementia will progress nor which
‘stage’ will be the most stressful. For example, some carers
report the time leading up to, and immediately after, a diagnosis
as the most stressful time in the entire caregiving trajectory
(Williams, Nolan and Keady, 1995). For others, it is the situation
faced when locating a care home or facing a loved one’s death.
Each person, relationship and situation will be different, and
each person involved in the process of living with dementia will
have a different reaction and meaning attached to the situation
that is encountered. This diversity explains why transactional
models of stress and coping have been highly influential in the
caring literature, as they help to direct and target interventions at
different times in the caring relationship.

This review is timely as the evidence base for interventions
aimed at carers of people with dementia is perhaps best
described as emerging (National Institute for Health and Clinical
Excellence (NICE)/Social Care Institute for Excellence, 2006).

A meta-analysis at the beginning of this century suggested

that interventions had no significant effects on carer burden
(Acton and Kang, 2001). However, the findings of two
subsequent meta-analyses present a picture of interventions
that demonstrate small to moderate effects upon psychological
morbidity and caregiver knowledge (Brodaty, Green and
Koschera, 2003), and burden, depression, knowledge and
subjective wellbeing (Pinquart and Sérensen, 2006). Most
recently, Gallagher-Thompson and Coon (2007) suggested that
there is enough evidence to recommend a range of interventions
underpinned by psychological models. However, some of

the difficulties in providing an evidence base for interventions
for carers of people with dementia are described by Zarit

and Femia (2008). Firstly, these authors note that there are
‘mismatches’ in studies between the ‘real’ outcomes and those
measured. Secondly, they emphasise that the heterogeneous
nature of carers with regard to characteristics, background

and psychological wellbeing makes study design a challenge.
Thirdly, they remind us that ‘caregiving is not a disorder’ (p6),
suggesting that studies sometimes target depression and
burden in those for whom these are not priorities, or who do not
even experience these difficulties at all.

Work upon which this review builds

The contribution of Pinquart and Sérensen (2006), and
Gallagher-Thompson and Coon (2007), has influenced the

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

scope and direction of our reported review. Pinquart and
Sdrensen (2006) undertook a meta-analysis of a broad range of
interventions for carers of people with dementia. They identified
127 studies using the search terms shown in Table 3.

Pinquart and Sérensen (2006) concluded that caregiver
interventions could have small but meaningful effects on burden
and depression, and also increase knowledge and subjective
wellbeing. They highlighted the importance of deciding on
specific or broad goals for interventions, and stated that further
knowledge is needed about the importance of the length

of an intervention, and the impact of different components/
combinations of components within multicomponent
interventions. At around the same time, Gallagher-Thompson
and Coon (2007) examined interventions for carers of older
adults, which were underpinned by psychological theories

of change. They identified 19 studies using the search

terms in Table 4. Notably, Gallagher-Thompson and Coon
(2007) included a substantially smaller number of studies in
their review compared with Pinquart and Sérensen (2006).

This appears to be due to differences in inclusion criteria,

in particular: i) Gallagher-Thompson and Coon (2007) only
included interventions that were underpinned by a psychological
model, and ii) Pinquart and Sérensen (2006) included studies
with outcome measures that were not primarily focused on

the caregiver.

Gallagher-Thompson and Coon (2007) concluded that: i) the
majority of studies in their review used psycho-educational skill-
building interventions; ii) the most effective interventions were
programmes that targeted specific components of caregivers’
quality of life alongside some combination of skill building,
education and support; iii) psycho-educational skill-building,
psychotherapy/counselling and multicomponent interventions
could all be recommended; and iv) cognitive-behavioural
interventions were effective for caregivers with significant levels
of depression. Gallagher-Thompson and Coon (2007) found
that the largest average effect size, within the interventions

that they reviewed, was in the psychotherapy/counselling
category, although it is important to note that only three studies

Table 3: Search terms used by Pinquart and
Soérensen (2006)

(1) Dementia or Alzheimer’s disease
and
(2) Caregiver or carer or caregiving

and

(3) Intervention or trial or support or training

Table 4: Search terms used by Gallagher-
Thompson and Coon (2007)

(1) Caregiver or caregiving or family caregiver or carer or caring
or care

and
(2) Dementia or Alzheimer’s or frail or elder or cognitively impaired or
cognitive impairment
and
(3) Intervention study or evaluation study or experimental design
or quasi-experimental design or memory clinic or counselling or
psychoeducation or technology or support group or psychotherapy

or care management or case management or multicomponent or
environmental

© BACP 2012



were included within this category. The average effect size for
multicomponent interventions was relatively low, but it again
should be noted that only two studies were reviewed within this
category, and the outcome measures were solely focused on
depression.

In summary, consistent with other works (Schulz, Martire and
Klinger, 2005; Sérensen, Pinquart and Duberstein, 2002),
Gallagher-Thompson and Coon (2007) concluded that the
most effective interventions were those that targeted specific
components of caregivers’ quality of life, and included some
combination of skill building, education and support. Their
review highlighted the need for further investigation into: i)
the impact of individual components within multicomponent
studies; i) the mechanisms of change within interventions;
and iii) interventions that are most effective for people from
various ethnic and cultural backgrounds. The review by
Gallagher-Thompson and Coon (2007) also raises particular

© BACP 2012

questions about: i) identifying appropriate interventions for
carers supporting people at different stages of illness; ii)
identifying the characteristics of those who benefit most; and
iii)y understanding the theoretical underpinning for the impact of
technology-based interventions.

Following discussion and direction from the funder, this review
will add to the substantive and relatively contemporary literature
by combining (and then augmenting) search and inclusion
criteria from the studies by Pinquart and Sérensen (2006) and
Gallagher-Thompson and Coon (2007), in order to undertake a
review of psychological interventions for carers of people with
dementia. The focus of the review by Gallagher-Thompson
and Coon (2007) reflects more closely the area of literature

of interest to the funding body for the current review. The
remainder of this review therefore makes greater reference

to, and more links with, the work of Gallagher-Thompson and
Coon (2007).

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence
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Method

Prior to undertaking this review, the methodology and
parameters of the review were agreed with the funding body,
the British Association for Counselling and Psychotherapy. The
work includes quantitative and qualitative studies, and aims

to synthesise relevant policy, theory, research and practice
literature to enable a broad understanding of the issues and to
maximise applicability of the findings. Specifically, the review
will update and develop two previous substantive reviews on
this topic area by Pinquart and Sérensen (2006) and Gallagher-
Thompson and Coon (2007). By updating and extending

these findings, this review will focus on studies that investigate
psychological interventions for carers of people with dementia
published between 2005 and 2011. This review was conducted
in two phases.

Phase one applied and assimilated search criteria similar to
the earlier reviews on this topic area by Pinquart and Sérensen
(2006) and Gallagher-Thompson and Coon (2007). Accordingly,
criteria for inclusion were as follows:

B The care receiver had a dementia.

B The primary/significant focus of the outcome measures was
a psychosocial measure of carer wellbeing.

B The intervention was underpinned by a psychological theory
of change.

Paper in English language.

Consistent with Gallagher-Thompson and Coon (2007), the
study used random assignment (Yon and Scogin, 2007).
However, unlike Gallagher-Thompson and Coon (2007),
the researchers decided to include studies for which an
effect size could not be computed. This enabled emphasis
on articles that provided clinically relevant and meaningful
outcomes, as not all studies report effect sizes and it is

not always possible to compute them from available data.
However, in most other ways, these studies are robust.
Therefore, inclusion of these studies has helped to collate a
meaningful and relevant clinical research picture.

Phase two identified and incorporated qualitative studies
published between 2005 and 2011. The inclusion criteria were
as in phase one above, excluding points two and five, and with
two additional criteria:

B Primary method of analysis employed was a qualitative
method.

B Original, empirical data.

In order to update previous reviews on this specific topic area,
literature published between 2005 and 2011 was searched
using the terms shown in Table 5. In addition, new search terms
were added and searched for (Table 5, bold type). The electronic
databases Medline, PsycINFO, ERIC and PubMed were used to
conduct the search.

The results yielded more than 1,000 articles to be reviewed
for relevance. The abstracts of these articles were read and
assessed against each of the inclusion/exclusion criteria.
Following this ‘screening’ process, the full texts of 48 of these
studies were deemed as potentially relevant, and were thus
examined further.

Of the 48 studies identified as potentially relevant for

inclusion, 18 did not use random assignment, seven were not
underpinned by psychological models, and the primary outcome
measure of three of the studies was not a measure of carer
wellbeing. This resulted in 17 quantitative studies and three
qualitative studies meeting the relevant inclusion criteria (Figure
1). Thus, 20 studies were included in this review, doubling the
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Table 5: Search terms

(1) Caregiver or caregiving or care or caring
and

(2) Dementia or Alzheimer’s or cognitively impaired or cognitive
impairment or mild cognitive impairment or MCl

and

(3) Intervention study or evaluation study or experimental design
or quasi-experimental design or memory clinic or counselling or
psychoeducation or technology or support group or psychotherapy
or case management or care management or multicomponent or
environmental or environmental or cognitive behavioural therapy
or CBT or family or systemic

number examined and synthesised into review literature since
the review by Gallagher-Thompson and Coon (2007) (Table 6).

Quantitative studies

Data were extracted by SJL and RE. Following the reading

of each study by these two authors, data extraction sheets
were used to produce an agreed understanding of each

study (Appendix 1). Following extraction of data, criteria were
developed in order to evaluate the quality of each of the
selected studies (Appendix 2). The criteria were developed by
the authors so as to be meaningful and appropriate (D Lee,
personal communication, 30 March 2007), but were informed
by relevant literature (CONSORT, 2010; STROBE, 2007). Initially,
a maximum score of two was assigned to each criterion.
Following this, the authors agreed a number of criteria that
were felt to be of particular importance; these were assigned a
maximum score of four (Appendix 2). The guidance checklists
were used by the team to give each study a score; ratings were
then compared and agreement reached to give a final score for
each study (Appendix 4). An example of this process is outlined
below using the study by Hepburn et al (2005) (Table 7).

Qualitative studies

Data were extracted by JJ and RE. Following the reading

of each study by these two authors, data extraction sheets
were used to produce an agreed understanding of each

study (Appendix 1). Following extraction of data, criteria were
developed in order to evaluate the quality of each of the
selected studies (Appendix 3). The criteria were developed by
the authors so as to be meaningful and appropriate (D Lee,
personal communication, 30 March 2007), but were informed
by relevant literature (CASP, 2006). A maximum score of three
was assigned to each criterion. The guidance checklists were
used by the team to give each study a score; ratings were then
compared and agreement reached to give a final score for
each study (Appendix 5). An example of this process is outlined
below for the study by Mackenzie (2006) (Table 8).

Consistent with Gallagher-Thompson and Coon (2007) and
with other previous works (eg Bourgeois, Schulz and Burgio,
1996; Gatz et al, 1998; Sérensen et al, 2002), studies were
identified that fell within the following three categories of

type of intervention: i) psycho-educational skill-building; ii)
psychotherapy-counselling; and iii) multicomponent. In addition,
studies were grouped into a fourth intervention category named
iv) technology-based.

1. Psycho-educational skill-building studies

To be included within this category, it was necessary for an
intervention to aim to increase knowledge of dementia and

© BACP 2012



Figure 1: Flow diagram of the literature search and retrieval

Records identified through

database searching
(n=1112)

Additional records identified
through other sources
n=2)

N\

Records screened
(n=1114)

Full-text articles
assessed for eligibility
(n =48)

Studies included in
qualitative synthesis
(n=3

Studies included in
quantitative synthesis
(n=17)

/

Table 6: Numbers of studies

Records excluded
(n =1065)

Full-text articles
excluded, with reasons
(n=28)

© BACP 2012

Psycho-educational Psychotherapy- Multicomponent Technology-based

skill building studies counselling studies studies studies
Gallagher-Thompson 14 3 2 N/A 19
and Coon (2007)
Present review 8 1 6 5 20

explore coping skills for managing emotional difficulties arising
as a primary consequence of a person’s dementia. These
interventions would aim to provide information about dementia
and strategies for dealing with its impact, as well as information
on local services. They would also explore the relationship
between the carer and the person with dementia, discuss social
networks, and address the managing of emotions.

2. Psychotherapy-counselling studies

To be included in this category, it was necessary for
psychotherapy or counselling to be undertaken in an
individual or group format. In keeping with the distinction

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

made by Gallagher-Thompson and Coon (2007), studies with
interventions that emphasised the therapeutic relationship would
be included in this category rather than the psycho-educational
skill-building category.

3. Multicomponent studies

To be included in this category, it was necessary for an
intervention to combine two or more conceptually different
approaches into one programme. Approaches within this
category might include, for example, combinations of individual
counselling, family counselling, support group work and
telephone support.
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Table 7: Example of the quality evaluation process (quantitative studies)

Maximum score possible Score obtained

Background

Does the cited literature clearly explain the field of research?

Are there clearly defined research questions?

Is there an argument/rationale for the importance of these research questions?

Does the study discuss the theory which underpins its intervention?

E N BN\ B \C R B S

MDD N

Methods

Are the outcome measures appropriate for the research question? Have they been justified?

Is the background of those delivering the interventions stated?

Does the paper state that those delivering the interventions were trained?

Does the paper state that those delivering the interventions received supervision?

Was a manual provided for the intervention?

Does the paper mention treatment fidelity? Was treatment adherence monitored adequately?

Does the paper discuss the intervention in enough detail for replication?

Does the paper discuss ‘mode of delivery’ in sufficient detail?

NN OO OO | O &

Has measurement bias been accounted for by blinding?

Have the inclusion and exclusion criteria of participants been well described?

Has sufficient detail been provided about where the sample was recruited from?

Have power calculations been conducted?

Was the control group an intervention group?

N[NNI NN

oo | NN O

Results/Analysis

Were all groups similar at the beginning of the study?

N

Was the sample size sufficient?

Is power reported?

Has sufficient detail of statistics been reported?

Has effect size been reported?

Is clinical significance discussed as well as statistical significance?

Are the data presented clearly?

NN

NI~ IDND|O| D>

Conclusions

Are the conclusions of the study related to clinical practice?

Does the study adequately answer the research questions?

Have future avenues for further research been opened up?

Limitations

Has the study acknowledged/discussed its limitations?

TOTAL

76

52

4. Technology-based studies

To be included in this category, it was necessary for an
intervention to use the telephone, or another mode of
technology, as a significant vehicle for delivery of the

how technology can influence the delivery of interventions
and outcomes.

During the last decade, technology has influenced the ways
in which psychological interventions are delivered in a striking

intervention. Whilst it could be argued that the criterion for this and significant way (Drigas, Koukianakis and Papagerasimou,
category is based upon the mode of delivery rather than the 2011). However, as highlighted by Schulz, Lustig, Handler and
theory/content of the therapeutic approach, the researchers Martire (2002), whilst it has been demonstrated that technology-

felt that defining this category was helpful as the dementia

based interventions can be effective in enhancing social

care field is presently in new territory as regards understanding support and promoting emotional wellbeing in family caregivers
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Table 8: Example of the quality evaluation process (qualitative studies)

Maximum score possible Score obtained

Was the research design appropriate to address the aims of the research?

3 3

Was the recruitment strategy appropriate to the aims of the research?

Were the data collected in a way that addressed the research issue?

Has the relationship between researcher and participants been adequately considered?

Have ethical issues been taken into consideration?

Was the data analysis sufficiently rigorous?

Is there a clear statement of findings?

How valuable is the research?

3 3
3 3
3 0
3 3
3 3
3 2
3 3

of people with a chronic illness or disability, it has not been
demonstrated that changes are attributable to technology per
se. Thus, we still have much to explore in order to gain a better
understanding of the processes of change within technology-
based interventions. What is more, exploration in this area may
well further understanding of the way our current interventions
work. For example, if the therapeutic relationship is taken as
illustrative and representational, there is some evidence that
relationship factors drive outcome (eg Luborsky, Singer and
Luborsky, 1975). It is therefore important to separately assess
interventions that are delivered in a ‘non-traditional” manner in
order to monitor how the therapeutic relationship is affected

by technological advances. Conversely, despite some helpful
research findings (eg Horvarth and Symonds, 1991; Martin,
Garske and Davis, 2000), there are still many conflicting debates
in this area; for instance, about how the therapeutic relationship
influences outcomes, and what components constitute

the therapeutic relationship. By examining the outcomes of

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

interventions based on the mode of their delivery, it may well be
possible to gain further insight into the processes of change that
occur during therapeutic encounters.

Technology-based interventions also offer potential benefits
to carers who do not use services for logistical reasons; for
example, not being able to find support for the person with
dementia to enable the use of a service by the carer (Bank,
Arguelles, Rubert, Eisdorfer and Czaja, 2006), being based
in a rural area (Glueckauf et al, 2005), and having other
appointments to attend (Bank et al, 2006).

To summarise, on the one hand it could be argued that a
‘technology-based’ category is not a consistent conceptual
distinction when viewed alongside the other categories. On the
other hand, by defining and applying such a category, it can
help to contextualise current activity in this relatively new terrain,
thus supporting future research work, clinical practice and,
ultimately, the development and reporting of theory.
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Results

As identified by Gallagher-Thompson and Coon (2007), the
researchers found that studies could be categorised within
psycho-educational skill-building, psychotherapy/counselling,
and multicomponent studies. As highlighted earlier, a relatively
large number of technology-based studies were identified. All
studies that met the inclusion criteria are considered under the
following four headings.

1. Psycho-educational skill-building studies

As Table 9 reveals, eight studies met the criteria for this
category (including one qualitative). The backgrounds of those
delivering these interventions included a master’s degree
mental health nursing student (Chu et al, 2011), master’s level
research associates (Stern et al, 2008), nurses (Ulstein, Sandvik,
Wyller and Engedal, 2007; Villareal-Reyna, Salazar-Gonzélez,
Cruz-Quevedo, Carrillo-Cervantes and Champion, 2010),
group leaders with extensive experience and training in group
counselling and support work (Chu et el, 2011), bachelor’s level
staff with experience in gerontology, psychology/social work
graduate students, and professional psychologists and social
workers (Rabinowitz, Mausbach, Coon, Depp, Thompson and
Gallagher-Thompson, 2006).

The quality of the quantitative studies in this category is mixed.
Some of the studies talk specifically about some or all of the
following: training, treatment protocols, manuals, and adhering
to treatment fidelity (Chu et al, 2011; Rabinowitz et al, 2006;
Ulstein et al, 2007; Villareal-Reyna et al, 2010). However, others
do not mention specific training (Stern et al, 2008), adherence
to treatment fidelity (Hepburn et al, 2005; Perren, Schmid and
Wettstein, 2006; Stern et al, 2008; Ulstein et al, 2007), use

of a manual (Hepburn et al, 2005; Perren et al, 2006; Ulstein
et al, 2007), or do not specify who delivered the intervention
(Hepburn et al, 2005; Perren et al, 2006). None of the studies
in this category addresses the issue of data collection being
undertaken by ‘blinded’ researchers, only two report power
calculations (Ulstein et al, 2007; Villareal-Reyna et al, 2010),
and only two discuss clinical significance as well as statistical
significance (Hepburn et al, 2005; Villareal-Reyna et al, 2010).

About half of the studies in this category make it clear for the
reader to see which psychological models have informed the
study intervention, and to understand the ways in which the
models underpin the work (Hepburn et al, 2005; Rabinowitz et
al, 2006; Villareal-Reyna et al, 2010). All the studies discuss their
work in relation to clinical practice, some in particular detail (Chu
et al, 2011; Hepburn et al, 2005; Stern et al, 2008; Villareal-
Reyna et al, 2010), and all studies discuss the populations from
which participants were drawn, which helps the reader to make
inferences and plan future studies. All these points are important
not only for the merit of the individual studies, but they also lend
particular weight to the overall evidence base for the use of
psychological interventions within clinical practice.

Following evaluation of the studies against the checklists, the
highest score obtained within this category was from the work
by Villareal-Reyna et al (2010) (Appendix 4). The comprehensive
nature of this study ensured, in our opinion, that it was useful for
both clinicians and academic researchers. The paper contains a
detailed explanation of the intervention and explains the ways in
which the programme was built on psychological models. Clear
explanation of the clinical significance of the results, alongside
the statistical significance, allows clinicians to draw ideas for
practice, as well as informing future research.

Seven of the eight quantitative studies in this category produced
significant results. These studies demonstrated impacts upon
depression, emotional wellbeing, quality of life, attitudes towards

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

caregiving, and anxiety. It appears that these interventions
helped carers to maintain levels of wellbeing over time; those
who did not receive interventions were more likely to experience
declines in wellbeing over time.

In a UK-based study of diverse ethnic populations that identified
the support needs of family carers from Eastern European

and South Asian communities living in a northern England

city, Mackenzie (2006) reported on a three-stage study using
qualitative reporting methods. Stage one of the project used
semi-structured interviews to explore: i) carers’ experiences of
caregiving; i) the nature and availability of family, community,
and mainstream service support; and iii) knowledge of dementia
and what the carers would want from a support group
programme. Stage two involved the project team in generating
and delivering three 10-week support group programmes all
tailored to reflect the needs of carers (identified in stage one).
The groups were delivered in a range of preferred community
languages: one programme for Pakistani carers, one for Eastern
European carers, and a third for an ethnically mixed group of
South Asian carers. Each programme ran consecutively over a
12-month period. Advocacy support for carers also began in
stage two and continued for as long as the carers wished. Field
note data were collected during the support group meetings.
Stage three of the project involved a follow-up interview with
each of the family carers six weeks after the completion of their
support group programme. Data gathered in the first and third
stages were content analysed and organised into themes. Field
notes from the second stage of the project were thematically
analysed and cross-referenced with the interview data on
completion of the third stage of the project. This comprehensive
design provided a rich source of data analysis and reporting
that demonstrated, firstly, the need for more culturally sensitive
and aware services at the point of diagnosis and, secondly,
provided context-specific insights as to why the seeking of a
diagnosis may be delayed. These are issues that are important
for the NDS (Department of Health, 2009), especially Objective 2
‘Good-quality early diagnosis and intervention for all’.

2. Psychotherapy-counselling studies

As Table 10 reveals, there was one qualitative study that fell
within this category. Of note, this study contained a mixed-
methods design. The quantitative strand of the study, to
the best of our knowledge (as at February 2012), is still
awaiting publication.

Those delivering the intervention in this study were clinicians
with an interest in counselling older couples confronting
Alzheimer’s disease. Supervision for clinicians was undertaken
with team colleagues, an approach that provided a space

for exploration of feelings expressed by clients and personal
clinician responses. The approach focused on the marital couple
as a unit, targeting the relationship, the diagnosis of Alzheimer’s
disease, and current conflicts as areas for therapeutic work.
Those undertaking the interventions had backgrounds in
psychodynamic and Gestalt therapies, and they drew ideas in
particular from transactional analysis (eg Harris, 1969; Winnicott,
1971).

The study in this category reported case vignettes and clinician
reflections, and did not collect additional qualitative data from
participants (Auclair et al, 2009). This is probably both a strength
and a weakness of the study. For instance, clinician reflections
about content and process of therapeutic interventions are a
valuable means of developing knowledge. Conversely, additional
data collected from participants following counselling sessions
may have strengthened the study. Unfortunately, the study

by Auclair et al (2009) did not discuss the way in which data
analysis was undertaken, which fundamentally undermined
confidence in the results.
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3. Multicomponent studies

Table 11 shows that six studies met the inclusion criteria for
this category (one qualitative). All comprised a mixture of
counselling sessions, group work, and telephone counselling.
Of note, three out of the seven studies (Drentea, Clay, Roth and
Mittelman, 2006; Gaugler, Roth, Haley and Mittelman, 2008;
Roth, Mittelman, Clay, Madan and Haley, 2005) were based on
the same data set from a large study undertaken at the New
York University Aging and Dementia Research Center (NYU-
ADRC). Beginning in 1987, this study is a randomised trial of

a psychosocial intervention for spousal carers of people with
Alzheimer’s disease (eg Gaugler et al, 2008; Mittelman, Epstein
and Pierzchala, 2003). It was designed to provide counselling
and enhance social support throughout the entire journey of
supporting a person with Alzheimer’s disease. Two other studies
within this category were developments from the original NYU-
ADRC study (Burns et al, 2010; Mittelman, Brodaty, Wallen
and Burns, 2008), and thus the multicomponent intervention
of five studies in this category was based on the same
treatment protocol. The qualitative study (Serensen, Waldorff
and Waldemar, 2008) was undertaken with a small sample of
participants from a large national study carried out in Denmark,
the Danish Alzheimer Disease Intervention Study (DAISY)
(Waldemar et al, 2010). This study aimed to explore the clinical
and health economic impact of a semi-tailored intervention
programme for people with dementia and carers.

Those delivering these interventions included specialist nurses
with experience in the field of dementia care (Serensen et al,
2008), and professionals with advanced degrees in social work,
psychology, counselling or gerontology (Drentea et al, 2006;
Gaugler et al, 2008; Roth et al, 2005).

Only one study in this category explicitly discussed training and
supervision of those delivering the interventions (Serensen et al,
2008), one discussed the use of a manual (Gaugler et al, 2008),
and none of the studies addressed treatment fidelity.

One study (with two published papers) used blinded assessors
for data collection (Burns et al, 2010; Mittelman et al, 2008).
This study also undertook power calculations and discussed
effect sizes. The other studies within this category did not
address these issues.

The qualitative study in this category (Serensen et al, 2008)
collected data by semi-structured in-depth interviews. These
were conducted separately with each person in 10 couples
before the counselling-based intervention, and one following
completion of the intervention. For the analysis, a template
organising style of interpretation was used which appeared
appropriate for the design. In this study, the initial codes were
refined and modified during the analytic process using iterative
cycles between organising, connecting and corroborating

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

codes. Information was then collected into abstract concepts,
as reported in the study findings.

All the quantitative studies in this category found significant
results. The outcome measures focused predominantly on
depression and social support. Our impression is that these
studies demonstrated improvements in wellbeing in carers who
were in the treatment conditions.

4. Technology-based studies

Five quantitative studies meet the criteria for this category
(Table 12). Two of the papers are based on the same data set
(Belle et al, 2006; Lee, Czaja and Schulz, 2010), and a further
paper uses the same protocol (Nichols, Martindale-Adams,
Burns, Graney and Zuber, 2011). These three papers have been
undertaken as part of the ‘Resources for Enhancing Alzheimer’s
Caregiver Health’ (REACH) programme.

All studies in this category used either computer-assisted screen
telephones (Belle et al, 2006; Finkel et al, 2007; Lee et al,
2010), or ordinary telephones (Farran et al, 2007; Nichols et al,
2011), as a significant vehicle for delivering the intervention. All
studies used a mixture of individual sessions and group support
sessions. The individual sessions undertaken within the three
studies based on the REACH programme (Belle et al, 2006; Lee
et al, 2010; Nichols et al, 2011) can be defined as counselling
sessions. The individual sessions within the studies by Finkel

et al (2007) and Farran et al (2007) are more in keeping with
psycho-educational approaches. Thus, the technology category
contains a combination of the approaches used within other
categories.

Those delivering these interventions included clinical social
workers (Farran et al, 2007; Finkel et al, 2007; Nichols et al,
2011), psychologists or nurses (Farran et al, 2007; Nichols et al,
2011), and people with at least a bachelor’s degree (Belle et al,
2006; Lee et al, 2010).

All the studies in this category talked about using certified
interventionists, or provided specific training for those
implementing the intervention. The majority of studies provided
supervision, monitored adherence to treatment fidelity, and used
assessors who were blinded to treatment condition (Belle et al,
2006; Farran et al, 2007; Finkel et al, 2007; Lee et al, 2010).
Two studies provided a manual (Farran et al, 2007; Nichols et
al, 2011). Whilst only two papers (from the same study) address
the use of power calculations (Belle et al, 2006; Lee et al, 2010),
all the studies apart from one (Farran et al, 2007) discuss clinical
significance as well as statistical significance.

All the studies in this category found significant results on the
outcome measures of depression, burden, and social support.
The technology-based interventions appear to demonstrate
improvements in wellbeing for those in the treatment groups.

15



‘uonoejsies
poddns abesene sojeslb yum
pareloosse |e aiom uoddns
[EUOIOWS 810U pUE ‘Spuslj
pue Ajwey Buiess Jo Aousnbauy
Jerealf ‘sdiysuonejal J8so))
‘pouad Jeak

BAl} 8U} JON0 JayBiy Apuelsisuod
paurewal uayi yoiym “Apnis
8y} Ul Bulaq Jo sypuow Jnoy

"92IApe pUE
[eloueul ‘Buizieioos ‘eaisAyd
‘leuonows :seaje Aoy ol Ul
peres poddns Jo sseunidieH
"}OBIUOD SS8| JO 9I0U PAJUEM
JaJed Jayleym noge osfe
suonsenp) ‘Aousblews ue ul
spoddns Jisy} sn pjnom Jased
a1 Jayleym pue ‘peniadal
voddns jo Aoenbsape pue
junowe a8y} Inoge suolsenb
papnoul OHAY-NAN 8yl e

‘steak oAl JO pouad winuwixew
JO} USMepapuUN SIUSWISSESSY
"ApNiS 8y} Ul paurewsal
suedoiped se Buoj se Joy
a|ge|reAe sem Bul[esunod ooy py
'sdnoJb poddns Apjeem

AQ pemojjo4 ‘pouad yiuow Jnoy
B JOAO USMepapun SUoISsas

(G661 e 1o uBWBIIN
'6°9) uonUBAIBIUI

‘lensn se Juswieal|
— g uonpuo)

‘(pe1sanbal se)
Buyesunod ooy pe
pue ‘dnoib poddns

e ul Buiredioied

"%cE = dleulsd

UIyim wod yoddns [e1oos padojersp swall [euonippy Ajlwey 10 Seuss e Joye auo pue [e100soyoAsd ‘Bullesunod Ajiwey 2l =
YHM UOIOBJSIIeS JO S[ens| < ‘(e861 ‘soM01g) 210J8( BUO ‘suoIsses Buljesunod OYHAv-NAN 8yl uo pUE [enplApy| 90 obe ues|\ (9002) ‘e
92/1€ pepodes dnoib juswiyesi| ST YIOMIBN [EIOOS SOMOIS [ENPIAIPUT OM] — | UORIPUOD paseg ‘| Uolpuod = | uoipuoo ‘€81=N VSN | 1eesiusig
‘papus pey Apnis syl
“VHN ul uonedioied Jisyy (nun sdnoib
Buimoyioy dnoib ased fensn sy} voddns papusie siuedioied
Ul uoissaidap Ul sesealosp ‘auoydejel AQ Jojesunod Apnis
pideJ aiow 0} 8Np 1SO| SeM JIBY}1 10BIUOD O} 991} SEM JOIED
90UBOIIUBIS SIY] "SyuoW Jnoy ay1 ‘uonedionued Jo uolenp ayi ‘[ensn Se juaweas|
Ajerewixoidde Joj WYHN Joye noyBnouy} - Buyesunod d0y-py — Z uonpuo)
paulelueW 1M SaoUBIBUIP (2861 “|e 10 obeaesap) ‘'sdnoub poddns ‘Buylesunod ooy pe
9sey] "eulleseq Jo uondeoxa (0£-S@D) 81e0s uoissaidag Apjeem ‘Buljiesunod Buimo|jo ‘uonedioiped dnoub
2yl YuM WYHN aJojeq swuiod (e Ol1BLIBY) 81 JO UOISIaN WaY-0E (av poddns ‘Buijiesunod
1e dnoub aJ1ed [ensn > sal00s ‘(0861 ‘e yum uosltad ayy 10U - Jaquiswl Ajiwey pue [enpiaipul
uoissaidap dnoib uonusrsU| 10 1UB7) MaIAIBIU| uapIng ez | Ajlwe) Jaylo auo 1Sed| je pue Jaled (G661 “|e 10 uew PN :sjuBUOdWOD 98Iy | ‘sured
(WHN) 'S10B1U0D duoydael ooy pe Y} YIM INoy pue ‘Auo Jased sy} ‘69) uonuaniBIUl | “(IDNAN) UoRUBAIBIU| resnods ||y
UOISSIWIPE 8Wwoy Buisinu Jaye | J0 Spodal ‘smalaalul dn-moj|o) Yum om}) pouad yiuow JNoy JOAO [e10osoyoAsd | seniBase) Ausienun ‘(amd pue
0d yoes 1e dnoJb ased fensn WO} POALIBP 8JoM UOISSILIPE usMeUapUN SUOISSaS Buljesunoo O4av-NAN 8yl uo MIOA MON 8U L SOHD 10 spelAp (8002) ‘e
9./e¥ > ueping dnoib uonuaiB| awoy Buisinu jo sejed XIS = (IDNAN) | uompuoy peseq :| UopUoD = | uompuo) €0€) 90=N VSN | 18 Jejbnen

9100S
Ayjenp

aJnseaw sawodlnQ

S8IpN1S UOIjUSAIBIUL JBJed JusuodwodiN|A i | | 9|geL

juauwneas jo yibua

|oo0j0ud jenuep

uonpuon

a|dwes

Anuno)

Joyiny

salpms aAneuENY

© BACP 2012

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

16



"OM} PUE BUO SUORIPUOD Y10q Ul
SYIUOW {7 J0} UBAIB sem |izedauog

‘Apnis
oy} Ul paurewsa) syuedioied se

‘Aousblews ue ul
djsy pue uoneuwoul
92IN0S8I POAIROaI

(2661 Buo| se Jo} 8|gejiene sem (eleisny 0S|y "Ajuo |izedsuog
““Ie 18 Ual) 1SIposyD swejgold Ul 80B}-01-908B} JO/PUE) Buoyds|el — Z uonpuo) v
Jolneyag pue AoWs|\ pasiney AQ puewsp uo Buljjesunod ooy py = obe ues|\
‘Aousblews ue ul
(861 ‘soM019) 'SUOISS8S Ajllue) 984y} djsy pue uoneuwoul 969G
"dnoJB 1uswIess) Ul oA MBN| 1SI7 SOMIBN [B100S SOM0IS JoYE BUO pUE 80§80 BUO ‘SUOISSeS (Se61L “Te 18 uewenIN 90IN0S8J PaAISOal = o[ewa4
pue Ja1sayoue| Ul 9SOyl Uy} Bulj|esuNoo [enpIAIpUl g 1O Pa1SISUOD ‘Ba) uonuanIeIUl 0S|y "uonusneIUIl
sawoy Buisinu 0} paniwpe (9661 UOIUBAIBIUI [BIDOSOYDASH “ApNiS [e100soyoAsd [e100soyoAsd ‘(speAp
g 0} Ajgxi| > dnoub Juswiyeas ‘umoig g Ueels oeg) (II-1ag) | 8yl OIUI JUSLW|OIUS JO SYIUOW 88U} OHAV-NAN 8y} uo pue izedeuoq | AMd PUe DD | Elessny | (0L0g) e
9./ev ur syuedioied AsupAs Aoyuenu| uoisseideq xoeg Ulylim usxepspun — | UOIPUOCD paseg — | UOIPUOCO — | Uolipuocd 8G1)9le =N MN/sn 18 suing
"0OM] PUB BUO SUORIPUOD Y10q Ul
SYuow g o} usnib sem |izadsuoQ
‘AousBlawe ue ul
‘Apnis djay pue uonew.oyul
8y} ul paurewal siuedoiped se 90JN0Ss8aJ PaAeoal
Buo| se Jo} s|qejiene sem (elesisny os|y ‘Aluo |zedsuoq
(661 Ul 90B}-0}-808} J0/pUE) Buoyds|e} — ¢ uonipuod Vi
“Ie 18 Ual) 1S9y swiejgold AQ puewsap uo Bulesunod o0y py = obe ues|\
Joineyag pue AIOWs|AN pasiney ‘AousBlawie ue ul
'SUOISSeS AjiLie) 88y} Jale auo pue djey pue uonewoyul 999
(6861 ‘saM01g) 2J0JeQ BUO ‘SUOISSaS Buljesunoo (Se61L “Te 18 uewenIN 90JN0Ss8aJ PaAeoal = o[ewa4
1SI7 SOMIBN [BI00S SOM0IS [BNPIAIPUI OM] JO P81SISUOD ‘Be) uonuanielUl 0S|y "uonuanelUIl
‘dnoJb (9661 uouBAIBIUI [BIOOSOYOASH “ApNis [eroosoyoAsd [e1oosoyoAsd ‘(speAp (8002)
|0JJUOD UBY} S8I00S UoIssaidap ‘umoig g 49913 ‘Moag) (11-1ag) B} OJUI JUBWI|OJUS JO SYIUOW 881y} DHAV-NAN 8y} uo pue jzadsuoq | QMd PUe HD elensny ‘e 1.
92/S ur uononpas < dnoib Juswiesi| Aiojuenu uoisseide( Xoeg ulylim usxeuspun — | uollipuod peseg - | uolipuocd — | uonipuo) 8G1)9le =N MN/SN | UeWBiIN
(6861 “Te 10 abenessp)
a[eos uoissaldep olensn
(G861
“"[e 10 JeZ) 1SIMosyD swis|qoid
Jnoineyag pue Aowsiy
"90IApE puB
[eloueul ‘Buizieioos ‘feaisAyd
‘leuonowls :seale Aey G Ul
pejel poddns jo sseuinydisH 'sieak aAl JO pousd wnwixew
"JOBJUOD SS9 J0 8I0W PBIUEM JO} UsMeHapuUn SJUBWISSaSSY
Jased 8y} JI pue Aousbiews ue ‘Apnis 8y} ‘[ensn se Juswieal|
‘uoissaidep ul spoddns Jisyl esn pjnom ul paurews. syuedioiued se Buol se :g uonpuon
pue sfesfeidde ssaunissalis Ul Jaled 8y} Jeyiaym ‘paniedal | Joj |ge|ieAe sem Buljesunod ooy py ‘(pe1senbal se)
suooNpPal Jo aAoIpald aq 0} poddns jo Aoenbspe pue ‘'sdnolb poddns Buljesunoo ooy pe
punoy alam poddns [e100Ss Yim Junowe sy} Inoge suonsenb Apeam AQq pamoj|o4 ‘pouad yuowl (G661 “Te 1o ueweIN pue ‘dnoib poddns 048G
uonoejsies ul sjuawsroidul| papnoul DHAVY-NAN 8yl 18 JNO} B JBAO USMEUISPUN SUOISSES ‘B68) uonuaisU e ul Buedioiped = olewa4
‘poddns [e100s Jo seinsesw padojeAsp swiall [euolpPY AjiLLe) JO salies e Ja)e auo pue [e100soyoAsd ‘Buljesunod Ajiwey v
aNI108[gNs pue 8Al08(go (861 ‘saM01g) 2J0J8Q BUO ‘SUOISSas Buljesunoo 04av-NAN 8y} uo pue [enpIAipu| = obe ues|\ (5002) e
9./\v Uo asesaloul < uonusaiu| 1SI7 XIOMIBN [B100S SeM0IS [ENPIAIpUI OM| — | UOIPUCD peseg ‘| uolipuocd — | Uuoipuo) ¢e=N VSN 18 yioy

9400Ss

Ayenp

Buipuly

ainseaw awodnQ

juawieasy jo yjbuan

joo0304d [enuep

uonipuod

a|dwes

fiunop

Joyiny

17

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

© BACP 2012



ve/ec

a109s Ajjenp

‘uonuBAIBIUI
a1 JO SBWO02IN0 dAleBau
1uasedde ou aiem aley |
‘paressuowsp

Sepniie pue sseuateme Ul
sebuey) ‘suolje|al [B100s
pue ajl| AepAions yum

adoo 01 8|ge J8eneq sHD
‘Buipsemal pue Bunenuins
80 0] pUNO} SEM UORUBAIBIU|

Buipuiy

‘uonelaldieiul Jo alA1s
Buisiuebio areidwey
‘SmalnIalUl BAIeYeND

ABojopoyla N

"S[eAIBIUI Y9aM INOJ-9814} YIM S|[eD
auoyds|al 1yble-eAll Ajprewixoidde

- Buyjesunod suoydsjel yoeanno
‘uiod awiy

a|buis 1e papirnoid - Jep|o} UoieuIo|
'SUOISSas

B} PBUIeIU0D yoeT] 'siased pue JMd
JO} UNnJ $8sIN02 81esedss :s9sIN0)
yomiau Ajiwe) puelased

‘quened ayi yum uoisses [euondo auQ
(p ‘euore Jaled 8yl Yim SUOoISSaS OM|
(0 ‘auole uaned syl Yum suoIssas
oM| (q Yased pue juaned ayl Yyum
suoISSas oM (e :suoisses Buljesuno)
‘|lesano swiweltoid

UIuoW &AM} 0} YB3 — | UORIPUOD

juawieasy jo yibua

(€661 "BWEIYS|)
$8s50004d UOIEPIEA
-jles pue (2661
‘Ranead) sojdiound
1SIAI}ONIISUOD UO paseq
suolssas Bujjesuno)
‘auwelboid ASIVA
8yl — | uonpuo)

jooojoud [enuepy

'suoISSes
Bullesunoo Joy
aledaid pue ajl| Arep
1NOge S810U 8Xew 0}
sy00qBoj ‘Buljjesunod
auoydajel yoeano
‘slap|o} UonewIoul
‘ejuswiap Uo
uoewloyul Buipinoid
$8SIN0O ‘SUOISSOS
Buljesunon
:SjuBUOdWOD Aoy
and "(ASIVA) Apnis
uonuaAIaiU| asess|q
Jawsyz|y ysiueq
8yl — | uonpuod

1] uonpuoD

uonpuon

%089

= olewa4

€L =

abe O ues\
‘sdiysuonejel
Bunigeyoo Jo
lesnods ||y
‘(amd pue
SOHD JO speAp
01) 02 =N

a|dwes

sewius(

Anunop

(8002)
‘e1e
UesuULIoS

Joyiny

saipms aAneyend

© BACP 2012

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

18



"|ouoo

0} pasedwod
uspJNnQ Ul 8Se8108P
< soluedsiH Jap|0O
'S0 JebunoA ueyy
uspJNg Ul uoponpal
< sHD Jop|o ‘dnoib
siy1 1sBuowe os|y
‘Buidoo snoibijai

10 sjeng) Jaypiy
Ylm 8sou} ueyy
uoissaidap ul
uononpal < Buidoo
snoibijel Jemo)

(1002 “[e 18 prepeg)
MBINBIU| UspIng Janibare)
11187 8y} JO UOISIoN Wall-g |

(6661 e 1o umj)
(-s30) oeos uoissaldeq

‘(Juswissasse yiuow-9

Jeye) Apnis jo pus ye pepinoid
os[e Buinibased pue eiuawsp Uo
doyssopn ‘pouad yuow Xis Jono
ussfeapun uoieziuopuel Jaye
SUIUOW SA)} pUB SYIUOW 881y}
18 S|[eo UI-%08yd,, (@1nuiw G|>)
Jauq omy pue ‘(jrew Aq pepinoid)
AJUO UOIBWLIOJU - Z UOIHIPUOD
‘pouad

Yluow XIS JOAO uaxerapun
'suoisses dnoub poddns
auoydeye} painionuis aAl pue
‘suolsses auoydalel Jnoy G0

‘Buidoo snoibijal ‘poddns
[e100s ‘diysuoneel (Jeneosl
-a1ed) 4D-5D ‘|eAd| [eUOlBONPS
‘xas ‘obe papnjoul Se|geeA
Bunelepo (0661 e 19 Ulesd)
BuiniBbased Jo [opojN SS820.1d
SSalIS 8yl Agq papIinb sisAeuy
'ssau1s Buibeuew pue
sinoineyaq Ayyesy Buioueyus
J0} seiberes ‘sasuodsel
[euonows aAiebseu Builuesel
10} seibsyesis anubod ‘poddns
[e100s ‘sinoineyaq Jueidioa.
aJed |Woss|gnoJ} 8beuew o}
S|IMs ‘uoneonps Buipinoid Ag

'S|[eo UI-08y0,, OM}
pue ‘(rew Ag pepinoid)
Ajuo uoirewio|

- g uopipuon

'sdno.b

poddns suoydsje}
pue ‘senbiuyosl
Juswebeuew ssans
‘Buiures; s|Ms ‘Buinjos
ws|qoud ‘Buikeld sjo1
‘uononuisul o1oepIP
‘uoieulIoUl JO
uoisinoid :seiberens
JO 8BUE. B POAJOAUL

29 =
abe H) ues|\
%€ =Xoelg
"% YE = SUUYM

UM 8soul ‘sHnD salpn1g d1BojolwepId] 4o} 98JU1 ‘(BWOY-Ul BUIU) SUOISSOS seaJe 196.Je] A1) UO Pasnooy dnolb uonusnieil 966 = OluedsiH 0102)
9/2/0S >oelg 1sbuowly | S18jue) 8} JO UOISIOA WaH-0 L JNOY G" | SABML - | UOHIPUOCD uonuasAIBIY| - | UOIPUOD - | uonipuod ¢r9=N vsn ‘e e 897
‘voddns 1ey:
urelurew o1 Ay ‘(Aluo dnoib
2I0W 8JaM UOIIPUOD uoiuaAIBIUIl WSAS S11D
uouaAIBIUl 8} Ul ay1 Bunenfens alreuuonsany)
89S0y} ‘pasealoul "alleuuonsanb
voddns auijeseq uolen[eAs 109(old
se :poddns [e100s ‘(2661 “Te1e usl)
JO} PBUIBIQO SJom (uondnusip pue ‘uoissaidep
synsaJ Jejwis ‘Auowsw) 1SIpIoaYD Wis|qoid
‘uoIssaidep Ul | Joineyag pue Aows| pasiney ‘papinosd
spuswanoidwil 2y} Jo surewop Arewnd S[eualew [euoneonps
Jorealf Apueoyubis Byl Wodj suonsenb saly | olseq - g UolipuonD
paressuowsp dnoib ‘(G661 e 1. USEINETe)
uouaAIBIUl 8} Ul asnesy (186 “[e 10 elaegq) UOIUSAIBIUI IO} B|DIUYaA
Slased ‘pasealoul sinoineyag eniyoddng ‘uonesiwopuel-1sod Arewiud ayy sem (S11D)
uoissaldap auljeseq A|[e100s 1o Aiojusaul 8yl wouy SUYIUOW BAl} pUe 88yl 1€ S|[eo Ul wieisAg uonesbalu|
se ‘Aeoyoads | oeos yoddns [e100s penisday -%08yd suoyds|el (senuiw G| >) auoyds|a] -1eindwon
‘uouaAIIUl B} ‘(c661 “Te Jouqg om| ‘euljeseq e pepiroid pasIWOlSND 8y |
Buimoyjo} uoissaidep 18 JOUSOd) (UOISIOA palipow UoIeWIOU| - Z UORIPUOD ‘sinoineyaq wisjqosd
10 [9A8| pue wia}I-eulu) 8[eds sInoineyaq ‘(Joreyjioey 10 Juswabeuew pue
uoissaldap auljeseq yijeay pue yiesy Jasen B pue sJiased xi1s) dnoib asem ‘voddns [ejoos ‘esed ‘948 = oe|g
UsaM}aq puUNo} ‘(2661 SUOISSOS XIS PUB [ENPIAIPUI 8J9M -J}es ‘uoleouNWUIOD %26 = SUUM
sem diysuonepl | e 18 1al) 1SIposyD SwWio|qold | SuoIsses ybig (wieisAs 11D eyl (9002 “Ie 1 9lleg) ‘Aleyes aoueyua ‘%8G = UaIp|iyD
weolubis B | Joineyag pue Aows| pasiney BIA PAIONPUOD 8JOM SUOISSOS awwelboid (HOV3Y) YiesH 0} selbereis pue | %ty = sesnodg
JONOMOH ‘Pa108Iap (6661 e 10 uml) anPM | (UOISSSS 1Se| puE [eniul) | Janibalted sJawisyz)y Buipueyul ‘$90JN0SaJ AYUNWILIOD 9489 = olewa
aJem dnoib (@-s3D) 21e0S UoISsaIdeg SUOISSaS SWOY-Ul OM] papn|oul JO} $92IN0S8Y 8y} JO 81IS BPLIOI ‘enuawap INoge ‘G9 =
Juswileal] JO S108Y8 saIpn1g d1BojolwepIdT 4o} PUE SYIUOW XIS JOAO PaLiNd00 oy} 1e padojensp uoiuaAIBIUI papiroid uoirewo| abe H) ues|N (2002) e
9L/vy urew Jueoyiubis ON | siejueD 8y} JO UOISION Wel-0L uopuaABiul 8y] - | UORIPUOD B} Jajye Pa|BPOW - | UoRIpPUCH - | uolipuod ‘9¢=N vsn 19 [oMul4

2400S

Ayjenp

Buipuiy

aJnseawl awodnQ

juauneas jo yibua

|oo0304d |enuep

SoIpN1S UOIlUdAJIBIUI JaJeD paseq-ABojouyos] :z| a|gel

a|dwes

Anuno)

Joyiny

salpms aAneuENY

19

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

© BACP 2012



‘Apn1s ays ul Bunedioied
wioJ} payeusq sjdoad moy
noge suonsanb ueneg
"(€00¢ “'Te 10 Aouoye)

8|e0g ooue|IBIA Jonibaien
"UIBdU0D JO JBY10Q

INOQE PaYSE SeM Jaled 8y}
‘Juesaid Jnoineyaq yoes Jo4
‘yuow snoiaald ayy Buunp
JOU JO BULIND20 SE Passasse
aJem s01d0} %00g8]10U Jased 0}

"yiesy Jeseo

“(I-HOV3Y) [ews Apnis
Jall/es Ul paysijaelse
uonuaAIsiUl JO
SSeuanioaye se dnoib
|0J]UOD ON - g UORIPUOD
"UOIFBOIUNWILIOD

puUB 8Je0-}8s uo
pepiroid osfe poddns

‘'suopessnyy | peMul sinoireysq wisjqosd Gz pue ‘uoissaidep ‘sinoineyaq puE uojeoNp3
Buinibased ul (Il HOVY3aY woJy peydepe) wis|qold ‘poddns [eloos ‘Alejes 'seibelelis [eJnoineysq
uononpal pue [estesdde ysu uonsenb |z ‘pouad yuow Xis e :seale ysi BuiniBaled el JO uswdojenep %8/ (1102)
‘sanl| Arep uo "9 WIO4-Hoyg | Jono uexepspun ‘suoissaes dnoib sseJppe 0} Buluiel) s|iiMs pue pue Buinos = alym Ajiofely Jegnz g
uolssaldap Jo ApN1S S8WO02IN0 [BOIPSIA poddns suoydsiel Ayuow | ‘poddns ‘UoieoNPT JUBWISSeSSE wis|qold axeuspun "%Y6 ‘Reueln)
1oedwi ur uopoNpal "alleuuonsenb yieay jusiied JNOY- | BAl} ‘suoisses auoyds|el Msi e Buisn pasifenpiAipul o1 sjuedppiped | = sjewsy Aofe|y ‘suing
‘UspInq Ul 8se8losp (1002 “Ie 10 prepog) [enpIAIPUI INOY-G"0 884U} 8JoM SUOISSES INg ‘UOISSeS UHM poMIOM 2l = ‘suepy
‘uonuanIeUl MBIMBIU| UspIng JeniBate) | ‘suoisses awoy [enplAipul Jnoy- | UOEs 1e JNd20 0} paljoads sisiuonuBAIBIU| WA 00 abe ues|y -o[epuie
9//}S Buimoljo4 ez 84} JO UOIsIon wiell-g L BUIN (VA HOV3Y) - | uompuod 8JeM SBNIAIOY — | uonipuo) HOV3Y — | uonipuod ‘SO =N VSN ‘SIOYdIN
‘Apnis ey} ul Buiredioed
woJ} payyeusq ejdosd moy
Noge suonsenb usnes
"dn-moj|o}
yiuow xis ye sjuaidioal-ased
JO Juswaoe|d [euonNISU|
(661
“[e 30 U8]) ISIMOBYD Ws|qold
Joineyeg pue AOWs|N pasiney 'S|[eo UI-08y9,, OM}
U1 Jo surewop Arewnd pue ‘(rew Agq pepinoid)
oy Buissasse suonsanb ¢ Ajuo uoirewloyul
(0661 ‘seppiEN - Z uonipuon
¥ 9SNesy \GEB L ‘Osnesyy "(JUBWISSOSSE YIuoW XIS 'sdnoub
{1861 ‘e 19 eialeg) uoddns Jaye) Apnis o pus 1e papiroid voddns suoydsjel
JO suonoeJsalul oAebau | Osfe Buinibased pue eiuswsp Uuo pue ‘senbiuyosl
‘voddns yum uonoejsnes | doysopa ‘pouad yluow Xis J8A0 uswelbeuew ssais
‘voddns paneoal - yoddns | usyeuepuUN "UoiEZIWOPURI Joye ‘Buiures; s|s ‘Buinjos
10 surewop ¢ Buissasse SUIUOW Bl pUB SYIUOW 881yl wiggoud ‘Buikeld ojos
‘suedioed aJreuuonsenb way-0 L 1e s|[eo UI-%08y, (e1nuiw G1>) | "sselis Buibeuew pue sinoiaeyaq ‘UoIoNSUI D110EPIP
UBOUB WY/ -UROLLY "aJe0-4jes Buuojdxe 1oL oMm] pue ‘(rew Ag papinoid) Ayiresy Buioueyus Joy seiberens ‘uonewIoUl Jo
JO 3oB|g 10U Inq aJreuuonsenb way-| | AUO uonBWIOUI - Z UORIPUOD ‘sasuodsal [euonows aanebeu uoisinoid :saiberens
‘sjuedioed (L00Z “'Ie 18 piepag) ‘pouad | Buiwedsel o) seibelens annuboo 10 8BUel B POAJOAUI
ueiseone)) 1o 8lIYp MaIABIU| uspIng Janibaien YIUOW XIS JBAO UaMeuapun ‘voddns [e0os ‘sinoireysq dnoib uonusanieil 29 =
pue ‘oune Jo 1JEeZ 8U1 JO UOISIOA WdY-Z | 'suoisses dnoib poddns 1eIdioal 818D BWOS8|gNOJ} ‘awwreiboid (HOV3Y) abe D) ues|\
oluedsiH Buowe (6661 “Te 18 uml) auoydas|el painionns aAl pue abeuew 01 S||IYS ‘UoIBONPS UiesH Jenibasen %68 =Moelg
all| o Aurenb ui (0-s3D) 81e0S UoIssaideg ‘suolsses auoydajel Jnoy G0 Buipinoud Ag seale 106.e] sJawlisyz|y buoueyug 9% 1E = OUUM
swuswanoidwil salpn1g o1BojolwepIdT 4o} 98JU1 ‘(BWOoY-Ul BUIU) SUOISSOS BAIL UO PasSNO0) UOIUSAIBIU| 1O} $82JN0SeY 966 = Olueds|H (9002)
9/2/€9 Jeyeaib Apueolubis | siejueD 8y} JO UOISION Wel-0 L JNoyY G' | ®AIBML - | UOHIPUOD - (HOV3Y) | uonpuo)d 8y - | uonpuo) ¢er9=N VSN ‘e 1o elleg

9100S

Anjenp

Buipuiy

a2Jnseawl awodnQ

juauneas jo yibua

|o20304d |enuep

uonipuody

Anuno)

loyiny

© BACP 2012

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

20



92/0S

2400S

Ayjenp

JInoineyaq
pejente 4o yim
Buiesp ul ssansIp Ul
uononpal < dnolb
Juswiyeall gso

Buipuiy

‘(#7002 “'[e 1o uesed) (4-SING)
pasinal-a[eds Juswabeue|)
Jnoineyeg wiel-G |

"(c661 “[e 1o UaL :e00zT e

19 10y 1080 sioineyaq
wie|qold pue Aiows|p

pasIneyY 8y} WOJ) PaALIep

Sem swoldwAs [einoineysq
peielbe bunuesaidal 8eosgns
SS8J1SIp INoIABYaq Wal-8uIN

aJnseawl awod1nQ

‘pouad JuswIess] YIUOW SA[EM]}
8y} JoA0 10B1U0D suoydajel
PBPasU Se, pUE ‘SYIUOW SAIPM]
pue XIS 1 SUOISSas Ja1s00q
dnoib om| *(suoisses suoyds|el
pazifenpIAIpuUl UBASS AQ Pamo||o}
SuoIssas dnoib aAl) SUOISSeS
Apjeam anm| - g UolIpuoD
‘pouad JuswIess] YIUOW SA[RM]}
8y} JeA0 10e1U0D suoydajel
PBPasU Se, pUE ‘SYIUOW SAPM]
pue XIS 1e SUOISSas Ja1s00q
dnoib om| *(suoisses suoyds|el
pazifenpIAIpUl UBASS AQ PamO||o}
SuoIssas dnoib aAl) SUOISSeS
Apjeam anm| - | UoIIpUOD

juawieasy jo Yyibua

‘(6861

Ia)ssoY '@ PUB[esOL 766 L
‘ApebeH-sueay g uelied) diay
Buisn pue Buipuly pue ¢ Jased
2y Jo} Buleo ‘esed [euosied
Buipinoad ‘swoidwiAs [einoineysq
yum Buiesp ‘esessip ayl
Buipueisiepun :s01do} Urew el
SJBA0D JUBIUOD "OF] i g UoIIpuoD
"UoISSas Yoea

1o} papinoid sepi|s pue [enueip
(7661 ‘suladey 7661 euiAmo)
sesseuseam pue syibualis
s.Jased e buipueisiapun ‘(002
‘MSMOUEIOM B [[BYAN) PoBU
18WUN JO UoIssaidxa Ue se
Jnoineyaq Buipueisiepun (2002
JOUjoUIeIM ‘866 | ‘Us|ieH)
sesseuseam pue syibualis
s,uosJtad e Buipuelsiapun

‘(7661 ‘sulddey v66 L
Joy1Amn)) Inoireyeq Jo

sasneo buisiesdde ‘(266 |

““|e 18 Ua|) sinolneyaq Yum
Buiesp :1noge dlom uo paseq
‘uonusnBIul SO - | UoRIPUOD

joo0joud [enuepy

‘swoldwAs

[eanoineyaq oy paiab.el
Aleoiyoads Buipiing (IMs
pazienpiAipul 8pnjoul 10U
S90p INQ ‘Senss| palejel
-8J80 BUIIN0J SBSSAIPPE
1ey1 voddns pue
uonewojul pazielsush
SapINOId “(OS)) Hoddns
pue uoneuoul

jsug ‘g uonipuod
‘sinoiAeyaq snojoldsns Jo
plouesed pue ‘suoisnjep
‘suoneudn|iey Jo
Juswabeuew ‘sinoineyaq
ssefsal Jo uswabeuewl
‘(uoissalbBe [eoisAyd
pue [equen Apenorued)
aJeo [euosJtad Buunp
swoldwiAs [einoineyaq
10 uonueAaid ‘suwoidwAs
[eJNOIABYSQ JO SBSNED
fenualod ‘lepow gS0
a1 0} uonoNpoUl -
$01d0] Ulewl 8Al} PaIBA0D
1USIUOD "UoUBAIBIU|
(@s0) buiping (IS
Janbare) - | uonpuoD

uonipuon

%18

= ajuym Ajofely
"%EB =

alewsy Aofe|n
9¢ =

abe H) ues|N
‘erL=N

a|dwes

VSN

Anunop

(L002) e
10 UeLRY

Joyiny

21

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

© BACP 2012



22

Discussion

This review of studies published between 2005 and 2011 has
updated and adapted previous systematic reviews undertaken
by Pinquart and Sérensen (2006), and Gallagher-Thompson
and Coon (2007). The present review focuses on psychological
interventions for carers of people with dementia, and contains
evidence from both quantitative and qualitative studies.

Gallagher-Thompson and Coon (2007) identified three
categories of evidence-based interventions: psycho-
educational skill-building programmes, psychotherapy-
counselling interventions, and multicomponent interventions.
The researchers have identified a further group of studies that
warranted definition as a separate category: interventions that
are technology based.

The number of studies within each category is fairly even, with
the exception of the psychotherapy-counselling category, which
contains just one study. Having said this, when one takes into
account the use of the same data set for multiple publications,
there are a higher number of ‘separate’ studies in the psycho-
educational skill-building category. Nonetheless, it is probably
fair to say that the recent evidence base is fairly evenly split
across the three categories of psycho-educational skill-building,
multicomponent interventions and technology interventions. The
literature on counselling-psychotherapy has been updated with
one qualitative study. However, the recent evidence base for
this category remains poor in relation to the other categories,
although it should be noted that all multicomponent studies
included counselling as a component.

The majority of studies examine the constructs of depression,
burden, social support, and wellbeing. Two studies (Farran et al,
2007; Stern et al, 2008) use more specific measures because
their intervention focus is more specific. Stern et al (2008)
measures self-efficacy, preparedness and communication in
relation to cessation of driving for the person with dementia.
Farran et al (2007) measures carer distress in dealing with
agitated behaviour. Indeed, these two studies, alongside

some of the multicomponent studies that are tailored to an
individual’s problems, demonstrate growth in the evidence
base for interventions targeted at specific issues for carers of
people with dementia. This is a positive finding as the nature

of the issues that arise for carers of people with dementia are
complex and vary between individuals. The development of
focused interventions for carers, whether individually tailored
interventions or group interventions around a common issue, is
therefore a significant and important addition to practice and the
dementia care literature.

The psycho-educational skill-building studies suggest that these
interventions can impact upon depression, emotional wellbeing,
quality of life, attitudes towards caregiving and anxiety. The
study by Hepburn et al (2005) focused on distress, which was
defined as a broad range of outcomes including depression,
anxiety and caregiving competence. Within certain studies,

the reason for significant findings is because the intervention
group has remained stable and the control group has declined
(eg Perren et al, 2005). However, other studies have suggested
improvement in the intervention group (eg Hepburn et al, 2005;
Villareal-Reyna et al, 2010). At this point in time the researchers
would suggest that, at the very least, the interventions in this
category help to maintain levels of wellbeing over time, whilst
those who do not receive interventions are more likely to
experience deterioration on the outcome measures described.
Consistent with previous reviews (eg Gallagher-Thompson and
Coon, 2007), the majority of interventions within this category
draw from cognitive-behavioural theory and principles (eg Beck
et al, 1979), and also stress and coping theoretical models (eg
Lazarus and Folkman, 1984).

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

In the main, the multicomponent studies focus predominantly
on the outcomes of depression and social support, whilst
the technology-based category impacts particularly upon
depression, burden and social support. These studies
appear to demonstrate improvements in wellbeing, rather
than maintenance of it. The studies in this category generally
comprise a mix of individual and family therapy sessions, and
psycho-educational support group sessions.

The qualitative studies add valuable process and outcome

data to this review, and provide an important contrast to

the constructs measured by the quantitative studies. Post-
intervention, these studies highlight changes within awareness
(Serensen et al, 2008), attitudes (Auclair et al, 2009; Serensen
et al, 2008), and more collaborative views of the future

between partners (Auclair et al, 2009). On this latter point,

this collaboration is underpinned by more accepting, non-
judgemental and non-blaming attitudes (Auclair et al, 2009). An
increase in the number of studies, perhaps a multi-centre study,
to further explore the impact of psychotherapy and counselling
on carers of people with dementia, would develop the literature
in this area. Whilst many of the multicomponent studies within
this review include a therapy/counselling component, studies
that focus specifically on this type of intervention are greatly
needed. As discussed, current findings point to the changes
that can occur in roles and relationships following a diagnosis of
dementia, thus future studies that explore the impact of therapy
within these areas will be of great value. In addition to clinician
reflections, psychotherapy-counselling studies using interviews
as a mode of data collection, for example, would enhance
current work.

Reflecting on the quality of the studies overall, the technology-
based interventions category probably contains studies of

the highest quality. Most of these address important research
issues: for example, supervision, adherence to treatment
fidelity, and use of blinded assessors. In addition, the majority of
these studies address clinical significance as well as statistical
significance. The researchers would suggest that clinical
significance is a particularly valid concept within psychological
research, but appears to receive little attention in many of

the studies in the other three categories. It would be helpful if
future studies addressed this issue. At the present time, it is

not easy to tease apart the nature and extent of the impact of
mode of delivery within interventions for carers of people with
dementia. Thus, future technology-based studies could be
strengthened by comparing groups that deliver interventions
using face-to-face delivery or screen telephone, for example.
Furthermore, future studies using a psycho-educational
skill-building approach could be particularly strengthened by
reporting power calculations and effect sizes. Prospective
multicomponent studies could also be strengthened by
addressing treatment fidelity and training/supervision of those
delivering the interventions. The importance of supervision to
facilitate client care and self-care when undertaking clinical work
within research studies is of paramount importance, but can be
overlooked. Thus future studies in all categories should continue
to embed supervision arrangements within their psychological
intervention protocols.

The majority of studies include control groups, which are not
‘treatment as usual’; these groups range from participants
being provided with written information, to receiving a
comprehensive treatment alternative. This is very helpful

for adding to the limited knowledge of the mechanisms

of change within interventions. Further, one of the studies
within this review states that it is the first translation of a large
randomised-controlled trial of a psychological intervention for
carers of people with dementia into a routine clinical setting
(Nichols et al, 2011). The results of the studies are promising,
suggesting that the efficacy trials that are being undertaken
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(ie studies that are controlled and not undertaken in real-world
settings) are of real-world value, and are at the same time
adding to theoretical understanding and the evidence base of
practice interventions.

The use of technology in the delivery of
psychological interventions

It is interesting to reflect on the possible reasons for the
increase in the number of interventions using technology

as a significant vehicle for intervention. Work by Glueckauf

et al (2005) identifies that, despite research findings on

the effectiveness of psychological interventions, there is

a gap between these findings and the implementation of
interventions in clinical practice. Some of the reasons for this
include financial barriers precluding attendance, difficulties
with public transport for older people, and difficulty for primary
carers in leaving a person with dementia in order to attend a
support session. The use of technology-based interventions
is perhaps one way to attempt to overcome some of these
barriers and improve access for carers who are isolated.
Glueckauf et al (2005) argue that initial studies examining
‘telehealth’ interventions for family carers have been promising,
and the present review supports this opinion. On the other
hand, Wade and Wolfe (2005) remind us that many of the
current older adult population do not have access or ability to
use some technologies, such as computers, thus highlighting
the continued flexibility needed to access a population with

a wide range of ‘technology capacity’. In summary, reasons
for practice to keep up to date with the development of
technology-based interventions include:

B the current economic climate

B the forthcoming ‘older’ generations for whom technology is
an integral part of communication

B widening geographical distances between family networks

the growing gap between services provided in urban
communities and rural communities (Glueckauf et al, 2005).

Social support: a key mechanism of change?

Previous work has not been able to discuss in detail the
mechanisms of change within psychological treatments for
carers of people with dementia (Gallagher-Thompson and Coon,
2007). This is highlighted by Roth et al (2005) who state that:

... we know very little about why certain caregiver
interventions are effective, and what mediating processes
may account for the effects of interventions on key outcome
variables ... our review of the published literature on
controlled interventions for dementia caregivers did not
reveal a single report in which a mediation analysis had been
conducted to examine the mechanisms responsible for any
treatment effects (pp634-635).

The last few years have seen some encouraging developments
in this area. Within the present review, two quantitative papers
specifically address mechanisms of change (Drentea et al, 2006;
Roth et al, 2005), and their findings are concerned with social
support. In addition, the qualitative study by Mackenzie (2006)
provides theoretical grounding for understanding the processes
underpinning the importance of social support. The following is
a summary of these findings:

B Roth et al (2005) found that improvements in satisfaction
with social support led to a reduction in stress appraisals
and depression.

B Drentea et al (2006) found that closer relationships, greater
frequency of seeing others, and more emotional support
were all associated with increases in satisfaction with social
support.

B Mackenzie’s work (2006) with people from Eastern European
and South Asian backgrounds suggests that stigma from
within communities can lead to concealment of the person
with dementia, estrangement from social supports/family
networks, and isolation. One of the significant outcomes
of Mackenzie’s (2006) findings is that group intervention
can provide a much needed space for validation and social
support following loss through stigma.

The theme of social support appears to be significant in more
than two-thirds of studies in this review. As Figure 2 reveals, the
researchers therefore felt that it was relevant to draw together
the findings from the work of Roth et al (2005), Drentea et al
(2006), and Mackenzie (2006) (which use multicomponent and
psycho-educational skill-building interventions), to develop the
following heuristic to explain the data:

This model can be linked with other recent work within the field
which identifies the mediators of ‘building connections’ and
‘feeling connected’ within psychosocial interventions (Elvish,
Gardner, Keady and Lever, 2011). Cognisance of this process-
oriented, evidence-based direction may be very helpful for
clinicians as they develop psychosocial interventions within

Figure 2: Processes of change/mediating factors

Closer family
members, increased Improved
frequency of seeing | — > satisfaction
/ others, more with support \
emotional support
Reduction in
INTERVENTION depression and
stress appraisals
\ Validation and Development /
building of new e of new support
friendships networks
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healthcare settings. However, additional research to explore the
processes of change within psychological interventions would
help to develop and apply initial theoretical models.

Which interventions, and who benefits?

Pinquart and Sdrensen (2006), and Gallagher-Thompson and
Coon (2007), suggested that further studies are needed to
investigate the acceptability and efficacy of interventions for
people from various cultural and ethnic backgrounds. Moderator
analyses undertaken by Belle et al (2006) and Lee et al (2010)
have furthered understanding since the previous reviews were
undertaken. Initial analysis by Belle et al (2006) found that their
intervention led to improvements in quality of life for White or
Caucasian, and Hispanic or Latino, carers, but not for Black or
African-American carers. However, further exploration by Chu et
al (2010) identified that sub-groups of Black carers did benefit
from the intervention. Specifically, spousal carers reported
changes in quality of life, and older carers reported a decrease
in burden.

People with lower self-efficacy for obtaining respite care
improved more on measures of depression following a psycho-
educational group intervention (Rabinowitz et al, 2006). The
authors of this study suggest that one reason for this finding is
because those with a reduced sense of agency in managing
stress and negative cognitions are taught a much needed skill
set for managing caregiving.

Gallagher-Thompson and Coon (2007) identified a need for
more research to explore which interventions are most effective
for carers supporting people at different ‘stages’ of illness.
Farran et al (2007) go some way to addressing this as they
found that their intervention reduced distress for participants
caring for people with high levels of agitation. These authors
(Farran et al, 2007) used a specific intervention that combines
a needs-led understanding of behaviour with cognitive and
behavioural principles.

It is not easy to draw conclusions about whom to target our
resources at, as studies have adopted different designs and
eligibility criteria. For example, some studies have explored

the impact of their intervention on depressed participants (eg
Finkel et al, 2007), whilst others have excluded people based
on a cut-off score indicative of depression (Villareal-Reyna et al,
2010). However, we are able to draw stronger inferences about
the types of intervention that are beneficial. The results of this
review suggest that interventions underpinned by cognitive/
cognitive-behavioural models produce meaningful change. It is
more difficult to draw conclusions about the use of theoretical
standpoints that are not primarily driven by cognitive-behavioural
theory, not because of the quality of the studies but because
there are fewer of them. The researchers would suggest that
clinicians who particularly wish to make use of these studies,
should access the relevant section(s) within this review to gain
further information about particular studies. Future studies
within the psychotherapy-counselling category, together with
further research on the processes of change, will strengthen
our knowledge of the relative impact of different theoretical
approaches. The evidence from this review also supports the
use of interventions that aim to increase knowledge of dementia
and address communication. Regarding the ways in which
interventions are delivered, consistent with some previous
findings (Schulz et al, 2005), multicomponent and technology-
based interventions that combine individual and group sessions
appear to be most beneficial.

Within the UK, work by Mackenzie (2006) highlights the
importance of awareness and understanding about how ethnic
minorities understand dementia, and how this impacts upon use
of services. When thinking about delivery of services, it is helpful

Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence

to draw from broader literature on memory clinics (eg Banerjee,
Willis, Matthews, Contell, Chan and Murray, 2007), which
suggests that memory clinic models can effectively engage
ethnic minority populations. Whilst psychological interventions
are currently provided through a variety of service models

(for example, primary care teams/community mental health
teams), there may be an argument for providing them through
memory services.

Geographical location of studies

It is important to note that only three papers within this review
included participants from the UK (Mackenzie, 2006; Mittelman
et al, 2008; Burns et al, 2010). Twelve papers were conducted
in the USA, and one each in Mexico, Switzerland, Denmark,
Norway and Taiwan.

The study undertaken by Mittelman et al (2008) was the first
multinational psychosocial intervention study in the field of
dementia caregiving. Subtle differences identified between
participants at baseline suggested that Americans felt less
satisfied with their levels of social support, and reported higher
levels of depression. People in the UK tended to feel more
supported by their social networks, reported less family conflict,
and reported slightly lower levels of depression (Burns et al,
2010). Whilst main outcome measures in this study suggested
that benefits were independent of country, these baseline
differences do fall within areas of target for interventions.

In addition to this, many of the USA-based studies explore
variables that are not so easily transferable to the UK context.
For example, some of the ethnic minority classifications are
not transferable to the UK, and discussion about the impact of
factors such as social class system and sexuality are missing.
The researchers would therefore suggest that more UK-based
studies are needed in order to tailor and generalise the results of
this review. Future UK-based studies should focus on cultures
that are representative of Britain, and include an exploration

of the impact of background and sexuality on responses

to intervention.

Study findings and recommendations

Research and training

B Further research is necessary to explore the processes
of change within psychological interventions. Additional
exploration of mediators, such as social support, would
help to develop initial theoretical models based on change
processes.

B Studies that explore and evaluate the impact that the mode
of delivery has on process and outcome are called for,
particularly in the use of technology.

B Anincrease in the number of studies, perhaps clustered
around a programmatic multi-centre study, measuring
the impact of psychotherapy and counselling on carers of
people with dementia, is required.

B The number of UK-based studies in this field should be
increased, together with the cost-effectiveness of delivering
various types of carer-focused interventions. Additional
research exploring the impact of factors such as social
background and sexuality would strengthen the applicability
of the current literature to the UK.

B The qualifications of those delivering psychological
interventions within this review are varied. Standardisation
of training/qualifications would be beneficial for clients
and clinicians, and would help to harmonise future
comparative studies.
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Practice and policy

B Consistent with previous work (Gallagher-Thompson

and Coon, 2007), the results of this review suggest
that interventions underpinned by cognitive/cognitive-
behavioural models can produce meaningful change.
Evidence also supports the use of interventions which
aim to increase knowledge of dementia and address
communication. It is more difficult to draw conclusions
about the use of theoretical standpoints that are not
primarily driven by cognitive-behavioural theory, not
because of the quality of the studies, but because there
are fewer of them. The researchers would suggest that
clinicians who particularly wish to make use of these
studies should access the relevant section(s) within this

review to gain further information about particular studies.

Future studies within the psychotherapy-counselling
category, together with further research on the processes
of change, will strengthen our knowledge of the relative
impact of different theoretical approaches.

Based on the findings of this review, it is suggested that
multicomponent and technology-based interventions that
are a combination of individual and group sessions are
most effective.

Various recent policy documents within the field of mental
health, for example ‘New Horizons’ (Department of Health,
2009) and the National Dementia Strategy (Department of
Health, 2009), have addressed the issue of stigma. This
review highlights the continued need for future policies to
particularly focus on stigma within ethnic minority cultures,
and its impact on people’s use of services.

In England, the commissioning strategy attached to the
National Dementia Strategy (Department of Health, 2009)
should consider technology-based interventions as a
support for family carers of people with dementia.

The updated findings for carer interventions from this review

should be considered for inclusion in any revised national
dementia guideline.
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Appendices
Appendix 1: Template of data extraction sheets

Template data extraction sheet — Quantitative studies

Author Sample Condition Manual- Length of Outcome Finding Notes Characteristics  Treatment
protocol treatment measure of those adherence

delivering
treatment

Template data extraction sheet - Qualitative studies

Author Sample Condition Manual- Length of Methodology Finding Notes Characteristics  Treatment
protocol treatment of those adherence

delivering
treatment

Appendix 2: Guidance checklist for critical appraisal (quantitative studies)

Background

Does the cited literature clearly explain the field of research?

Are there clearly defined research questions?

Is there an argument/rationale for the importance of these research questions?
Does the study discuss the theory which underpins its intervention?*

Methods

Are the outcome measures appropriate for the research question? Have they been justified?*
Is the background of those delivering the interventions stated?

Does the paper state that those delivering the interventions were trained?

Does the paper state that those delivering the interventions received supervision?

Was a manual provided for the intervention?

Does the paper mention treatment fidelity? Was treatment adherence monitored adequately?
Does the paper discuss the intervention in enough detail for replication?

Does the paper discuss ‘mode of delivery’ in sufficient detail?

Has measurement bias been accounted for by blinding?

Have the inclusion and exclusion criteria of participants been well described?

Has sufficient detail been provided about where the sample was recruited from?

Have power calculations been conducted?*

Was the control group an intervention group?

Results/Analysis

Were all groups similar at the beginning of the study?

Was the sample size sufficient?*

Is power reported?

Has sufficient detail of statistics been reported?

Has effect size been reported?*

Is clinical significance discussed as well as statistical significance?*
Are the data presented clearly?

Conclusions

Are the conclusions of the study related to clinical practice?*
Does the study adequately answer the research questions?
Have future avenues for further research been opened up?*

Limitations
Has the study acknowledged/discussed its limitations?
* = criterion score assigned double weighting
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Appendix 3: Guidance checklist for critical appraisal (qualitative studies)

Was the research design appropriate to address the aims of the research?
Was the recruitment strategy appropriate to the aims of the research?
Were the data collected in a way that addressed the research issue?

Has the relationship between researcher and participants been
adequately considered?

Have ethical issues been taken into consideration?
Was the data analysis sufficiently rigorous?

Is there a clear statement of findings?

How valuable is the research?

Appendix 4: Final scores for quantitative studies

Total Score

Psychoeducational-skill building Caregiver Intervention Studies

Hepburn et al. (2005) 52/76
Chu et al. (2011) 45/76
Rabinowitz et al. (2006) 49/76
Perren et al. (2005) 30/76
Stern et al. (2008) 45/76
Villareal-Reyna et al. (2011) 66/76
Ulstein et al. (2007) 51/76

Multicomponent Caregiver Intervention Studies

Gaugler et al. (2008) 43/76
Drentea et al. (2006) 31/76
Roth et al. (2005) 41/76
Mittelman et al. (2008) 51/76
Burns et al. (2010) 43/76

Technology Caregiver Intervention Studies

Finkel et al. (2007) 44/76
Lee et al. (2010) 50/76
Belle et al. (2006) 63/76
Nichols et al. (2011) 51/76
Farran et al. ( 2007) 50/76

Appendix 5: Final scores for qualitative studies

Total Score

Psychoeducational-skill building Caregiver Intervention Studies

Mackenzie (2006) 20/24

Psychotherapy-counselling Caregiver Intervention Studies

Auclair et al. (2009) 14/24

Multicomponent Caregiver Intervention Studies

Serensen et al. (2008) 23/24

© BACP 2012 Psychological interventions for carers of people with dementia: a systematic review of quantitative and qualitative evidence









ISBN-13: 978-1-905114-38-2




