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Abstract
Introduction: Cognitive Stimulation Therapy (CST) is a well-established intervention
for people with dementia shown to improve cognition and quality of life. Past research
includes development of a longer term ‘maintenance CST’ and an individual CST
programme. Previous reviews of CST have focused on quantitative outcomes or
excluded certain formats of CST. This review aimed to fill this gap by evaluating how
the voices of facilitators, carers and people with dementia in qualitative studies of CST
can contribute to our understanding of its implementation and how it is experienced.
Methods. The current systematic review explored the experience and perspectives of
people with dementia, facilitators and carers. Thematic Analysis (Braun and Clarke,
2012) was used to analyse this data, alongside Thomas and Harden’s (2008) guidance on
synthesising qualitative findings.
Results. A systematic literature search retrieved 10 relevant studies using qualitative
methodology. Eighteen themes were generated, which were grouped into three
categories: ‘Acceptability and feasibility’, ‘Features of CST” and ‘Key outcomes’.
Conclusions. To our knowledge, this is the only review to explore solely qualitative
studies of CST. Findings provided insight into the shared features, outcomes and factors
affecting implementation, and suggested theories for discrepancies between quantitative
and qualitative findings in the literature. Some of the common themes were also in

keeping with past reviews.
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Introduction

There is ongoing emphasis on early intervention for people with dementia (PWD)
and interventions providing ‘cognitive stimulation’ have been particularly well-
supported (Olzaran et al. 2010; McDermott et al. 2019). Previously, ‘cognitive
stimulation’ has been used interchangeably when describing approaches consisting of
cognitive ‘training’, ‘stimulation’ or ‘rehabilitation’. However, Clare and Woods (2004,
p. 387) offered the definition of cognitive stimulation as “engagement in a range of
group activities and discussions aimed at general enhancement of cognitive and social
functioning” to distinguish between them.
Cognitive Stimulation Therapy for Dementia

Cognitive Stimulation Therapy (CST) (Spector et al. 2003) is a well-established
intervention for people with mild to moderate dementia. It emphasises use of
multisensory stimulation and implicit learning, and encourages ‘personhood’ (Kitwood,
1997) and the use of cognitive skills within a social setting. The positive impact of CST
on cognition and quality of life has been extensively supported (Aguirre, Woods,
Spector & Orrell, 2012; Spector et al. 2003; Woods, Aguirre, Spector & Orrell, 2012),
and it was shown to be cost-effective (Knapp et al. 2006). CST is also the only
psychosocial intervention recommended to improve cognition for people with mild to
moderate dementia by the National Institute of Health and Clinical Excellence (NICE,
2018). Following its wide-spread success in the UK, there has also been an increase in
cultural adaptation and use of CST internationally (Lobbia et al. 2018).

Longer-term maintenance CST (MCST) was developed to investigate whether these

benefits could be retained. Research suggested continued improvements to quality of life



and activities of daily living, but no significant benefit to cognition. However, findings
suggested greater improvement to cognition when it was combined with
anticholinesterase inhibitor treatment (Orrell et al. 2014). An individual cognitive
stimulation therapy (iCST) programme has also been evaluated (Yates, Orrell, Spector &
Orgeta, 2015), based on CST and MCST and designed to be delivered by family
caregivers in the community. Findings suggested improvements in the caregiving
relationship from PWD’s perspective, but no change in cognition and quality of life for

PWD (Orrell et al. 2017).

Systematic Reviews of CST

CST has also been supported by a range of systematic reviews, which indicated
benefits to cognition, quality of life and wellbeing (Lobbia et al. 2018; Woods et al.,
2012). Although these provided important evidence on the efficacy of intervention,
qualitative studies provide better understanding of the experiences of those involved. Of
note, few qualitative studies of CST have been conducted, despite qualitative research
being recommended and important in providing valuable insight into the development
and refinement of complex interventions (Medical Research Council, 2008).

Dugmore, Orrell and Spector (2015) conducted a review of qualitative studies of
psychosocial interventions, noting their ability to “draw together insights” from PWD,
staff and carers. They found several factors that may have influenced psychosocial
interventions, including the skills and beliefs of PWD and their carers, and the
importance of empathy, flexibility and creativity in facilitators.

More recently, Toh, Ghazali and Subramaniam (2016) conducted a review of the

usefulness and effectiveness of CST, excluding maintenance CST. They concluded that



CST is effective, though there were inconsistencies when comparing quantitative and
qualitative findings. They suggested quantitative measures may not be sensitive enough

to detect effects that qualitative feedback could discover.

The current review

Current systematic reviews of CST have mostly focused on quantitative studies,
whilst those exploring qualitative data had a broader focus on psychosocial interventions
or excluded certain formats of CST or more recent cultural adaptations. The current
review aimed to attend to this gap and consider qualitative studies of CST, MCST, iCST
and those published internationally. It is the first review to consider qualitative findings
across all formats of CST from the perspectives of facilitators, PWD and their carers.
The key research questions were: What do qualitative studies on CST reveal about (a) its

acceptability and feasibility (b) its key features and (c) its effects?
Methods

Search Strategy

A systematic literature search was conducted in January 2019. Psychlinfo,
EMBASE, MEDLINE, CINAHL and Web of Science databases were selected as major
healthcare databases covering a range of professional disciplines, which ensured that the
search was comprehensive. Two of the authors, who were involved in the original
development of CST and iCST, were consulted about additional articles that may be
relevant. Search terms relating to dementia were combined with terms associated with

CST (see Appendix A).



Selection Criteria
All studies dating prior to 2003 were excluded as they were published before the
development of CST (Spector et al., 2003). Studies were then required to meet the
following criteria:
e Involve a primary focus on CST, MCST, iCST or cultural adaptations of CST
e Employ qualitative or mixed methodology to ensure that that all relevant
qualitative data were considered for inclusion in the review
¢ Include formal interview processes (e.g. focus group or individual interview)
and provide sufficient qualitative data to contribute to the review
e Published in English
Studies meeting these criteria were retrieved for more detailed evaluation. The search
process is illustrated in Figure 1.

[INSERT FIGURE 1 NEAR HERE]
Quiality appraisal

Study quality was assessed using the Critical Appraisal Skills Programme
Qualitative Checklist (CASP-QC) (CASP, 2018). Quality was established as a score
indicating how many of the 10 criteria were met. Appraisal was first conducted by the
lead author (LG) for four randomly selected studies from those shortlisted, and
subsequently by a second rater, AV. Due to limitations in binary outcomes on the
checklist, allocation of half’ points was agreed. If there was not enough information in
the article to decide on a criterion, it was marked ‘Can’t tell” and allocated no points.
Disagreements about ratings within the four articles were discussed, and discussion
points were used to establish a baseline for meeting criteria when rating the remaining

articles included in the review. After rating all included papers, any paper with a score



more than two standard deviations lower than the mean were to be excluded from
analysis.
Method of analysis

Thematic Analysis (Braun & Clarke, 2012) was used to analyse articles in this
review, with additional guidance on synthesising qualitative research from Thomas and
Harden (2008). For the purposes of this review, only quotes and themes given in
‘results” were considered data. Firstly, studies were read in full, to allow familiarisation
with the data. ‘Results’ from each study were then re-read, and inductively coded line-
by-line to construct an initial set of descriptive themes. Extracts for each theme were
then reviewed separately for their relevance to the study questions, and the coding
system was further refined. This was an iterative process resulting in a hierarchy of
descriptive themes and sub-themes that contributed to each review question. The themes,
alongside extracts, were reviewed by two members of the research team, LY and AS, to
reach a consensus on theme descriptions and structure of the hierarchy. The papers were

then re-read to establish if any further data was available and relevant.

Results
The literature search retrieved 734 results once duplicates were removed. Titles and
abstracts of studies were read and compared with inclusion and exclusion criteria. The
final review included nine peer reviewed articles and one doctoral thesis identified
through consultation with co-authors, in total including 102 PWD, 133 carers and 84

facilitators (see summary of articles and demographics in Table 1).



Quality Analysis

Seven studies employed purely qualitative design (Aguirre, Spector, Streater,
Burnell & Orrell, 2011; Bertrand et al. 2018; Dickinson, Gibson, Gotts, Stobbart &
Robinson, 2017; Leung, Yates, Orgeta, Hamidi & Orrell, 2017; Spector, Gardner &
Orrell, 2011; Streater, 2015; Yates et al. 2015). Three studies used mixed methodology
(Bailey, Kingston, Alford, Taylor & Tolhurst, 2017; Kelly et al. 2017; Wong, Yek,
Zhang, Lum & Spector, 2018). On average, included articles met 7.5 out of 10 quality
criteria, with a range of 4.5 to 9. No shortlisted studies fell below two standard
deviations from the mean. However, no studies reflected on the impact of researcher
identity on the process, nor utilised respondent validation to support the credibility of
findings, and six studies did not clearly justify their chosen methodology. One study

reflected on the relationship between members of a focus group (Aguirre et al. 2011).

[INSERT TABLE 1 HERE]

Description of Themes

The analysis generated three overarching themes which contributed to the research
questions: ‘Acceptability and feasibility’, ‘Features of CST’ and ‘Key outcomes’.
Eighteen sub-themes were generated, and the hierarchy of themes and sources are
summarised within Table 2. Where appropriate, ellipsis (...) have been used to isolate

relevant quotation.

[INSERT TABLE 2 HERE]



Acceptability and feasibility

Fitting service needs. Bertrand et al. (2018) described how treatment options for
dementia are not well known in Brazil, with little offered following diagnosis.
Comparatively, facilitators in the UK understood CST to be evidence-based and
contributing to care beyond other psychosocial interventions, which was associated with
managers’ motivation to provide CST (Dickinson et al. 2017). Similarly, facilitators
found MCST easy to run, but were concerned that the programme length meant others
could not be offered sessions (Streater, 2015).

“If we hadn’t been doing the long programme, we could have got other new
people in... making the waiting list shorter.” (Facilitator) (ST)

Facilitators and barriers.

Carer engagement. Attendance to sessions relied on carers transporting PWD to
groups, meaning those without a carer may have no means of accessing them (Streater,
2015), and was associated with financial and time cost (Bertrand et al. 2018).

“...if you can’t provide transport... unless they 've got a really well motivated
carer, they are not going to get there.” (Facilitator) (ST)
Carers felt CST was worth travelling for (Kelly et al. 2017), but could feel frustrated
when they heard little about the content of sessions (Spector et al., 2011), whilst
providing entertainment or psychoeducation for carers may encourage engagement
(Bertrand et al. 2018).
Resources. Facilitators of all formats of CST reported the value and availability

of resources in manuals, which were important aids for facilitation (Aguirre et al., 2011,



Streater, 2015; Yates et al. 2015), though some suggestions in the MCST manual were
experienced as less appropriate. However, additional necessary resources were
highlighted, including people, time, and physical resources such as equipment and
rooms needed to run sessions (Dickinson et al. 2017; Kelly et al. 2017).
“It’s a huge volume of work... you've got to have the resources, people, time

and the practical things that you take to the different sessions”. (Facilitator) (D)
In particular, time was experienced as a barrier to facilitation by carers delivering iCST
(Leung et al. 2017), and PWD expressed concern that carers would not have sufficient
time to do activities with them (Yates et al. 2015).

“We might have had a problem with identifying the time to sit down and
organise ourselves.” (Carer) (L)

Training and experience. Facilitators recognised training as crucial for engaging
facilitators, as it demystified the intervention, and supervision and experience of
working with dementia supported adequate facilitation (Dickinson et al. 2017).
Appropriate communication skills, and support from others was also seen as very
important both by professionals and family carers delivering the intervention (Streater et
al., 2015; Leung et al. 2017). Further, carers wondered if iCST would be best delivered
by professionals or an “outsider” (Yates et al. 2015).

“I think you can be too close. | feel you should, you need to be detached, a
little bit, and I couldn’t be detached...” (Carer) (Y)

Patient motivation. Carers and facilitators associated lower patient motivation

with increased difficulty getting PWD to groups (Bertrand et al. 2018), and motivation

was difficult to retain during MCST (Streater, 2015).Family carers delivering iCST
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found motivation could fluctuate (Yates et al.2015) and was linked to emotional and
physical health problems of PWD (Leung et al. 2017).
“...when he was reluctant, and | suppose that was also tied to him having an
emotional response to his condition.” (Carer) (L)
Features of CST
Mental stimulation. PWD felt it encouraged concentration, reflection and
alertness, as ‘if you do not use it, you lose it’, whilst carers suggested it kept PWD in the
present and supported learning (Leung et al. 2017). However, whilst PWD experienced
mental stimulation as meaningful, they also felt they depended on others to provide it
(Yates et al.2015).
“... I believe that we are all crying out for help and stimulation, but we can't,

’

haven’t so much got ideas in our own head as we hope other people can encourage us.’
(PWD) (Y)

However, some carers were less enthusiastic about mental stimulation (Bertrand et
al., 2018) or felt less confident in its benefits (Aguirre et al. 2011).

Adaptability. Carers felt adaptability and flexibility within CST allowed better
engagement of PWD (Bailey et al. 2017). Facilitators and carers spoke about the
importance of choice, emphasising not asking PWD to do something they are unable to
(Aguirre et al. 2011), and recognised that PWD may have little interest in certain topics
or sessions (Streater, 2015; Wong et al. 2018). Facilitators also felt adaptability helped
manage groups of people with different stages of dementia and allowed a person-centred

approach (Dickinson et al. 2017).
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“The books don’t always fit the pattern. | suppose the book is giving you
guidance to what the activities are, but then just have to adjust that to the patients’ level
of concentration, physical health or mobility.” (Facilitator) (D)

Being with others. Overall, PWD and carers felt being with others offered
opportunities to be heard, share memories, and gain other perspectives on matters
(Aguirre et al. 2011; Leung et al. 2017; Spector et al. 2011). Carers, facilitators and
PWD recognised the opportunities for socialising in group CST (Bailey et al. 2017,
Bertrand et al. 2018; Dickinson et al. 2017). Further, PWD could help and support each
other alongside facilitators (Bertrand et al. 2018; Spector et al. 2011), and a shared
identity and experience of dementia meant PWD could feel safe in taking part (Bailey et
al. 2017).

“... People who are suffering with the same memory losses, my mum doesn’t feel
so scared to make a fool of herself or things like that.” (Carer) (BA).

Comparatively, carers felt the structure of iCST encouraged communication with
PWD (Leung et al. 2017), who felt sessions provided opportunities for novel
conversations and discussion. In addition, PWD also found that iCST gave them the
assistance needed to do activities at home (Yates et al. 2015).

Practical activities. Wong et al. (2018) observed a preference in Chinese PWD
for practical tasks, which was mirrored by a culture non-specific desire for outdoor and
physical activities (Aguirre et al. 2011; Leung et al. 2017) and keeping the body active
was seen as important as the mind (Yates et al., 2015).

“I like making things with my hands, just to keep my mind stimulated.”

(PWD) (L)

12



Relaxed environment. PWD felt a supportive and friendly environment, as well
as kindness and providing “human courtesies” was important (Aguirre et al. 2011;
Spector et al. 2011).

“Nothing that involves cruelty. As long as there’s kindness you can’t fault it.”
(PWD) (A)

Similarly, facilitators tried to ensure group composition avoided conflict and
encouraged a supportive environment (Dickinson et al. 2017), and carers felt iCST
might require a more “formal setting” but felt this was manageable with the right
approach (Yates et al. 2015).

Difficulty of Sessions. The difficulty of sessions was raised in both group and
individual formats. Some PWD struggled with tasks as their abilities declined, which
made facilitation harder (Streater, 2015), whilst others found difficult tasks more
acceptable (Kelly et al. 2017). Conversely, carers and PWD could sometimes experience
activities as ‘childish’ or too easy in both group and iCST (Leung et al. 2017; Streater,
2015), though carers saw that activities could be enjoyable once started (Bailey et al.
2017; Yates et al. 2015).

“...the first week [name] said it was a bit childish, but he has carried on and he
has come, and he enjoyed it...” (Carer) (BA)

Key outcomes

Cognition. Most studies described a positive impact on cognition (Bailey et al.,
2017; Kelly et al., 2017; Leung et al., 2017; Spector et al., 2011; Streater, 2015; Yates et
al., 2015) from the view of all participant groups. Respondents, including PWD, referred

to specific improvements in attention and concentration, some of which connected this

13



with a related sense of alertness (Kelly et al., 2017; Leung et al., 2017; Spector et al.,
2011; Streater, 2015).
“I found it great, it kept me focused in the right direction. It helped me to
learn ways of ... improving my memory.” (PWD) (K)

Similarly, carers and PWD reported improvement to memory in retaining new
information and events, spontaneous verbal fluency (Spector et al., 2011), non-specific
memory improvements, and new ways to improve memory which were maintained over
time (Kelly et al., 2017).

“Yes, remembering the recent events have been a lot more simple and a lot more
logical than it was, certainly.” (PWD) (SP)

However, some carers perceived minimal, or non-sustainable improvement (Bailey
et al. 2017).

Confidence. Facilitators, carers and PWD all observed improved confidence in
PWD, which was associated with reduction in anxiety and improved self-esteem,
confidence outside of the group setting, and participants being more vocal (Aguirre et al.
2011; Bailey et al. 2017; Dickinson et al. 2017; Kelly et al., 2017; Leung et al. 2017,
Spector et al. 2011, Streater, 2015).Carers and PWD also felt a positive change in
PWD’s relationship to their diagnosis and associated difficulties (Bailey et al. 2017;
Kelly et al. 2017; Leung et al. 2017)

“I don’t get frustrated with myself anymore. When [ forget something, I just
relax and then it comes back to me.” (PWD) (K)

Enjoyment. CST appeared to provide a general sense of enjoyment reflected by

all participant groups (Bailey et al. 2017; Kelly et al. 2017; Leung et al. 2017; Spector et

al. 2011, Streater, 2015). PWD reported looking forward to CST each week and were
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sorry to end the group (Spector et al. 2011), and felt the sense of enjoyment persisted
beyond memory of iCST sessions (Leung et al. 2017)
“Yeah even though like things might not stay with me ..., but it’s brilliant.”
(PWD) (L)

Mood. Carers observed PWD being in better mood following intervention (Kelly
et al. 2017; Yates et al. 2015; Streater, 2015) and PWD described feeling more relaxed
(Spector et al., 2011). Bailey et al. (2017) associated improved mood with increased
activity at home, and better communication with others. Likewise, facilitators described
improved self-esteem in PWD (Dickinson et al. 2017).

“After the sessions, she came out to me a brighter, happier person.” (Carer)
(K)

Wong et al. (2018) suggested PWD gained a sense of success and happiness through
recognition of attendance, and Leung et al. (2017) found the sense of achievement was
retained for PWD beyond the intervention.

Continued stimulation. Carers, facilitators and PWD felt participating in CST
led to increased activity and stimulation outside of the intervention (Bailey et al. 2017;
Kelly et al. 2017; Leung et al. 2017; Spector et al. 2011; Streater, 2015).

“It’s made me start thinking about doing what I used to do which was painting...
I think | could do more painting, and that might make me better, you know, and | can get
up and do things more easily.” (PWD) (L)

Carers associated this with renewed discovery of the interests of the person with
dementia (Bailey et al. 2017) and observed PWD engaged in more acts of personal care
and social activity (Spector et al. 2011). Leung et al. (2017) suggested CST reignited

value in life and encouraged them to seek continued stimulation, and facilitators found
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individuals who participated in MCST sought greater involvement in their communities
(Streater, 2015).

Relationships. Several studies observed how PWD became closer with others,
both generally (Spector et al. 2011), and with their carers alongside increased
conversation (Bailey et al. 2017). Carers facilitating iCST felt the structure of sessions
supported them to reconcile and improve relationships with PWD (Leung et al. 2017).

“...we are interacting now, more than me trying to reach him, and me make
conversation and him talk to me. He is actually talking to me first... we chat and
that...” (Carer) (L)

Making a difference. Both facilitators and carers spoke about non-specific
benefits of CST (Kelly et al. 2017; Spector et al. 2011), and PWD experienced CST as
worthwhile (Spector et al. 2011).

“... it was just good to be able to go and discuss the things, so you felt that at
least you’d done something you know I wasn’t wasting my time.” (PWD) (SP)
Facilitators were also surprised at the abilities of PWD (Streater, 2015). However,

some carers felt dementia is unchangeable (Leung et al., 2017).

Discussion
The current study aimed to explore what qualitative studies can reveal about the
acceptability and feasibility of CST, its key features and experienced effects.
Commonalities across both group and individual formats of CST were previously
unidentified in the literature and may provide greater understanding of core processes
independent of CST format.

Interpretations and Comparisons
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Acceptability and Feasibility

Resources contained within the CST manuals were perceived as helpful, important
and sufficient for facilitating intervention (Aguirre et al. 2011; Dickinson et al. 2017,
Streater, 2015; Yates et al. 2015). However, findings highlighted the additional
resources necessary to effectively implement CST, including time, physical resources
and availability of facilitators. These requirements may result in fewer groups being
offered by services. Additionally, several studies raised the importance of facilitators
having enough experience and communication skills to facilitate the intervention
(Dickinson et al. 2017; Leung et al. 2017; Streater, 2015). This is in keeping with past
reviews of psychosocial interventions that found skills and qualities of facilitators
affected implementation (Dugmore et al. 2015). Findings also identified the importance
of carer engagement, especially for PWD relying on them to access groups, or for
facilitating iCST. In particular, Bertrand et al.’s (2018) suggestion of provision of
activity for carers whilst they wait for services may address this.

Features of CST

‘Being with others” was widely represented and was not only identified in group
CST but also in iCST. This suggests sessions with carers could be experienced as
additional or of different quality to other interactions with them. Of interest, being with
others in iCST was associated with opportunities to be heard and encouraged
communication between PWD and others. These benefits may have mediated
improvements in relationships with caregivers identified by quantitative outcomes in
ICST (Orrell et al. 2017). Comparatively, findings suggested how dynamics in the
group, such as friendliness and a sense of safety, could be important to PWD and may be

associated to the shared experience inherent in group CST.
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Adaptability was also broadly reported and is in keeping with the emphasis on
choice within the CST manuals. Findings suggested facilitators are responsible for
adjusting difficulty and content of sessions to patients’ abilities and needs. Of note,
whilst difficult sessions could make facilitation harder (Streater, 2015), easier sessions
resulted in poorer reactions (Bailey et al. 2017; Leung et al. 2017; Streater, 2015),
emphasising the need for adaptation both whilst planning and during sessions. Wey
(2006) wrote about the zone of proximal development and scaffolding (Vygotsky, 1978)
in dementia rehabilitation, referring to the difference between what someone can do
without help and what is possible with encouragement, support and guidance. Therefore,
with appropriate support, harder tasks may offer greater challenge and stimulation to
PWD, whilst easier sessions could still hold value by providing enjoyment (Bailey et al.
2017; Yates et al. 2015).

Key Outcomes

Qualitative findings suggested improvement in cognition associated with all CST
formats. This was in keeping with past reviews of CST (Orrell et al. 2014; Spector et al.
2003; Woods et al. 2012) though it was discordant with quantitative findings from iCST
(Orrell et al. 2017). Findings offered several theories that may explain this discrepancy.
Firstly, benefits to concentration and alertness are reported across formats (Kelly et al.
2017; Leung et al. 2017; Spector et al. 2011; Streater, 2015) which are not typically
measured extensively by outcomes in dementia research and changes may therefore be
too small to be detectable by currently used tools. Alternatively, perceived cognitive
benefit may be associated with the reported improvements to confidence and positive
shift in relationship to diagnosis, alongside perception of cognitive impairment as less

limiting or less significant (Bailey et al. 2017; Kelly et al. 2017; Leung et al. 2017). For
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example, Kelly et al. (2017) found no objective change in cognition despite
improvements in self-rated subjective cognitive function and satisfaction with cognitive
performance. Likewise, facilitators could feel surprised at the capabilities of PWD and
these modified beliefs may also be linked to perceived cognitive improvement. The
benefits to relationship with others described previously, better understanding of
dementia, and improved communication could also allow PWD to express themselves
more frequently. This is especially important when we consider the high level of unmet
needs in those both living at home and in residential care (Black et al. 2013; Hancock,
Woods, Challis & Orrell, 2006). Additionally, this could reduce levels of malignant
social psychology (behaviours that undermine personhood) and thereby increase person-
centred care and subsequent wellbeing for PWD (Kitwood, 1997).

A general sense of enjoyment was also experienced, which likely contributed to
improvements in mood reported in several studies. Further, not only carers, but also
PWD and facilitators observed interest and drive for continued stimulation and more
activity following intervention, independent of the format of CST, which suggest there
may be benefits for PWD in terms of longer-term improvement in stimulation and
engagement with others.

Strengths and Limitations

The review was limited by availability of qualitative studies evaluating CST,
indicating a need for further qualitative research in this field. Several studies were als
excluded from analysis as they did not provide sufficient quantity and clarity of data to
contribute to the review, notably in cultural adaptation studies. However, this was
somewhat moderated by the range of quantitative studies contributing to our

understanding of findings. Further, included studies were mostly of high quality,
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although the CASP was limited by the breadth of the questions which were sometimes
difficult to interpret. This was minimised by using a second rater to agree a baseline for
each criterion, but future research may benefit from consideration of other appraisal
tools. In addition, a limitation of the current study was that studies were given equal
weight for analysis, regardless of study quality.

Implications for Research and Practice

Firstly, findings highlighted a need for more qualitative research in this field,
particularly involving PWD as it provides them with a sense of worth and personhood
through seeking their opinion and perspectives (Bell & Troxel, 2001; Jonas-Simpson,
2001). Further, research quality would benefit from consideration of the relationship
between researcher identity and analysis. It would also benefit from more explicit
justification of the methods chosen and the use of respondent validation could add to the
validity of findings.

Second, understanding gained in relation to facilitators and barriers provides several
recommendations for how services could optimise delivery of CST. For example,
ensuring a necessary level of training and supervision to facilitate groups or individual
sessions. Further, providing training in iCST, not only to carers of people unsuitable for
groups, could support continued stimulation This would provide psychoeducation to
carers as suggested by Bertrand et al. (2018), and may also address carers’ frustration at
hearing little about content of sessions (Spector et al. 2011).

Third, the common factors identified may benefit future developments by informing
which components of CST might maximise efficacy or acceptability. This is particularly

relevant for services unable to implement the entirety of CST manuals, for example
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those limited by staff availability. Further, the resources beyond the manuals necessary
for implementation should be considered, including time for facilitators both in
preparation and in delivering sessions. This may be easier for services who can re-utilise
resources but is an important consideration for carers delivering iCST at home.

Qualitative findings can also aid in directing research towards appropriate outcome
measures, and future studies may benefit from more specifically assessing outcomes
identified in this review. One possibility is use of Likert scales as utilised by Kelly et al.
(2017) to quantitatively record changes, for example in confidence, alertness and
concentration.
Conclusion

CST is experienced as broadly acceptable, feasible and beneficial by PWD, their
carers, and facilitators of the intervention. There are several common features across
different formats of CST, which may correspond with common processes underlying the
improvements reported in both quantitative and qualitative studies. This review has
drawn together qualitative findings which contributes to our understanding of these
processes and suggests possible guidelines for services and carers wanting to deliver
CST in services or at home. These findings also provide information for researchers

aiming to further develop CST and explore its efficacy.
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Appendices

Appendix A — Search Terms: January 2019

Source Search Strategy Articles
retrieved
PsychINFO 1. exp VASCULAR DEMENTIA/ or exp 106
DEMENTIA/ or exp SEMANTIC DEMENTIA/
or exp PRESENILE DEMENTIA/ or exp
DEMENTIA WITH LEWY BODIES/ or exp
SENILE DEMENTIA/
2. exp Delirium/
3. exp alzheimer’s disease/
4. exp cognitive impairment/
5. dement*.mp
6. Alzheimer*.mp
7. Cognitive stimulation therapy.mp
8. CST.mp
9. 7or8
10. or/1-6
11.9and 10
MEDLINE 1. Exp Dementia/ 496
2. Alcoholic Korsakoff syndrome/ or huntington
disease/ or cognitive dysfunction/
3. Dement*.mp
4. Alzheimer*.mp
5. Exp Parkinsonian Disorders/
6. Parkinson*.mp
7. Cognitive Stimulation Therapy.mp
8. CST.mp
9. 7o0r8
10. Or/1-6
11.9and 10
EMBASE 1. Exp HIV associated dementia/ or exp multiinfarct 157

dementia/ or exp semantic dementia/ or exp Pick
presenile dementia/ or exp presenile dementia/ or
exp dementia/ or exp frontotermporal dementia/
Cognitive defect/
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CINAHL

WebOfScience

E A

© o NGO

10

11.

Dement*.mp

Alzheimer*.mp

Vascular.mp

Parkinson disease/

“supranuclear palsy”.mp
Parkinson*.mp

Cognitive stimulation therapy.mp

.CST

. Or/1-8
.90r10
.11and 12

MH “Dementia +”
TX dement*
TX Alzheimer*
(MH “Delirium”) OR (MH “Delirium, Dementia,
Amnestic, Cognitive Disorders”)
TX cognitive impairment
TX lewy* N2 bod*
TX deliri*
TX Parkinson*

“cognitive stimulation therapy”
TX cognitive stimulation therapy
“CST”

TOPIC:((dement* OR alzheimer* OR "lew* bod*"
OR deliri* OR parkinson*)) ANDTOPIC: ((CST OR
"cognitive stimulation therapy"))

Timespan: All years. Indexes: SCI-EXPANDED,
SSCI, A&HCI, CPCI-S, CPCI-SSH, BKCI-S, BKCI-
SSH, ESCI, CCR-EXPANDED, IC.

126

221
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Table 1. Summary of article characteristics and quality assessment

AC\:uotSr?trrf Code Aims F(():rsrr-lrat Sample (N) N?;ﬁggit;;/gey Quality Assessment
Bertrand BE _Understanc_i issues of  CST HCP (9) F09u§ grou_ps _ Met 7/10 criteria
etal. implementing CST Cultural Carers (15) Individual interview
(2018) for Brazilian adaptation ~ PWD (13) (semi-structured) +ve: Detailed description of how
population focus groups and interviews
Brazil FA were conducted including
reasoning for individual
interview use with PWD
-ve: Participants had no prior
experience of CST
Wong et \W To i_n\{e_stigate CST Facilitators (12) Foc_us_ grou_ps _ Met 6/10 criteria
al. (2017) feasibility and Cultural Carer (13) Individual interview
cultural adaptation (Semi-structured) +ve: Clear indication of topic
Hong appropriateness of guide, map of cultural issues and
Kong CST -HK FA associated amendments to
program
-ve: Missing main participant
group of PWD; not clear on how
many attended focus groups
Versus interview
Kelly et al. K To explqre CST PWD (4) Indlv!dual interview Met 4.5/10 criteria.
(2017) personalised account  Cultural Carers (6) (Semi-structured)
of the impact of CST  adaptation  Facilitators (4) +ve: Clear topic guide for
Ireland (supplement Analysis methodology ~ interview

guantitative data)

unclear

-ve: Qualitative methods not
justified; No information on why
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some participants did not take
part in interviews; only brief
description of analysis process.

Bailey et BA Investigate impact of CST Carers (20) Indiv_idual interview Met 5/10 criteria
al. (2017) CST on PWD and (semi-structured)
impact of carer +ve: Some description of
UK support group TA analysis process; topic guided
provided for interviews
-ve: Recruitment strategy
unclear; qualitative design not
justified; ethics process unclear
Leung et L Understa_md ICST PWD and Carer _Seml—_structured Met 9/10 criteria
al. (2017) perspectives of PWD dyads (23) interview
and carers on mental +Ve: Separation of PWD and
UK stimulation and FA carer for interview and clear
experiences of recruitment strategy; transparent
participating in iCST interview guide; consideration of
implication of recruitment
strategy; more than one analyst
-ve: Does not explicitly justify
semi-structured interview use
Dickinson D Explqre views and CST Facilitators (24)  Individual interview Met 8.5/10 criteria
et al. experiences of staff
(2017) running CST in terms TA +ve: Clear recruitment strategy
of barriers and and reasons for not participating;
UK facilitators setting described and justified;

consideration of changing topic
guide depending on facilitators
experience of CST; consent
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clearly outlined; multiple
analysts

-ve: Methodology not justified
clearly

Yates et al. Y Gain in_sight into iICST PWD (28) F09u§ grou_p _ Met 8.5/10 criteria
(2015) perception of mental Carers (24) Individual interview
stimulation from (semi-structured) +ve: Clear topic guide and
UK view of carers and description of data collection;
PWD TA Continued assessment of consent
regarding recordings; examined
role of interviewer experience;
thorough analysis
-ve: specific methods not clearly
justified
Aguirre et A To improve MC_ST MCST PWD (17) Focus groups Met 8.5/10 criteria
al. (2011) manual by attuning to Carers (18)
attitudes and Facilitators (13) TA +ve: Clear description of
UK perceptions of user recruitment strategy; justification
needs of interview methodology;
reflection on interaction between
focus group members; discussed
contradictory data.
-ve: Not clear how consent was
gained; no provision of ethics
committee reference.
Spector et SP To inyestigate the CST PWD (17) Foc_us_ grou_p _ Met 8.5/10 criteria
al. (2011) experience of CST as Carers (14) Individual interview

(semi-structured)
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UK

expressed in day to
day life

Facilitators (7)

FA

+ve: Data saturation discussed;
data collection methods clear;
clear analysis procedure

-ve: Interview methodology not
explicitly justified; singular
analyst.

Streater et
al. (2015)

UK

ST

To investigate staff’s MCST
perceptions on

delivery of MCST

and provide more in

depth understanding

of group processes

and outcomes.

Facilitators (15)

Focus groups

TA

Met 9/10 criteria

+ve: Justification of analysis
methodology and thorough
description of analysis
procedure; clear outline of
interview methodology;

-ve: Saturation of data not
discussed, sample majority
female; only one analyst

Codes are allocated to each study based on initial of first author.

Key: PWD = People with dementia; HCP = Health Care Professionals; +ve = Positives; -ve = Negatives; CST = Cognitive Stimulation Therapy;
MCST = Maintenance Cognitive Stimulation Therapy; iCST = Individual Cognitive Stimulation Therapy

FA = Framework analysis (Ritchie & Spencer, 1993); TA = Thematic analysis (Braun & Clarke, 2012)
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Table 2. Hierarchy of themes and coverage within the reviewed articles

Themes

BA

SP

ST

Acceptability
and feasibility

Features of
CST

Key outcomes

Fitting service needs
Carer engagement
Resources
Training and experience

Facilitators
and barriers

Patient motivation
Mental stimulation
Adaptability
Being with others
Practical activities
Relaxed environment
Difficulty of sessions
Cognition
Confidence
Enjoyment
Mood
Continued stimulation
Relationships
Making a difference

X | X | X | X | X | X

X

X | X | X | X | X| X | X

X | X

X | X | X | X | X|X|X|X

X | X| X | X

X | X | X | X | X

X | X | X X | X

X | X | X | X | X|X|X

X | X | X | X | X

X | X | X | X|X|X

Key: Checked boxes indicate that the study contributed to the corresponding theme.
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