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Overview 

 This thesis was originally intended to focus on the development of a new 

communication training programme for caregivers of people living with dementia. 

However, the thesis was changed to focus on developing a protocol for virtual 

Cognitive Stimulation Therapy (vCST) midway through the project due to restrictions 

from the global Covid-19 pandemic. Therefore, the systematic review and the 

empirical paper will address different research areas. 

 Part I is a systematic literature review investigating the current evidence 

base for communication training programmes for informal caregivers of people living 

with dementia. This is explored through analysing the study characteristics, the 

quality of the studies, the quantitative outcomes measures used, which outcomes 

were significant and the key components of each training programme. Nine papers 

are included in this review. 

 Part II focuses on the development and pilot feasibility study of new vCST 

protocol for people living with dementia. This is a joint project with Cerne Felstead 

(CF). This paper discusses the development of the protocol using stakeholder 

consultation and assessment of the protocol in a feasibility pilot study using 

feasibility and acceptability outcomes. It will also discuss the impact on mood and 

quality of life by assessing related outcome measures at baseline and follow-up. 

The paper by CF will report on outcomes relating to cognition and qualitative 

feedback of participants’ experiences of attending vCST group sessions. 

 Part III is a critical appraisal of this work, primarily focusing on Part II, which 

reflects on the strengths and challenges of conducting a virtual project during the 

global Covid-19 pandemic.  
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Impact Statement 

 Dementia is an umbrella term for a group of neurodegenerative conditions 

that affect approximately 885,000 individuals in the UK and rising. Current evidence 

suggests that a variety of psychosocial interventions can be beneficial in supporting 

people living with dementia and their caregivers, including communication training 

programmes and Cognitive Stimulation Therapy (CST). 

 The literature review addressed a gap in the research on communication 

training programmes as it is the only review to specifically synthesise quantitative 

studies on interventions that primarily focus on communication training for informal 

caregivers of people living with dementia. The review analysed the quality of the 

current evidence base and identified the key components that were common across 

all current communication training programmes, including outcome measures used, 

which outcomes were significant, dose, method of delivery and content of the 

sessions. Based on these findings, recommendations were generated for future 

researchers developing new communication training programmes that state the 

optimal conditions and components for maximising the effectiveness of these 

interventions. By analysing the current literature base and providing this foundation 

for future interventions, this review has lent further support to the need for 

developing and implementing communication training programmes into dementia 

services, especially given the potential benefits that have been identified. 

 The empirical paper outlined a study conducted by Luke Perkins and Cerne 

Felstead, led by Aimee Spector and Josh Stott, of the development and feasibility 

pilot study of a new virtual Cognitive Stimulation Therapy (vCST) intervention 

protocol. The study built on the well-established evidence base for group CST, 

using stakeholder consultation to inform adaptations that would enable the 

intervention to be delivered in a virtual setting. This project transpired from the 

social distancing restrictions implemented during the global Covid-19 pandemic and 

highlighted the need for virtual dementia interventions during the pandemic and 
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beyond. The feasibility pilot study found the intervention to be feasible, acceptable 

and may have benefits in relation to mood, quality of life and cognition. These 

findings demonstrated the need for further vCST trials to continue to assess these 

outcomes, alongside testing the effectiveness of the programme, as it was found to 

be a beneficial and well-regarded intervention. This study identified a current lack of 

online interventions for people living with dementia who would not normally be able 

to access services or groups in-person, because of social distancing rules during 

the global Covid-19 pandemic, physical health problems or transport issues. It is 

therefore essential that vCST be assessed through larger randomised controlled 

trials in order to support implementation into dementia care services and increase 

access for these individuals. These results will be disseminated in relevant journals 

in order to support this ongoing research. 
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Abstract 

Introduction: Impairments in communication skills occur across dementias and can 

create difficulties in an individual’s relationships with others. Participation in 

communication training programmes by caregivers of people living with dementia 

can benefit both parties by improving communication, quality of life and stress. 

Previous reviews have focused on synthesising evidence of programmes for both 

formal and informal caregivers jointly. This review aimed to focus specifically on 

evaluating the current evidence base for communication training programmes for 

informal caregivers only, the quality of this research and key components of the 

programmes. 

Method: A systematic literature search identified 45 relevant studies in relation to 

the research questions, 36 of which were excluded based on pre-specified criteria. 

Nine studies were included in the final synthesis of the literature using a quality 

appraisal tool. 

Results: Overall, the programmes used in the nine identified studies averaged five 

to six hours in length, were spread over four to five sessions, were mostly face-to-

face in both group and individual settings and were developed using a range of 

communication and psychological theories. Studies demonstrated variable quality 

and outcomes making it difficult to identify optimal components. However, careful 

consideration of different factors enabled some recommendations for training dose, 

delivery method, content and outcomes to measure.  

Conclusions: Communication training programmes can benefit people living with 

dementia and their informal caregivers in outcomes such as communication skills 

and quality of life. However, the limited pool and variable quality of the evidence 

means that future research is essential in consolidating these findings. 
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Introduction 

‘Dementia’ is ‘an umbrella term for several diseases that are mostly 

progressive, affecting memory, other cognitive abilities and behaviour, and that 

interfere significantly with a person’s ability to maintain the activities of daily living’ 

(World Health Organization, 2017). It is estimated that there are 885,000 people in 

the UK living with a diagnosis of dementia and rising (Wittenberg et al, 2019). The 

impact of living with dementia on the individual and their caregivers is huge (Lindeza 

et al, 2020) with a risk of increasing caregiver burden and reduction in quality of life 

(Karg et al, 2018; Alvira et al, 2015). One contributing factor to this impact is the 

breakdown of communication between people living with dementia and their 

caregivers (Downs & Collins, 2015). Although language problems are common in 

most forms of dementia (Banovic et al, 2018), effective communication between 

people living with dementia and their caregivers can improve quality of life (QoL) 

and lessen the impact these symptoms have on mental wellbeing (Eggenberger et 

al, 2013). It is, therefore, important to be able to offer interventions that support the 

development of effective communication to people living with dementia and their 

caregivers, as this could improve QoL, reduce caregiver burden and reduce costs to 

the healthcare system (Eggenberger et al, 2013; Williams et al, 2017).  

Communication difficulties in dementia 

Both verbal and non-verbal communication is fundamental for two or more 

people to interact with each other. Being able to communicate effectively is a 

necessity for people living with dementia to be able to receive high quality care from 

their caregivers (Nguyen et al, 2018). This relies on all parties involved in an 

interaction to have the skills to be able to communicate effectively. Although there 

are a wide range of different types of dementia, including Alzheimer’s Disease, 

Vascular Dementia and Fronto-Temporal Dementia, impairments in language skills 

are common across the board (Banovic et al, 2018). Common deficits include ‘word 

finding difficulties (anomia), sentence comprehension deficits, and lack of cohesion 
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in discourse’ (Kempler & Goral, 2008). This occurs due to gradual decline in a 

multitude of cognitive domains. Impairments occur both at the semantic level (i.e., 

meaning of words), and a pragmatic level; the ability to adapt language to the 

specific social situation that the person finds themselves in at any particular time 

(Ferris & Farlow, 2013). The impact of these impairments is such that people living 

with dementia find it increasingly more difficult to express their needs and can 

become cognitively overloaded in conversations with others (Ferris & Farlow, 2013). 

Not only can this lead to increased psychological distress and reduced QoL for 

people living with dementia but can also reduce the quality of interactions and 

relationships with others (Potkins et al, 2003; Watson et al, 2012). 

One concept that can start to explain the breakdown in relationships and 

interactions between people living with dementia and their caregivers is that of 

‘Personhood’ (Kitwood, 1997). Although there is no precise definition for this 

construct, Kitwood (1997) stated that it is ‘a standing or status that is bestowed 

upon one human being, by others, it implies recognition, respect and trust’. A 

person’s wellbeing or ‘illbeing’ is therefore influenced by the level of ‘recognition, 

respect and trust’ received by those around them (Mitchell & Agnelli, 2015). 

Kitwood’s theory sought to identify different behaviours that would undermine 

someone’s ‘personhood’ and, therefore, wellbeing. He used the term ‘Malignant 

Social Psychology’ to label this range of behaviours. He used this term because he 

recognised that people living with dementia are often undervalued or 

depersonalised by society, usually through a lack of understanding, education or 

training about the effects of dementia. This lack of acknowledgement is usually 

unintentional, but Kitwood (1997) stated that it can have a negative impact on 

people living with dementia’s wellbeing. 

One behaviour that Kitwood (1997) identified as having a negative impact on 

‘personhood’ is ‘infantilisation’. This is defined by Kitwood (1997) as ‘treating a 

person like a child’ and can contribute to communication breakdown between 
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people living with dementia and their caregivers through the caregiver’s use of 

‘Elderspeak’. ‘Elderspeak’ refers to a communication style adopted by a person 

interacting with an older adult where speech is characterised by a ‘simplified speech 

register’, often used with young children and is based on negative stereotypes of 

older adults being physically frail and cognitively impaired (Kemper, 1994). If a 

people living with dementia is finding it increasingly difficult to express themselves 

due to the decline in language ability as described earlier, this can appear to fit with 

others’ negative stereotypes of older people’s ability to participate in conversation 

and lead to an increase in the use of ‘Elderspeak’. There is some evidence that 

suggests ‘Elderspeak’ can support comprehension and recall in older adults, but 

studies have shown that ‘Elderspeak’ is perceived as patronising and inappropriate 

by its receivers, can reinforce unhelpful, negative stereotypes and can contribute to 

cognitive decline through limiting communication opportunities (Cohen & Faulkner, 

1986; Williams et al, 2018). 

Improving communication between people living with dementia and their 

caregivers 

 Informal caregivers of people living with dementia are defined as ‘non-

professional people (such as a family member, friend or paid caregiver) who provide 

care…assistance and supervision that are necessary to fulfil the basic needs of 

people with dementia living in the community’ (Chiao et al, 2015). The most up to 

date figures report that there are 670,000 unpaid, informal caregivers for people 

living with dementia in the UK, saving the economy £11bilion per year (Alzheimer’s 

Society, 2014). Caregivers of people living with dementia face massive physical and 

emotional demands to ensure the care needs of the people they care for are met 

and often find that the various roles and identities they hold, such as friend, family 

member, worker and caregiver, become less distinguished and more intertwined 

(Mattock & McIntyre, 2015). This can leave caregivers feeling overwhelmed when 

trying to juggle the various burdens that these roles and identities entail. This 
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includes giving up more time and energy to support people living with dementia in 

their role as a caregiver, whilst managing difficult emotions, such as loss and grief, 

through their role as a friend or family member. As all of these identities are 

relational in nature, supporting caregivers and people living with dementia with 

these relationships is paramount in reducing this stress and burden on both sides. 

One way that these relationships can be maintained is through supporting 

people living with dementia and their caregivers with improving communication. 

Young et al (2011) suggested that reducing ‘Elderspeak’ and improving efficient 

communication between people living with dementia and caregivers can increase 

wellbeing in people living with dementia through increasing a sense of agency, self 

and, therefore, ‘personhood’. They stated that the aim of seeking to improve 

communication is to ‘initiate and perpetuate a virtuous circle, whereby the 

recognition of and support for people living with dementia’s individuality and agency 

by caregivers increases both individuals’ sense of self and competence, positively 

changing the nature of the social interaction for all parties. Not only do they suggest 

that improved communication can increase a sense of wellbeing and personhood in 

people living with dementia, but it can also have a positive impact on caregivers by 

reducing stress and increasing QoL. However, Morris et al (2020) stated that 

focusing solely on person-centred approaches as Young et al (2011) suggests is 

insufficient as it does not take into account the relational nature of the interactions 

between people living with dementia and their caregivers. Therefore, they 

developed the empowered conversations model which states that communication 

can be improved both through focusing on the pragmatics of communication, 

alongside working on the relationship between involved parties through increasing 

the ability to mentalise each other’s’ needs.     

A systematic review by Egan et al (2010) investigated the literature to find 

the best methods of improving communication in people living with dementia and 

their caregivers. They found that the interventions demonstrating most improvement 
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in communication were memory aids and communication training with caregivers. 

However, Egan et al (2010) noted that these results should be looked at with 

caution as much of the evidence lacked internal validity or was poorly designed. 

Much of the evidence in this review favoured memory aids, whereas the evidence 

for the effectiveness of specific communication training packages was less clear. 

Despite this, this review demonstrated that communication training packages had 

the potential to support people living with dementia and their caregivers to improve 

communication with one another. 

A systematic review by Fossey et al (2014) investigated the evidence base 

of 170 manualised training packages used in UK care homes of people living with 

dementia. They found that only 30 met their quality criteria and only four had any 

evidence from clinical trials. Furthermore, a literature review by Kindell et al (2017) 

found that most of the current advice and training on communication difficulties in 

dementia has no theoretical basis. These findings suggest that although 

communication training packages seem to be helpful in improving communication 

between people living with dementia and their caregivers, there is little on offer that 

is based on theory and has an evidence base. These reviews also seem to suggest 

that most of the training that does exist is aimed at care staff of people living with 

dementia rather than informal caregivers. 

A more recent review by Nguyen et al (2018) sought to not only evaluate the 

communication training packages on offer to caregivers of people living with 

dementia, but also to investigate the potential benefits of these on caregivers and 

the people they care for. They looked at the impact that these interventions had on 

caregiver communication skills, caregiver psycho-physiological states and 

neuropsychiatric symptoms of people living with dementia. The most significant 

effects they identified were regarding outcomes relating to communication skills, 

knowledge and attitudes in caregivers, finding that these effects appeared to be 

sustained past the end of the intervention period. Through meta-analysis of the 
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included studies, Nguyen et al (2018) also identified a significant reduction in 

negative caregiver psycho-physiological states and neuropsychiatric symptoms of 

people living with dementia at follow up. This is further evidence that communication 

trainings for caregivers of people living with dementia can lead to a variety of 

positive outcomes for both caregivers and they people they care for. However, most 

of the evidence identified in the review was from formal, paid caregivers of people 

living with dementia and the evidence for informal caregivers was less clear.  

Aims of the current review 

Although there are a number of published papers that review the evidence 

base of multi and single component communication training packages for both 

formal and informal caregivers of people living with dementia (Egan et al 2010; 

Eggenberger et al, 2013; Fossey et al, 2014; Morris et al, 2018; Nguyen et al, 2018; 

Piersol et al, 2017), there is currently no systematic review that specifically 

investigates training that prioritises communication skills over other components and 

focuses solely on informal, unpaid caregivers. For example, although the review by 

Morris at al (2018) does include research conducted solely with informal caregivers, 

many of the interventions in these papers are multi component trainings where 

communication forms only a small part. The aim of the current review is therefore to 

synthesise the evidence base for communication training programmes in this 

specific area. The two research questions that this review will address are:   

1. What is the current evidence base for communication training programmes 

for informal caregivers of dementia? This includes the quality of the 

evidence, the main outcome measures used to assess change in these 

trainings and which changes in outcomes are significant. 

2. What are the key features of the current evidence-based communication 

training programmes for informal caregivers of dementia? This includes 

optimal dose, method of training and content of sessions. 
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Method 

Search strategy 

 Initial searches were conducted on electronic databases CINAHL, Embase, 

Medline and PsycInfo to identify relevant studies published from January 2000 until 

April 2020. Three umbrella search term categories with additional search terms 

were identified from key words in existing literature (see table 1.) Terms were 

initially entered separately and then combined. Results were limited to studies 

written in English that were published in peer-reviewed journals.  A further search 

was conducted by hand on the reference lists of the included studies and in other 

related review papers to identify any additional studies not picked up in the 

electronic search. 

Inclusion and exclusion criteria 

 The inclusion and exclusion criteria were guided by the research questions 

and previous review papers that focused on communication training for caregivers 

of people living with dementia. A flow diagram is provided to demonstrate how 

studies were eliminated from the final literature pool (see Figure 1). 
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Table 1. Electronic search strategy 

 

Notes: *Denotes truncation, looks for variants of words such as carer and carers 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Search Term 
Category 

Terms Applied Combined with 

Informal Caregivers Informal care*  
Unpaid care*  
Carer*  
Caregiver* 
 

 
      OR 
 
                      AND 
        
       OR 
 
                                                    

AND 
 
         
       OR 

Dementia Dementia*  
Alzheimer* 
 

Communication 
Training 

Communication train*  
Communication 
interven*  
Communication skill*  
Training in 
Communicat*  
Communicat* 
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Figure 1: Flow diagram illustrating the inclusion of studies in the review 
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Poster (n=8) 
No access to paper (n=5) 
Systematic reviews (n=7) 
Communication training 
only less than 50% of 
overall intervention (n=14) 
Quantitative outcomes 
assessed 
feasibility/acceptability 
only (n=1) 
Posttest only design (n=1) 

 

Records 
identified 
through 

database search 
(n=4436) 

Additional 
records identified 

through other 
sources (n=1) 

Records after duplicates removed n=2680)  

Records screened (n=2680) Excluded (n=2635) 

Full texts screened (n=45)  

Studies included in quantitative synthesis = 9 
 
  

Randomised Controlled Trials = 6 
Non-randomised, non-controlled pre-post 
studies = 3  



 23 

Inclusion and exclusion of studies were based on the following criteria: 

- Study design: Studies were included if outcome measures were 

administered both before and after participation in the intervention. This 

includes randomised controlled trials and non-randomised, non-controlled 

pre-posttest designs. Studies that only administered measures at one time 

point were excluded, for example posttest only designs. 

- Participants: Studies were included if the sample consisted solely of informal 

caregivers of a person living with a diagnosis of any type of dementia. The 

definition of ‘dementia’ was intentionally kept broad to increase the likelihood 

of including appropriate studies. This included all types of known dementia 

diagnoses, such as Alzheimer’s Disease, Vascular Dementia, Posterior 

Cortical Atrophy and Frontotemporal Dementia. Studies were excluded if the 

sample included informal caregivers of people who did not have a dementia 

diagnosis. Studies were also excluded if the sample included formal 

caregivers of people living with dementia. 

- Intervention content: Both group and individual interventions that primarily 

focused on communication training were included in the review. To be 

included, at least 50% of the intervention content need to be focused on 

communication problems and strategies. Studies were excluded if this 

content formed less than 50% of the overall intervention, for example one 

session out of four. 

- Measures: Studies were included if they used any form of quantitative 

measure as part of the data collection that assessed outcomes relating to 

potential benefits of communication training programmes for people living 

with dementia and their caregivers. This includes studies using solely 

descriptive statistics and those who created outcome measures for the 

purposes of the study. However, studies that solely reported outcomes 

relating to feasibility and/or acceptability but no other quantitative outcomes 
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were excluded.  Studies that included both quantitative and qualitative 

measures were included but only the quantitative data were reviewed. 

Qualitative measures included any written or verbal data that is non-

numerical in nature and, therefore, cannot be subjected to descriptive or 

inferential statistical analysis. This includes data such as interviews and 

written feedback. Studies that used only qualitative measures were 

excluded. 

Data collection and extraction 

All studies were downloaded to the reference management software 

Endnote and duplicates were removed using the ‘remove duplicates’ function. The 

titles and abstracts of all remaining studies were screened for relevance to the 

review question. Studies that referenced communication training for informal 

caregivers of people living with dementia and appeared to use quantitative 

measures were subject to a full text review to assess whether they met the inclusion 

criteria. The remaining articles were then subject to data extraction based on the 

questions of the current review and a full quality appraisal. A data extraction form 

was created based on the research questions and the key characteristics that were 

being analysed, such as the type of study, the intervention content and the 

quantitative outcome measures used. Once the data from each study was extracted 

in this way, this was amalgamated and synthesised into the table shown in the 

results (see Table 2.). The information was then synthesised by comparing 

similarities and differences of the key characteristics of the studies, taking into 

account the quality of the research, in order to weight the strengths and weakness 

in the evidence and make recommendations based on this. 

Quality appraisal 

 Katrak et al (2004) reviewed a vast number of quality assessment tools 

used in systematic reviews but did not find any that were superior. Therefore, the 
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‘Qualsyst’ critical appraisal tool (Kmet at al, 2004) was chosen to screen for quality 

in the final study pool as it had been used in literature on similar topics (i.e., Scerri 

et al, 2017). The tool helps to compare studies with diverse designs in a ‘systematic, 

reproducible and quantitative’ manner’. 

 The ‘Qualsyst’ tool comprises of a checklist of 14 criteria for which papers 

received a score based on the degree to which each quality criterion is met (see 

Appendix A). These are scored as zero (criterion not met), one (criterion partially 

met), two (criterion fully met) or ‘N/A’ if the criterion was not relevant. Quality scores 

are then calculated by adding up these scores and dividing by the maximum score 

that can be achieved by that particular paper, removing any criteria that were not 

relevant. This allows direct comparison on papers that may have different relevant 

criteria. All papers were quality appraised by the main reviewer. A second reviewer 

(CF) quality appraised a third of the included papers to check for reliability of the 

final quality ratings. All initial disagreements between reviewers in relation to quality 

ratings were resolved through discussions until an agreement was reached. 

 

Results 

Included Studies 

A total of 2680 studies were initially identified by database and manual 

searches. A total of nine papers were included in the final review based on the 

inclusion criteria. Six of these were randomised controlled trials (RCTS) and three 

were non-randomised, non-controlled pre-posttest studies. 

Research question 1: What is the current evidence base for communication 

training programmes for informal caregivers of dementia?  

Study characteristics 

Table 2. outlines the full details of each study. All studies demonstrated 

some benefits of communication training but varied greatly in dose, method of 

delivery, content and outcome measures used. These are examined below. 
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Quality of studies 

Overall, study ratings ranged from 0.43 to 1.00 indicating a wide variation in 

quality (see Table 3.). To facilitate comparison, the studies were divided into three 

categories depending on the score they achieved using Kmet et al’s (2004) 

Qualsyst tool; high quality (0.8-1.0), medium quality (0.6-0.79) or low quality (0.0-

0.59). These categories were created to reflect how the study ratings clustered 

together following analysis. Barnes and Markham (2018) scored the highest quality 

rating (1.00) as they managed to fully meet each of the criteria that applied to their 

study, including a full description of their randomisation procedure, use of robust 

outcome measures and an outline of their power analysis. Two other studies fell 

within the high-quality category, scoring 0.92 (Klodnicka Kouri et al, 2011) and 0.88 

(Liddle et al, 2012). These generally showed strengths in study design, use of 

control groups, descriptions of sample characteristics and confounds and blinding 

were appropriate. Chesneau et al (2019) scored the lowest quality rating (0.43) as 

the sample size was very small, the participant characteristics were not sufficiently 

described and the objectives were not clearly stated. One other study fell into the 

low-quality category for scoring 0.50 (Silvestri et al, 2004) for similar reasons. The 

remaining four studies were of medium quality, scoring between 0.64 - 0.69 

(Haberstroh et al 2011; Williams et al, 2018; Done & Thomas, 2001; Troche et al, 

2019). Although generally demonstrating clear objectives, robust designs and 

appropriate outcomes, these studies tended to use small sample sizes, have 

insufficient use of a control group and not consider or control for confounds. 
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Table 2: Summary of studies included in the review 
 
Authors Design, setting and 

intervention 
N Training 

Duration 
Content of sessions Outcome, domains measures and time 

points 
Results 
(follow-up results) 

Qual. 
rating 

Comments 

Barnes & 
Markham 
2018 (UK) 

RCT – face to face, 
individual sessions 
Intervention – CBT 
based 
communication 
training 
Control – 1 hour 
individual generic 
information giving 
session 
Study – 8 weeks 
Supervision - none 

Total – 55 
Treatment – 
28 
Control - 27 

3 x 1-
hour  
individual 
sessions 
 
Total 
Duration 
– 3 hours 
 

CBT based intervention 
following 9 steps –  
1. Knowledge (of dementia & 
communication difficulties), 2. 
Insight (into communication 
difficulties) 3. Thoughts & 
feelings, 4. Environment, 5. 
The person 6. How to be the 
carer 7. Reminders & 
encouraging conversation,  
8. Communication & activities, 
9. Challenging behaviours 

Caregiver 
Depression & Anxiety – HADS 
Quality of Life – ACQOL 
Communication Self-Efficacy – CSES 
General Self-efficacy – GSES 
Experience/belief in people living with 
dementia’s communication skills – CCS 
Therapy engagement and readiness – 
TEI 
 
HADS, ACQOL, CSES, GCES & CCS 
completed as pre/post measures within 
12 weeks following consent and within 
2 weeks of intervention completion. TEI 
completed after every session 

Caregiver 
No significant differences 
except for specific 
domains in ACQOL, 
CSES and TEI, 
suggesting significantly 
higher sense of value 
and less difficulties from 
the people living with 
dementia perceived by 
the caregiver in 
treatment group. 
Significantly more 
readiness for therapy in 
the control group. Near 
significant improvement 
in belief/experience of 
people living with 
dementia’s 
communication skills in 
treatment group 
 

1.00 Pos: 
Randomisation 
method 
described, 
Robust 
outcome 
measures, 
power analysis 
Neg: No follow 
up 

Chesneau 
et al, 2019 
(Canada) 

Non-randomised, 
non-controlled pre-
posttest designs – 
face to face group 
sessions 
Intervention- AID-
COM programme 
communication 
training 
Control - none 
Study – 6 weeks 
Supervision – none 

Total - 5 3 
sessions 
 
Total 
Duration 
– Not 
stated 
 

Sessions divided into 
psychoeducation, practical 
application and discussion. 
Psychoeducation – stages of 
Alzheimer’s Disease, impact 
on communication and 
strategies. Focus on memory, 
lexical access, discourse 
comprehension, and 
expression. 
Practical component – video 
scenarios encouraging 
discussion to identify 
problems and solutions 
 

Caregiver 
Use and effectiveness of strategies 
questionnaire (developed for the 
purposes of the study) 
Impact of communication strategies 
questionnaire (developed for the 
purposes of the study) 
 
Both questionnaires were given 
pre/post intervention 

Caregiver 
No formal statistical 
analysis conducted, only 
descriptive statistics. 
All participants reported 
increase in frequency 
and effectiveness of 
communication 
strategies and greater 
impact on the people 
living with dementia. 

0.43 Pos: 
Qualitative 
interviews 
conducted 
Neg: Small 
sample size, 
no follow up, 
no control 
group 
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Done & 
Thomas, 
2001 (UK) 

CRCT - face to face 
group sessions 
Intervention – 
Speech and 
language video and 
discussion-based 
communication 
training 
Control –
information booklet 
to read 
Study – 2 weeks  
Supervision - none 

Total – 45 
Treatment – 
30 
Control - 15 

2 x 1-
hour 
sessions 
 
Total 
Duration 
– 2 hours 

Video of communication 
breakdown presented to 
participants to support 
discussion of communication 
difficulties and solutions, 
followed by video of same 
scenario using successful 
communication strategies 
Control group booklet 
contained cartoon drawings 
similar to the videos in 
intervention group and advice 
on how to manage 
communication problems 

Caregiver 
Caregiver Stress - RSS 
Frequency of communication problems 
– TACI 
Awareness of communication 
strategies – AACS (developed for the 
purposes of the study) 
Consumer evaluation – Likert Scales 
 
All measures were given pre/post 
intervention 

Caregiver 
Both groups’ awareness 
of strategies significantly 
increased but 
significantly higher for 
treatment group. 
No significant differences 
in caregiver stress 
between or within groups 
or in frequency of 
communication problems 
between groups but both 
groups reported 
significant reduction in 
frequency of 
communication problems 
post intervention. 
 
 

0.68 Pos: 
Randomisation 
method 
described, 
controlled for 
confounds, 
blinding of 
researchers 
Neg: No 
blinding of 
participants, 
no power 
analysis, 
outcome 
measure not 
standardised 

Haberstroh 
et al, 2011 
(Germany) 

RCT - face to face 
group sessions 
Intervention – 
TANDEM 
programme 
communication 
training 
Control – no 
treatment, waiting 
list to receive group 
after post measures 
Study – 5 weeks 
Supervision – none 

Total – 22 
Treatment – 
9 
Control - 13 

5 x 2.5-
hour 
sessions 
 
Total 
Duration 
– 12.5 
hours 
 

Psychoeducation on concepts 
and skills of TANDEM model: 
sender presentation, receiver 
attention, receiver 
comprehension and receiver 
remembering. Session format: 
1. Review previous session, 2. 
Exchange experiences from 
the week, 3. Intro to topic with 
case studies, 4. Relate to 
individual experiences, 5. Use 
to highlight strengths and 
weaknesses of topic, 6. Case 
studies and experiences used 
to find communication 
strategies, 7. New skills role 
played, 8. Set objectives for 
the week 
 
 
 
 
 
 

Caregiver 
Mood – Likert scale every day using 
diaries during intervention 
Frequency of strategy use – Number 
recorded every day using diaries 
Caregiver Burden - HPS 
 
People living with dementia 
QoL – QoL-AD (completed by 
caregivers pre/post intervention) 
 
Mood and frequency of strategy use 
was measured each session. QoL and 
burden were measures pre/post 

Caregiver 
Frequency of strategy 
use increased 
significantly throughout 
training and caregiver 
mood was significantly 
improved on training 
days. 
No significant change in 
burden between groups 
 
people living with 
dementia 
QoL significantly 
improved in intervention 
group 

0.69 Pos: Use of 
observational 
measures, 
robust 
outcome 
measures, 
attrition 
described 
Neg: Small 
sample size, 
no power 
analysis, true 
randomisation 
not possible 
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Klodnicka  
Kouri et al, 
2011 
(Canada) 

RCT  – face to face 
individual sessions 
Intervention – 
Social Cognitive 
theory-based 
communication 
training 
Control – Booklet 
on memory and 
communication 
problems 
Study – 5 weeks 
Supervision - none 

Total – 50 
Treatment – 
25 
Control - 25 

5 x 90-
120-
minute 
sessions 
 
Total 
Duration 
– 7.5 - 
10 hours 
 

Psychoeducational approach 
consisting of five modules 
related to specific 
communication related 
subjects. Four self-efficacy 
strengthening skills 
incorporated – 1. Learner 
given opportunity to master 
communication skills, 2. 
Effective models shared with 
learner, 3. Learner persuaded 
to perform skills, 4. Diverse 
action-approaches used to 
reduce learner’s anxieties. 
 

Caregiver 
Self-efficacy – CSS 
Perceived communication-related  
behavioural problems – RMPBC 
Communication knowledge – The 
Knowledge Measure (developed for the 
purposes of the study) 
Communication Skills – The 
Communication Skills Measure 
(developed for the purposes of the 
study) 
 
All measures were conducted pre/post 
intervention 
 

Caregiver 
Significant increase in 
communication 
knowledge, skills and 
self-efficacy and 
significant decrease in 
perceived 
communication-related 
behavioural problems in 
treatment group 
compared to control. 
However, there was no 
significant difference for 
perceived 
communication 
difficulties. 

0.92 Pos: 6 week 
follow up, 
robust 
measures, 
blinding of 
assessors 
Neg: small 
sample size, 
randomisation 
method not 
described 

Liddle et 
al, 2012 
(Australia) 

RCT – DVD training 
Intervention – 
RECAPS and 
MESSAGE 
communication and 
memory training 
programme 
Control – TAU 
Study – 1 weeks 
Supervision – None 
 
 
 
 
 

Total – 29 
Treatment – 
13 
Control - 16 

2 x 45-
minute 
sessions 
 
Total  
Duration 
– 1.5 
hours 
 

Psychoeducational strategies 
for communication and 
memory delivered in a didactic 
approach. Each letter of 
RECAPS and MESSAGE 
representing a different 
strategy. RECAPS = 
Reminders, Environment, 
Consistent routines, Attention, 
Practice, Simple steps. 
MESSAGE = Maximise 
attention, Expression and 
body language, keep it 
Simple, Support 
conversations, Assist with 
visual aids, Get their 
message, Encourage and 
engage in conversation. 

Caregiver 
Knowledge of support strategies – 
Communication and Memory Support 
in Dementia (developed for the 
purposes of the study) 
Caregiver Burden – Short ZBI 
Positive aspects of caring – PAC 
Perceived communication-related  
behavioural problems – RMPBC 
 
People living with dementia 
Depression – CSDD (completed by 
caregiver) 
General mood – Faces scale for 
wellbeing (developed for the purposes 
of the study) 
 
All measures were complete pre/post 
except the MMSE which was complete 
pre intervention and the Faces scale 
which was completed post 
 
 
 
 
 

Caregiver 
Significant improvement 
in knowledge of 
strategies and near 
significant improvement 
in positive aspects of 
caring and perceived 
communication-related 
behavioural problems in 
treatment group. No 
significant difference 
found in caregiver 
burden 
 
people living with 
dementia 
No significant differences 
found for depression or 
general mood 

0.88 Pos: Power 
analysis, 3 
month follow 
up 
Neg: Outcome 
measures 
vulnerable to 
bias, small 
sample size 
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Silvestri et 
al, 2004 
(Italy) 

RCT – Individual 
and group face to 
face sessions 
Treatment – 
Communication 
strategies in 
Alzheimer’s 
disease 
Control – No 
training 
Study - 6 weeks 
Supervision - none 

Total – 35 
Treatment – 
18 
Control - 17 

4 x group 
sessions 
2 x 
individual 
sessions 
 
Total 
Duration 
– Not 
stated 
 

Psychoeducation on different 
communication problems at 
different stages of disease 
progression and verbal and 
non-verbal strategies to 
support communication at 
each stage. Strategies 
included speaking in familiar 
places, using present tense, 
use more concrete ideas and 
use of non-verbal 
communication. 
 

People living with dementia 
Cognition – MMSE 
Activities of Daily Living – ADL & IADL 
(rated by researchers) 
Alzheimer’s Disease related 
behaviours - E-Behave-AD (rated by 
researchers) 
 
Al measures were completed pre/post 
intervention 

people living with 
dementia 
Significant improvement 
in Cognition and AD 
related behaviours in 
treatment group 
compared to control 
group.  
No significant change in 
ADLs in treatment group 
but control group 
significantly worse. 

0.50 Pos: Robust 
and 
appropriate 
outcome 
measures 
Neg: No power 
analysis, 
randomisation 
not described, 
no follow up, 
small sample 
size 

Troche et 
al, 2019 
(USA) 

Non-randomised, 
non-controlled pre-
posttest designs – 
Group face to face 
sessions 
Treatment – 
Supported 
conversations for 
Adults (SCA) with 
dementia 
communication 
Control – none 
Study – 6 weeks 

Total – 4  4 x 1-
hour 
sessions 
 
Total 
Duration 
– 4 hours 
 

Psychoeducational didactic 
training. Session 1. Dementia 
education and acknowledging 
competence, i.e., speaking in 
a natural voice and avoiding 
quizzing. Session 2. ‘Getting 
the message in’, i.e., writing 
keywords, using yes/no 
questions. Session 3. ‘Getting 
the message out’, i.e., ask one 
question at a time, give time to 
answer. Session 4. ‘Getting 
verification of message’, i.e., 
summarising. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Caregiver 
Skills in engaging people living with 
dementia using SCA principles – MSC 
(rated by researchers) 
Caregiver Burden – Short ZBI 
 
people living with dementia 
Skills in participating in conversation – 
MPC (rated by researchers) 
 
All measures completed pre/post 
intervention 

Descriptive statistics only 
due to small sample size. 
 
Caregiver 
Skills in engaging people 
living with dementia 
using SCA principles 
increased and burden 
decreased post 
intervention 
 
people living with 
dementia 
Skills in participating 
increased post 
intervention 

0.64 Pos: blinding 
of assessors, 
robust 
outcome 
measures, 
observational 
outcome 
measures 
used 
Neg: no 
control group, 
small sample 
size. No follow 
up 
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Williams et 
al, 2018 
(USA) 

Non-randomised, 
non-controlled pre-
posttest designs - 
Individual face to 
face sessions at 
home 
Treatment – CARE 
communication 
training programme 
Control – none 
Study – 12 weeks 
Supervision - Yes 

Total – 15 
dyads 

10 x 50-
minute 
sessions 
 
Total  
Duration 
– 8 hours 

Observations and role play to 
tailor 10 modules including 
psychoeducation on dementia 
and communication 
difficulties, empathy, 
simplifying communication, 
using questions, responding to 
conflict, nonverbals, 
adaptation, challenges, 
compassion and 
strengthening relationships. 
Session format: assess 
people living with dementia’s 
needs, discuss and role play 
new strategies with the 
caregiver, caregiver and 
people living with dementia 
coached together, caregiver 
and people living with 
dementia observed. 

Caregiver 
Effective communication – VNVIS-CG 
 
People living with dementia 
Effective communication – VNVIS – CR 
Cognition - MMSE 
 
All measures were taken pre/post 
intervention except for the MMSE 
which was complete pre intervention 
only. 

Caregiver 
Significant improvement 
in effective 
communication 
 
people living with 
dementia 
No significant 
improvement in effective 
communication post 
intervention, however a 
significant improvement 
was found post 
intervention when 
controlled for cognition 
(using MMSE scores). 

0.68 Pos:  robust 
and 
appropriate 
outcome 
measures, 
observational 
outcome 
measures 
used 
Neg: no 
control group, 
small sample 
size, no follow 
up 

 
*Questionnaire Acronyms – AACS = Assessment of Awareness about Communication Strategies, ACQOL = Adult Carers Quality of Life questionnaire, CSDD = Cornell Scale 
of Depression in Dementia, CCS = Communication Competence Scale, CSES = Communication Self-Efficacy Scale, CSS = Carer Self-efficacy Scale, GSES = General Self-
Efficacy Scale, HADS = Hospital Anxiety and Depression Scale, HPS - Häusliche-Pflege-Skala (Home Care Scale), MMSE – Mini Mental State Examination, MPC – Measure of 
Participation in Conversation, MSC – Measure of Skill in Supported Conversation, PAC = Positive Aspects of Caregiving questionnaire, QoL-AD = Quality of Life Alzheimer’s 
Dementia, RSS = Relative Stress Scale, RMBPC – Revised Memory and Behaviour Problems Checklist TACI = Thomas Assessment of Communication Inadequacy, VNVIS- 
CG = The Verbal and Non-verbal Interaction Scale for Caregivers, VNVIS- CR = The Verbal and Non-verbal Interaction Scale for Care Receivers, ZBI = Zarit Burden Inventory 
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Table 3: Results of quality appraisal 

 

 
 

 

** = criteria fulfilled; * = criteria partially fulfilled; ‘blank’ = criteria not fulfilled; - = not applicable for study type. 

Quality rating criteria and scores (Kmet et al, 2004) 
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Barnes & Markham (2018) ** ** ** ** ** - - ** ** ** ** ** ** ** 1.00 

Klodnicka Kouri et al (2011) ** ** ** ** * **  ** * ** ** ** ** ** 0.92 

Liddle et al (2012) ** ** ** ** * ** - * * ** ** ** ** ** 0.88 

                

Haberstroh et al (2011) ** ** ** ** *  - ** * ** * * * * 0.69 

Williams et al (2018) ** ** * ** - - - **  * * * * ** 0.68 

Done & Thomas (2001) ** ** *  ** *  * * * ** ** ** ** 0.68 

Troche et al (2019) ** * * * - ** - **  ** ** - ** ** 0.64 

                

Silvestri  et al (2004) * ** * *   - * * **  * * ** 0.50 

Chesneau et al (2019) * ** -  - - - *  - - - * * 0.43 
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Outcome measures used 

A total of 32 different quantitative measures were used across the studies, 

assessing a variety of different domains. Of these, ten were created for the 

purposes of the study as researchers were unable to find pre-existing measures for 

the constructs under investigation. The only two measures used more than once 

across the nine studies were the Revised Memory and Behaviour Problems 

Checklist (RMBPC) (Teri et al, 1992) and the short version of the Zarit Burden 

Inventory (ZBI) (Bédard et al, 2001), both of which were used in higher quality 

studies. No other measure was used more than once across the nine studies. The 

most common construct that was assessed with outcome measures was 

communication skills and knowledge, assessed in every study except one. Other 

common constructs that were assessed with outcome measures in three to four of 

the studies were dementia related communication or behavioural problems, 

caregiver stress and burden and depression and anxiety. Less common constructs 

that were assessed with outcome measures in only one or two studies were QoL, 

self-efficacy, activities of daily living (ADLs) and therapeutic engagement. 

Significant outcomes for caregivers 

There was evidence of improvements in caregivers’ knowledge, skills and 

self-efficacy in communication strategies in all eight of the studies that assessed 

this. This was evident in both higher quality studies that demonstrated significant or 

near significant outcomes in these constructs and in the lower quality studies that 

relied solely on descriptive statistics. However, this finding should be taken with 

caution as the outcome measures that demonstrated the strongest evidence were 

developed as part of the study and had therefore not been subject to the rigours of 

validity testing that well established measures have foregone. This is because the 

authors of these studies state that they were unable to find validated measures for 

the constructs that they wished to assess. When taking study quality and 

significance into account, the most established and validated communication 
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outcome measure that demonstrated the most change was the Verbal and Non-

verbal Interaction Scale for Caregivers (VNVIS- CG) (Williams & Parker, 2012). 

Future research should consider using this measure to assess changes in 

communication in caregivers, subject newly developed measures to validity testing 

or to search for other established communication measures. 

There was some evidence in one high quality study that communication 

training could improve QoL in caregivers as Barnes & Markham (2018) found a 

significant improvement in the ‘values’ subsection of the Adult Carers Quality of Life 

questionnaire (ACQOL) (Joseph et al, 2012) from caregivers in the treatment groups 

compared to controls. However, caregiver QoL was only measured in one study 

where significant changes were only observed within some of the QoL sub-

categories and, therefore, requires further investigation. The evidence for self-

efficacy being improved through communication training was mixed. Klodnicka Kouri 

et al (2011) reported a significant improvement in caregivers’ communication 

specific self-efficacy using the Carer Self-efficacy Scale (CSS) (Bandura, 1997), 

whereas Barnes & Markham (2018) reported no significant improvement in either 

general or communication specific self-efficacy using the General Self-Efficacy 

Scale (GSES) (Schwarzer, & Jerusalem, 1995) and a measure developed and 

validated during the study called the Communication Self-Efficacy Scale (CSES). 

However, Barnes & Markham (2018) did find a significant result in the ‘happens’ 

subsection of the CSES. This suggests that further research is needed to investigate 

the impact of communication training on both general and communication specific 

self-efficacy using the CSS and GSES scales. 

None of studies reported a significant change in caregiver burden or stress, 

although Liddle et al (2012) reported a near significant improvement in the positive 

aspects of the caregiving experience in the treatment group using used the Positive 

Aspects of Caregiving scale (PAC) (Tarlow et al, 2004). Troche et al (2019) reported 

a reduction in caregiver burden using the short version of the Zarit Burden Inventory 
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(ZBI) (Bédard et al, 2001), however the study only used descriptive statistics due to 

a very low sample size so these results are not reliable. No significant improvements 

in mood or anxiety were found in caregivers. However, Haberstroh et al (2011) 

found that caregivers reporting a significantly higher mood rating on training days 

compared to non-training days using a subjective Likert scale mood rating. Although 

little to no evidence was found to suggest that communication training can lead to 

improvements in caregiver stress, burden, mood or anxiety, these should be 

investigated through higher quality research as the current evidence suggests that 

there could still be some potential benefits. 

Significant outcomes for people living with dementia 

There was some evidence that caregivers’ participation in communication 

training could support improvement in the communication skills of people they care 

for, although this is tentative due to the quality and sample sizes of the two studies 

that it was assessed in (Troche et al, 2019; Williams et al, 2018). Although these 

initial findings are promising, further investigation of these outcomes in higher quality 

research is needed to establish the extent of these benefits. The Verbal and Non-

verbal Interaction Scale for Care Receivers (VNVIS- CR) (Williams et al, 2017) is the 

most recommended scale to use in future research, as it was the only validated 

measure used that demonstrated evidence of change in the reviewed literature. 

However, it should be noted that significant change was only detected using this 

measure when cognition was controlled for using the Mini Mental State Examination 

(MMSE) (Folstein et al, 1975) as the communication skills of people living with 

dementia are less likely to improve as their dementia grows more severe.  

There was stronger evidence for an improvement in communication and 

behavioural difficulties presenting in people living with dementia following training. 

All four studies that measured this demonstrated significant or near significant 

improvements in the treatment group when compared to controls. Based on the 

reviewed literature, the Revised Memory and Behaviour Problems Checklist 
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(RMBPC) (Teri et al, 1992) is the most recommended outcome measure to use to 

measure this construct as it is well established as a measure and showed significant 

or near significant change in two high quality studies. 

There was some evidence that the people living with dementia’s QoL can 

improve following communication training. However, this finding should be taken 

with caution as it was found in one study of medium quality and was measured 

using the Quality of Life Alzheimer’s Dementia (QoL-AD) (Logsdon et al, 1999) 

which was completed by the caregiver rather than by the people living with dementia 

themselves. Further investigation of this finding is required through high quality 

research using scales that can be completed directly by people living with dementia 

rather than by the people who care for them. There was some weak evidence to 

suggest that caregivers’ participation in communication training can slow down 

decline in the people they care, when compared to a control group. This was 

measured using the Activities of Daily Living (ADL) (Katz et al, 1963) and 

Instrumental Activities of Daily Living (IADL) (Lawton & Brody, 1969) measures. 

However, this finding was from one low quality study and requires further 

investigation through high quality research. There was no evidence that 

communication training can support improvements in mood or anxiety in people 

living with dementia. 

 

Research Question 2: What are the key features of the programmes? 

Dose 

For the purposes of the review, treatment dose includes the number of 

sessions offered to participants, the length of each session and the total duration of 

the training. The number of sessions ranged from two to ten, with the mean number 

of sessions being 4.44. The duration of each session ranged from 45 to 150 

minutes, with the mean duration being 77.86 minutes. The total duration of the 

intervention ranged from 1.5 hours to 12.5 hours, with the mean duration being 5.86 
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hours. Two low quality studies did not include information on session length so were 

not included in the data for session duration and total duration (Chesnau et al, 2019; 

Silvestri et al 2004). There was no clear suggestion for what the optimal dose of the 

training should be. However, the intervention used in Klodnicka Kouri et al’s (2011) 

study demonstrated the strongest evidence when taking quality of research and the 

significance of the data into account. Their intervention offered five sessions lasting 

90 – 120 minutes each, totalling 7.5 – 10 hours across the whole intervention. The 

other high quality studies (Barnes & Markahm, 2018; Liddle et al, 2012) offered 

lower doses at around two to three hours for the whole intervention, however the 

change in outcomes measured in these studies was not as evident.  

Method of Delivery 

All studies delivered training face to face except for one high quality study 

which used a training DVD for participants to watch at home by themselves (Liddle 

et al, 2012). Three medium quality studies (Done & Thomas, 2001; Haberstroh et al 

2011; Troche et al, 2019) and one low quality study (Chesnau et al, 2019) delivered 

training in a group format, three high quality studies (Barnes & Markham, 2018; 

Klodnicka Kouri et al, 2011; Liddle et al, 2012) and one medium quality study 

(Williams et al, 2018) delivered training in an individual format and one low quality 

study (Silvestri et al, 2004) used a mix of individual and group sessions. There was 

no clear recommended method of delivery, however the higher quality studies 

tended to offer individual sessions rather than group.  

Content of Sessions 

Each of the studies developed their training programme using a wide variety 

of theoretical frameworks. Most were based on basic models of dyadic 

communication and interactions, however two high quality studies (Barnes & 

Markham, 2018; Klodnicka Kouri et al, 2011) used the psychological models of 

Cognitive Behavioural Therapy and Social Cognitive Theory on which to base their 

trainings. The key elements of the trainings that were present across all studies 
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were providing psychoeducation into the nature of dementia, its impact on 

communication and strategies to reduce the impact of these difficulties. Strategies 

included simplifying communication, using yes/no questions, giving time to answer, 

encouraging engagement in conversation, speaking in a natural voice and using 

non-verbal communication. One medium quality study (Done & Thomas, 2001) and 

one low quality study (Chesnau et al, 2019) additionally used videos depicting 

caregiver and people living with dementia dyads demonstrating helpful and 

unhelpful interactions to encourage discussion about communication between group 

participants. One medium quality study (Williams et al, 2018) used role play and 

observations of interactions between dyads to practice new strategies.  

Given this information, communication trainings that use psychological 

theories such as Cognitive Behavioural therapy and Social Cognitive theory 

demonstrated stronger evidence than those using only pure communication theory. 

There is also more evidence for didactic methods of training over use of role play or 

video, the key elements of which should be psychoeducation into the nature of 

dementia and communication related difficulties and specific communication 

strategies based on cognitive and communication theory. Although using role play or 

video may be beneficial in training, there is a lack of evidence to suggest that it is 

superior, therefore further research of these methods is required. 

 

Discussion 

Summary of findings 

Overall, the findings of the current literature suggest that informal caregivers’ 

participation in communication training programmes can benefit both the caregivers 

themselves and the people living with dementia that they care for. However, 

research in this particular area was found to be very limited and of variable quality 

so these findings should be looked at with extreme caution. An extensive literature 

search found only nine papers that met the inclusion criteria for the review and out 
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of these nine papers only three were high quality studies, whilst five were of medium 

quality and two were of low quality. Given that these papers demonstrate evidence 

that improving communication between caregivers and people living with dementia 

could lead to positive outcomes for both parties (i.e., Barnes & Markham, 

2018; Haberstroh et al, 2011; Klodnicka Kouri et al, 2011), there is a clear need for 

further, high quality research in this area. 

Although a large number of different outcome measures of different 

constructs were used across the studies with variable degrees of significance in 

findings, there were clearly some benefits of communication training to both 

caregivers and people living with dementia. For caregivers there was strong 

evidence that training can improve communication skills and knowledge and some 

slightly weaker evidence that it can improve self-efficacy and QoL. The most 

recommended measures to use for these outcomes were the VNVIS- CG to 

measure communication skills and knowledge, the ACQOL to measure caregiver 

QoL and the CSS and GSES to measure self-efficacy. Little to no evidence was 

found that training could improve caregivers’ stress, burden, mood or anxiety.  

For people living with dementia, there was strong evidence that their 

caregivers’ participation in communication training can support improvement in their 

dementia related communication and behavioural difficulties and weaker evidence 

for improvement in communication skills, QoL and slower decline in ADLs. The most 

recommended measures to use for these outcomes were the RMBPC for dementia 

related communication and behavioural difficulties, the VNVIS-CR for 

communication skills, the QoL-AD for QoL and the ADL or IADL to measure ADLs. 

There was little to no evidence that it can improve mood and anxiety in people living 

with dementia. Although this review was able to identify some optimal features and 

clear benefits of communication trainings with informal caregivers, significantly more 

higher quality research is needed to support this due to limited pool and poor quality 

of the current evidence base. 



 40 

There was a vast range of differences in key features between the nine 

studies, making it difficult to assess which features were optimal. However, this 

review was able to preliminarily identify optimal features when considering factors 

such as study quality and significance of findings. In relation to optimal dose, the 

intervention used in Klodnicka Kouri et al’s (2011) study demonstrated the strongest 

evidence and consisted of five sessions lasting 90 – 120 minutes each, totalling 7.5 

– 10 hours across the whole intervention. Other high quality studies used much 

shorter interventions but demonstrated weaker outcomes. There was no clear 

indication whether individual or group sessions were superior, however higher 

quality studies opted for individual making this method more recommended. In terms 

of session content, interventions that used psychological models such as Cognitive 

Behavioural therapy or Social Cognitive theory demonstrated the strongest evidence 

and thus interventions should, at a minimum, consist of psychoeducation into the 

nature of dementia, communication related difficulties and specific communication 

strategies based these theories.  These interventions can be didactic in nature as 

there was no evidence that use of role plays or videos were superior. However, this 

may be due to the lack of use as evidence from learning theory suggests that role 

plays are one of the best methods of enhancing learning (Petracchi, 1999; Berkhof 

et al, 2011). 

Methodological limitations of the literature 

Through the quality appraisal process, a number of different methodological 

issues were found within the studies included in this review. There was an array of 

limitations that could be identified in each study, however this review will focus only 

on limitations that were most common across the literature. One of the most 

common issues identified was a small sample size. Sample sizes from the included 

studies ranged from four to 55 participants. There is no general consensus as to 

what the ‘rule of thumb’ should be for sample sizes in pilot studies, with the literature 

suggesting a minimum of anywhere between 12 per treatment group to 70 in total 
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(Julious, 2005; Teare et al, 2014).  Even with this variability in minimum samples, 

three of the nine included studies failed to reach any of these estimates, meaning 

that the validity of the data is questionable. Although the remaining six studies meet 

some of the suggested sample size requirements in pilot or feasibility pilot studies, 

they are all unlikely to be sufficiently powered to be able to detect small to medium 

effect sizes and therefore increase the risk of type II errors (Leon, 2008; Biau et al, 

2008).  

Another common issue across many of the studies is that little to no follow 

up was conducted following the end of the intervention. Conducting follow up in 

research is important as it can highlight long term benefits of interventions and 

strengthen the validity of the data (Llewellyn-Bennett et al, 2016). Even though the 

included studies all showed some benefits of communication training immediately 

post-intervention, the lack of follow up means that it is impossible to assess whether 

there are any long-term benefits of the intervention and whether participants are 

able to maintain use of the learnt strategies. As the review conducted by Nguyen et 

al (2018) demonstrated, potential benefits for both formal and informal caregivers 

that were not identified immediately post-intervention only became apparent when 

assessed at follow up. This could mean that some of the non-significant results 

identified in the current review may actually be different if assessed through follow 

up studies.  

There also appear to be limitations in relation to the outcomes used across 

the studies. Not only was the number of different outcome measures used across 

the nine studies high, making cross comparisons difficult, nearly a third of all the 

measures used were newly developed as part of the study as authors stated that 

they were unable to find suitable measures in the literature. It is important to try to 

use outcome measures that are well established and have faced rigorous testing in 

order to ensure reproducibility and to be certain that they are able to validly measure 

the constructs and populations that they claim to measure (Jerosch-Herold, 2005). 
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As many of the outcome measures used across the nine studies were newly 

developed, it is unlikely that they would have faced these rigorous tests and means 

that the validity and reliability of the data is relatively unknown.  

One final, common issue identified across the literature was in relation to 

blinding. Blinding occurs when participants or assessors do not know which groups 

participants are allocated to and is important in research as it helps to reduce 

performance bias, ascertainment bias and can improve the validity of the data 

(Renjith, 2007). Although it would have been very difficult for participants and 

researchers to remain blind to group allocation in the studies included in the current 

review, it is still worth highlighting that the data is likely to been subject to the biases 

described. 

Strengths and limitations of the review 

Despite the lack of high-quality studies found within this subject area, this 

review was able to identify clear benefits and recommendations through rigorous 

analysis. The results were limited to studies written in English that were published in 

peer-reviewed journals in order to increase the likelihood of only including high 

quality data. However, it should be acknowledged that this may have introduced 

publication bias. Despite these strengths, there were some limitations to this review 

that have been identified. 

The review makes inferences on significance of outcome data based on the 

information in the included papers, however no further statistical analysis was 

conducted on these data as they were not amenable to meta-analysis. As the 

studies used a plethora of methods, design and outcome measures, this makes it 

difficult to infer direct comparisons between the data. The review conducted by 

Nguyen et al (2018) demonstrated that effects not identified in initial analyses, could 

become apparent if data were further subjected to meta-analysis. Also, it is 

recognised that the use of Kmet et al’s (2004) Quality Appraisal tool has its own 

limitations. For example, quality appraisal tools are designed subjectively as there is 
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always variability in the criteria chosen to define what dictates quality in research 

design. The tool does not include guidance on what scores should be considered 

‘high, medium and low’ quality, so it is inevitable that different authors conducting 

similar reviews using this tool will define these cut offs differently. The authors of the 

tool also state that it has limited assessment of inter-rater reliability and small 

sample size on which is it has been tested. Despite this, it was felt to be an 

appropriate tool in which to assess quality in the current review. 

Implications for clinical settings and future research 

As the findings from this review demonstrate that participating in 

communication training programmes can benefit informal caregivers of people living 

with dementia and the people they care for, there is a clear need for these 

interventions to be offered in clinical contexts. This is especially important given 

previous evidence for links between communication, QoL and financial costs 

(Eggenberger et al, 2013; Zhu & Sano, 2006). However, given the very limited pool 

of evidence found in this review, it is unlikely that dementia services are currently 

offering evidence-based training programmes that have a sole or majority focus on 

communication. This is further compounded by the lack of availability of manuals 

and protocols from existing evidence-based interventions. Although some of the 

programmes in this review state that manuals are available, an online search for 

these by the primary reviewer found that they were either not easily accessible or 

not published. This makes it difficult for dementia services to train their staff to offer 

these interventions to their clients.  

However, it is worth noting that there may be more systemic reasons that 

these interventions may not be on offer in clinical contexts. One such reason could 

be that dementia services maybe be delivering other interventions, such as the 

STrAtegies for RelaTives (START) programme (Livingston et al, 2013), where 

communication training is one component. In this instance, there would be less of a 

need for services to offer interventions that focus solely or majorly on 
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communication. Despite this, it is important for communication training programmes 

to be on offer in clinical contexts given the benefits that have been demonstrated. 

This means that not only is there a need for further research to expand on the 

current evidence found in this review, there is also a need to ensure that manuals 

and protocols for these evidence-based interventions are more readily available to 

increase the likelihood of these programmes being offered in a clinical setting. 

It is clear that further research in this area has the potential to develop a 

strong pool of evidence to support the use of communication trainings with this 

population. Future research should build on these initial findings by attempting larger 

scale randomised controlled trials using the training models developed in the current 

evidence. This will enable more rigorous investigation of the efficacy and efficiency 

of these interventions. Given the wide variety of outcomes used, it is important for 

this research to initially focus on further investigation of the outcomes that 

demonstrated the most benefits for participants. There should also be a focus on 

trying to narrow down the specific outcome measures used so that closer 

comparisons can be made across the literature. Doing this will enable more 

comparison between the interventions to investigate which training models are more 

efficacious and demonstrate the greatest benefits to participants and the people 

they cared for, using larger sample sizes that can detect smaller effects. It is also 

important for future research to routinely incorporate post intervention follow up to 

allow investigation on the longer-term effects of these training packages. 

Conclusions 

Although the current evidence base is small, there are clear benefits of 

offering communication training programmes to informal caregivers of people living 

with dementia. This review has looked at individual elements of current evidence-

based programmes and used this to make recommendations on the key 

components that trainings should comprise of, the ways in which these trainings can 

benefit caregivers and the people they care for and which outcome measures 
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should be used to demonstrate these benefits. However, given the limited pool and 

varying quality of the current evidence base, recommendations have also been 

given as to the direction that further research should take in order to build on the 

existing literature and continue to demonstrate the need for offering communication 

training programmes to this population.  
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Abstract 

Background: This feasibility pilot study aimed to develop and evaluate a 14-session 

virtual Cognitive Stimulation Therapy (vCST) programme for people living with 

dementia. The study investigated the feasibility and acceptability of delivering vCST, 

the feasibility of investigating vCST in a larger trial and impact of vCST on mood and 

quality of life. 

Method: The vCST protocol was developed using the existing group CST manual, 

through collaboration with the University of Hong Kong and stakeholder consultation 

with people living with dementia, caregivers, CST group facilitators and dementia 

service managers. The vCST protocol was then piloted with 22 people living with 

dementia recruited from various health services, third sector services and research 

websites across the UK and Ireland. Twelve participants were allocated to receive 

vCST and ten to receive treatment as usual. Outcomes relating to feasibility, mood, 

quality of life and cognition were investigated. This is a joint project with Cerne 

Felstead. Analysis of feasibility, mood and QoL are reported here.  

Results: The intervention appeared both feasible and acceptable, with high 

recruitment rates, high levels of attendance and low attrition. ANOVAs indicated no 

significant differences between groups on either the QoL-AD or the Geriatric 

Depression Scale. 

Conclusion: vCST is a feasible and acceptable online intervention for people living 

with dementia. We recommend that vCST is offered to people living with dementia 

who cannot access in-person CST for health reasons, travel restrictions or during 

the Covid-19 pandemic. A larger trial is necessary to further investigate the impact 

on mood, QoL and other outcomes. 
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Introduction 

 Given that there are 50 million people living with dementia across the globe 

and rising, there is a significant need to develop interventions that tackle the 

physical, mental, social and financial impacts from this illness (Mauricio et al, 2019). 

There are currently no known treatments that can halt or reverse the progressive 

neurological deterioration resulting from dementia, making the need for supportive 

interventions ever more pressing.  Cognitive Stimulation Therapy (CST) is currently 

the most well-established psychological intervention for people living with dementia 

and has demonstrated benefits in relation to cognition, quality of life (QoL) and 

overall cost effectiveness (Spector et al, 2020). It was developed by Spector et al 

(2003) to be a brief, 14 session intervention for people living with dementia that is 

delivered in a face-to-face, group-based format. However, CST and other dementia 

interventions and treatments have been largely inaccessible during the recent 

Covid-19 pandemic due to the need for social distancing, leading services to cease 

face to face contact with their clients (Cuffaro et al, 2020). Not only has this created 

a need to rapidly adapt interventions and treatments so that they can be delivered 

without face-to-face contact during the current pandemic, but has also highlighted 

the lack of access to treatments that certain groups face outside of the pandemic 

context, such as those living with physical disabilities. 

Cognitive Stimulation Therapy 

CST was developed as a result of a 1998 Cochrane review on Reality 

Orientation interventions that had been popular to use with people living with 

dementia for several decades (Spector et al, 2003). Reality orientation interventions 

are designed to repetitively present orientation-based information to individuals or 

groups and have been found to be associated with significant benefits in terms of 

QoL, cognition and behaviour (Spector et al, 2001). However, reality orientation 

interventions fell out of popular use towards the end of the 21st century as they were 

criticised for being too rigid and insensitive in their application. Other psychological 
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interventions, such as Reminiscence therapy and Validation therapy, were also in 

use with dementia populations, however there was a distinct lack of clear evidence 

that these interventions were beneficial and the quality of their research base was 

largely poor. Spector et al (2001) reviewed all the evidence for the different 

psychological interventions for people living with dementia to develop the CST 

programme using the various beneficial elements from each therapy that were 

identified through this evaluation. 

CST was designed to provide mental stimulation in a sociable and enjoyable 

context and is based on a number of principles, including ‘using opinions rather than 

facts, making new associations, giving choice, being multisensory and being person 

centred’ (Spector et al, 2020). It is hypothesised that this mental stimulation 

activates neurons in the brain, leading to enhanced neuron function and survival 

(Swaab et al., 2002). This hypothesis was supported through a study by Hall et al 

(2013) who administered neuropsychological testing to CST participants post-group 

to investigate its impact on a variety of specific cognitive domains. They found 

significant improvements in comprehension of syntax and orientation which are the 

cognitive domains thought to be most activated through CST. However, they also 

found significant improvements in memory which was surprising as CST relies on 

implicit learning rather than explicit rehearsal of material or other mechanisms used 

in memory. Therefore, they also proposed an alternative hypothesis that the 

positive, yet challenging, learning environment presented by CST activates not only 

existing memory related pathways, but also creates alternative pathways that 

ultimately enhance neuronal function. 

 An initial randomised controlled trial demonstrated that CST can benefit 

people living with dementia in relation to cognition and QoL (Spector et al, 2003) 

and, since its development, this evidence base has continued to grow significantly 

(Woods et al, 2006; Spector et al, 2010; Aguirre et al, 2013; Lobbia et al, 2018). 

CST has also been shown to be cost-effective (Knapp et al, 2013) and can benefit 
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people living with dementia independent of any pharmacological treatments they 

may be using (Aguirre et al, 2013). This has not only resulted in CST being 

recommended as a key psychosocial intervention for dementia in the UK (NICE, 

2018) but for culturally adapted versions of CST to be successfully implemented 

across the globe (Wong et al, 2018; Mkenda et al, 2018; Marinho et al, 2021). More 

recently it has culminated in additional versions of CST that bolster its cognitive and 

QoL benefits, as demonstrated through the 16 to 24 week-long Maintenance CST 

programme (Orrell et al, 2014), and improve access to those who are unable to 

make face to face group sessions, as demonstrated through the Individual CST 

programme (Orrell et al, 2017). 

Although CST is now a well-established dementia intervention used globally 

in both research and clinical contexts, access to face-to-face interventions such as 

this was immediately and unexpectedly restricted when the Covid-19 pandemic 

spread throughout the world in early 2020 (Giebel et al, 2020). Not only did this 

result in people living with dementia who were previously able to access services, 

treatments and interventions no longer being able to do so, but also highlighted the 

gap in service provision for people who were not able to access services outside of 

the pandemic context (Cuffaro et al, 2020). This includes people living with dementia 

who live in rural communities who cannot readily access transport or those with 

reduced mobility. In response to the pandemic, many services have had to adapt 

rapidly in order to keep services accessible whilst maintaining the need for social 

distancing. This has seen services turn to developing treatments and interventions 

that can be delivered using digital technology (Cuffaro et al, 2020).  

Digital technology in psychological interventions 

The use of digital technology or ‘e-Health’ was already becoming widespread 

in non-dementia populations (such as adults with anxiety and depression), even 

before its mass adoption that occurred as a response to the pandemic and the need 

for social distancing (Dores et al, 2020). ‘E-Health’ is defined by the World Health 
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Organization (2005) as ‘the cost-effective and secure use of information and 

communications technologies in support of health and health-related fields’. Leading 

up to the pandemic, most of the digital psychological interventions on offer were 

Cognitive Behavioural Therapy (CBT) based (Fairburn & Patel, 2017), although 

other psychological therapies have been demonstrated to be beneficial when 

delivered virtually (Donker et al, 2013; Pots et al, 2016). Overall evidence suggests 

that using E-health technologies in order to continue to deliver psychological 

interventions during the pandemic and beyond can still be feasible and effective (Di 

Carlo et al, 2021). 

Despite this evidence surrounding the use of digital technologies in 

psychological interventions, there is a clear underrepresentation of use of e-health 

with older adults in the literature despite being an effective treatment option for this 

population (Crabb et al, 2012; Staples et al, 2016). Although it can still be effective, 

evidence suggests that older adults can find it more difficult than working age adults 

to access e-health interventions due to a number of barriers. These include reduced 

computer self-efficacy, lack of trust in digital interventions and beliefs that symptoms 

they are experiencing are a normal part of aging and so are less likely to seek 

support (Pywell et al, 2020; Wuthrich & Frei, 2015). This is further compounded in 

people living with dementia who face declining cognitive ability and independent 

day-to-day functioning, making engagement in e-health interventions even less 

feasible (Charness & Boot, 2009; Peel et al, 2011). However, not only has research 

shown that there is increasing interest in accessing e-health interventions within the 

dementia population but there is also evidence that people living with dementia can 

still benefit from e-health interventions in a variety of psychological, social and 

cognitive domains (LaMonica et al, 2017; Lazar et al, 2014). 

As the use of e-health in dementia care is still a relatively new area of 

interest, especially in relation to the Covid-19 pandemic, the current literature pool is 

still relatively small. However, the research in this area that does currently exist is 



 60 

very promising. For example, Burton & O’Connell (2018) investigated the use of 

delivering goal-orientated cognitive rehabilitation to people living with dementia and 

found that it was feasible and comparable to face-to-face sessions in relation to goal 

achievement, albeit with the need for modifications such as more input from 

caregivers to manipulate materials. Another study investigated the impact of 

delivering a weekly psycho-social support and psychoeducational intervention to 

people living with dementia and their caregivers via video conferencing applications 

during the Covid-19 pandemic and found an improvement in resilience and 

wellbeing when compared to telephone sessions (Ho-yin Lai et al, 2020). This 

suggests that despite the barriers that people living with dementia face when 

accessing e-health interventions, it is both feasible and beneficial to offer these to 

this population. This is further supported through a review of online cognitive training 

for people living with dementia (García-Casal et al, 2017) who found that ‘computer-

based cognitive interventions were associated with significant improvements in 

cognition, depression and anxiety’. 

Aims of the current study 

The findings demonstrated in these early stages of research on e-health 

interventions for people living with dementia pave the way for further expansion of e-

health application to a wide variety of currently used programmes. CST is one such 

programme that could benefit from an adaptation for online use, especially in the 

context of the Covid-19 pandemic where services are still adhering to social 

distancing measures. Although there have been trials for testing the feasibility of 

using technology for individual CST (Rai et al, 2021), no current literature exists for 

using technology for the group-based CST.  

The current study aims to develop and pilot a new virtual CST (vCST) 

protocol. The main aims of this feasibility pilot study are: 

1. To assess whether this vCST protocol is feasible and acceptable to deliver to 

people living with dementia  
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2. To assess the feasibility of testing the vCST as part of a larger research trial  

3. To consider the impact of vCST on mood and QoL  

 

Method 

This is a joint research study conducted with CF. The present study reports 

on outcomes relating to the development of vCST, outcomes of feasibility and 

acceptability and outcome measures of mood and QoL. CF will report on outcomes 

of cognition and qualitative feedback post-group. The contributions of each trainee 

to the research are outlined in Appendix B. 

Ethical considerations 

Ethical approval for the study was received from the University College 

London Research Ethics Committee (Project ID: 17127/001, see Appendix C). This 

approval included governance requirements for the Republic of Ireland arm of the 

study and involved applying for and gaining ethical approval from the ethics 

committee overseeing research within the organisation where this arm of the study 

was conducted. All participants gave informed consent prior to participation in the 

study (see Appendix D. for all participant information sheets and consent forms). 

They were informed that they could withdraw at any point throughout the study 

without having to give a reason. Their capacity and consent to take part was 

reviewed throughout the study. 

Overview 

The study followed the Medical Research Council’s guidance on ‘developing 

and evaluating complex interventions’ (Craig et al, 2019). The guidance outlines four 

stages: development of an intervention, feasibility and piloting, evaluation, and 

implementation. The current study consists of intervention development, feasibility 

and piloting only. The project was split into two parts: 
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1. Development of the vCST intervention using the existing CST group 

manual (Spector et al, 2020) and stakeholder consultation.  

2. Running a feasibility pilot study of the intervention, with treatment and 

control groups, to assess the feasibility and acceptability of delivering 

vCST to people living with dementia, to assess the feasibility of 

testing the intervention in future research trials and to measure 

changes in outcome measures related to mood and QoL 

Part 1 – Development of vCST protocol for people living with dementia 

The vCST protocol was developed by adapting the existing CST group 

manual (Spector et al, 2020) alongside stakeholder consultation. The final vCST 

protocol will be outlined in detail in the results section. The general session structure 

and content, including themes and activities, followed that which is outlined in the 

original CST group manual, with some activities being adapted for online delivery 

(i.e., showing pictures of childhood toys on the screen to discuss in the ‘childhood’ 

session instead of passing toys around the group as would happen for in-person 

CST). This was done in collaboration with the Hong Kong (HK) FaceCog team, a 

group of researchers from the University of Hong Kong who had started a trial of 

vCST in Hong Kong prior to the start of the current study (see 

https://ltccovid.org/wp-content/uploads/2020/06/Gloria-Wong-Tele-Cognitive-

Stimulation-Therapy.pdf ).  

After initial consultation with the HK Facecog team, it was agreed that the 

current study would be run as the ‘UK and Ireland’ equivalent to their vCST study in 

order to facilitate comparisons at a later date. Both teams worked closely throughout 

the development stage of the project to ensure the vCST intervention and protocols 

were aligned as much as possible, whilst also accounting for specific cultural 

adaptations and needs of each project. Similarities included using the same general 

structure and themes of sessions, the same group sizes, the same 
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videoconferencing software ‘Zoom’ and the same measures whilst differences 

mainly came in the form of culturally adapted activities within the sessions. 

Unfortunately, it was not within the scope of the project to work closely throughout 

the implementation stage of the project so comparisons could not be made in of 

aspects of this stage such as recruitment methods. 

Stakeholder consultations supported the development of the delivery and 

implementation components of vCST. This consultation was conducted through four 

focus groups involving different types of stakeholders: people living with dementia, 

caregivers of people living with dementia, CST group facilitators and service 

managers. Details regarding participant numbers for each group are outlined in the 

results section. Participants for the focus groups were recruited via email contact 

and attendance at service user meetings in collaboration with various third sector 

dementia organisations across the UK.  

Questions for all consultations were developed using the Consolidated 

Framework for Implementation Research (Damschroder et al, 2009). This 

framework was developed from a synthesis of implementation research and theory. 

It consists of consolidated constructs that facilitate the identification and 

understanding of factors that impact the implementation of interventions in different 

contexts. Interview questions were developed in relation to the five main domains of 

the framework: intervention characteristics, outer setting, inner setting, 

characteristics of individuals and process. All focus groups were conducted via the 

online video conferencing platform ‘Zoom’ and were recorded for post-group 

analysis. The researchers then took field notes from these recording which were 

clustered together into key ideas. The data gathered from the focus groups was 

used to develop guidelines for delivering vCST (see Appendix E). These guidelines 

were used to inform the delivery of vCST for the feasibility pilot study in the current 

study, but were also available to be disseminated to external vCST group 

facilitators. 
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Part 2 – Feasibility pilot study 

Design 

This feasibility pilot study used an RCT design with a treatment group 

(vCST) and a control group (treatment as usual). The treatment group included two 

vCST groups conducted in the UK and one conducted in the Republic of Ireland. 

The control group was defined as treatment as usual (TAU), meaning that 

participants were not offered vCST sessions or any other intervention but could 

access their usual services and interventions outside of the study.  

Participants 

Participants were recruited from a variety of different sources. Participants in 

the UK either recruited by registering their interest in the study on the Join Dementia 

Research website or by contacting researchers through advertisement within 

different third sector services. Join Dementia Research (JDR) is a website that 

researchers can advertise and recruit people living with dementia for any current 

studies they need participants for and for people living with dementia to search for 

and sign up to studies that they may be interesting in participating in. The JDR 

website can be found at https://www.joindementiaresearch.nihr.ac.uk/ . 

Advertisement included study posters (see Appendix F) sent out to service users 

registered with the service and talks given by the researchers at group meetings 

hosted by the service. Participants in the Republic of Ireland were recruited from a 

pre-existing waiting list for face-to-face group CST that had been temporarily 

suspended due to the Covid-19 pandemic. This was conducted in collaboration with 

an Occupational Therapist working for a dementia service in the Republic of Ireland 

who recruited participants from the service’s waiting list. 

Once participants had registered interest in taking part in the study, 

participant information sheets were emailed to them and they were offered a ‘Zoom’ 

call with the researcher to discuss the study in more detail before deciding whether 
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to take part. Participants were only able to participate if they met the inclusion 

criteria below. If participants met these criteria and agreed to participate following 

this ‘Zoom’ call, they were emailed a consent form and statement of consent for 

them to sign and email back to the researchers. 

Inclusion criteria 

Individuals were able to take part in the study if they met the following inclusion 

criteria: 

- Have a diagnosis of dementia as given in the Diagnostic and Statistical 

Manual of Mental Disorders V (DSM-V, American Psychiatric Association, 

2013).  

- Have the capacity and ability to be able to fully participate in vCST sessions 

online 

- Be able to communicate verbally in English.  

- Have capacity to consent to taking part in the study 

- Have access to a device capable of videoconferencing and internet at home.  

- Not accessing any other psychosocial intervention at the time of participation 

Procedure 

Once participants had given consent to participating in the study, they were 

assigned a unique code for randomisation and data collection. Participants were 

randomly allocated to the treatment group (vCST) or the control group (TAU) using 

their unique codes and the RAND function on Microsoft Excel. Both groups 

participated in a one-hour, individual assessment session on ‘Zoom’ within the week 

prior to the first vCST session to complete the battery of measures used in the 

study. Following this assessment, the treatment group participated in the bi-weekly 

14 sessions vCST sessions and the control group continued with treatment as usual 

outside of the study. Both groups of participants then completed the same battery of 
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measures in a one-hour individual assessment session on ‘Zoom’ within two weeks 

following the final vCST session.  

 For the first UK group, both participants and researchers were informed of 

their group allocation before the pre-measures assessment. However, it was 

recognised that this likely introduced unnecessary bias into the study, so this was 

changed for the other two groups. Participants for the Republic of Ireland group and 

the second UK group were blinded to group allocation at their pre-measures 

assessment and were only informed once this was completed, whilst researchers 

conducting the pre- and post-measures assessments remained blind until after all 

data had been collected.  

Capacity 

Participants’ capacity to take part in the study was assessed in accordance 

with the Mental Capacity Act (2005) at the initial ‘Zoom’ call, where participants were 

given information about the study. Potential participants were given clear written 

information prior to the meeting and this was discussed verbally in the meeting. 

Information about the study was discussed in detail, in small chunks and with 

repetition if necessary, to support participants’ ability to receive and retain 

information. Potential participants were given ample opportunity to ask questions 

and were asked about their understanding of what has been discussed after each 

small section to support potential participants ability to understand and weigh up the 

information given. Consent forms were then given to potential participants who 

appeared to have capacity, which they were asked to read over before signing. 

Capacity to consent was continuously assessed throughout the study by the 

researchers at each subsequent meeting to check if there had been any significant 

decline in cognition or understanding of participation in the study. 

Primary outcome measures - Feasibility and acceptability 

 Bowen et al (2009) defines feasibility as ‘whether an intervention is 

appropriate for further testing; in other words, they enable researchers to assess 
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whether or not the ideas and findings can be shaped to be relevant and sustainable’. 

Acceptability is one area of focus when testing feasibility and is defined as ‘how the 

intended individual recipients—both targeted individuals and those involved in 

implementing programs—react to the intervention’. The current study assessed 

whether vCST is feasible to deliver as an online intervention for people living with 

dementia, whether it is an acceptable intervention by the people participating in it 

and whether it is feasible to test in a research trial setting.  Only quantitative 

measures of feasibility and acceptability will be reported in the current study 

(qualitative measures will be reported in the report by CF). This will include 

information on recruitment and retention, participant demographics at baseline, 

attendance and adherence, feasibility of outcome measures and fidelity. For the 

purposes of the study, the intervention will be deemed acceptable and feasible if 

retention rates, attendance rates and completion of outcome measures are higher 

than 75%. This figure was chosen as an indicator of feasibility and acceptability 

based on similar literature on trialling new interventions (i.e. Livingston et al, 2019). 

Secondary outcome measures - Mood and QoL 

All participants were asked to complete the same battery of tests at the pre- 

and post-measures assessments. Assessors remained blind to participants’ groups 

allocations at both pre- and post-measures assessments. Participants were asked to 

complete one mood measure and one QoL measure, which will be discussed in the 

current study, alongside two measures of cognition which will be discussed within 

the report by CF. Both the mood and QoL measures were administered verbally to 

participants over video call on ‘Zoom’. 

Mood - The Geriatric Depression Scale short form (GDS-15) is a 15-item 

questionnaire used to measures Depression symptoms in older adults (Sheikh & 

Yesavage, 1986) (see Appendix G). Although there is no previous evidence that 

group-based CST can improve mood, the GDS-15 was used in the current study to 

investigate whether any mood difficulties would be evident in the sample, given the 
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isolation that participants may have faced during the Covid-19 pandemic, whether 

vCST had impact on this and whether this measure was a feasible measure to use 

in further trials of vCST. The questionnaire consists of 15 questions relating to 

different symptoms of depression and is self-rated by the people living with 

dementia. Answers are given in a yes/no format and scored a 0 if the answer 

indicates absence of depression symptom or 1 if the answer indicates presence of 

depression symptom. Total scores range from 0-15 with scores higher than 5 

indicating likely signs of depression. The GDS-15 has been found to be a valid and 

reliable tool for measuring depression in dementia populations (Lach et al, 2010). 

QoL - The Quality of Life – Alzheimer's Disease (QoL-AD) is a 13-item 

questionnaire that measures QoL in people with dementia (Logsdon et al, 1999). 

The QoL-AD consists of 13 questionnaires relating to different domains of life and is 

self-rated by people living with dementia. Domains assessed include physical 

health, energy, mood, living situation, memory, family, marriage, friends, self as a 

whole, fun, ability to do chores around the house, ability to do things for fun, money, 

and life as a whole. Each item is rated on a four-point scale, where poor = 1, fair = 2, 

good = 3, and excellent = 4. Scores range from 13 to 52, with higher scores 

indicating better quality of life. The QoL-AD has been found to have high reliability 

and validity for use with dementia populations (Logsdon et al, 2002). 

Data Analysis for Secondary Outcomes 

Analysis for the secondary outcomes was conducted using SPSS version 27. 

Two mixed analysis of variances (ANOVAs) were employed to analyse the data 

from each questionnaire to determine whether there were any significant differences 

between the means of the pre-post test scores and between the treatment and 

control groups. For each ANOVA, the alpha was set at 0.05, time was set as the 

within subjects factor and group was set as the between subjects factor. 

Participant’s data were only included in the analysis if they completed both the 
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baseline and follow up assessments. Participant’s data were excluded from the 

analysis if they withdrew from the study at any point.  

 

Results  

Part 1 - Development of vCST protocol for people living with dementia 

Stakeholder Consultation 

Twenty participants took part in the consultation process across four focus 

groups. Group one was attended by three people living with dementia from the 

same third sector organisation in the south-west of England. One individual session 

was conducted by the researcher for a fourth people living with dementia from a 

different third sector organisation in the north of England. All four had attended 

group CST sessions in person before the first UK national Covid-19 lockdown before 

switching to virtual CST groups midway through the intervention. Group two was 

attended by four caregivers of people living with dementia, three recruited from a 

third sector organisation in the south-east of England and one from a third sector 

organisation in the south-west of England. Only one caregiver had cared for a 

people living with dementia who had previously attended vCST before. Group three 

was attended by Eight vCST facilitators, one of whom was recruited from the 

Facecog team and all others were recruited from various third sector dementia 

organisations across England. All had facilitated vCST sessions online previously. 

Group four was attended by four service managers recruited from various third 

sector dementia organisations across England, only one of whom worked for a 

service that had already implemented vCST sessions. The key ideas relating to 

each of the CFIR domains are outlined below (Tables 1. – 5.).  
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Table 1. Key questions and ideas relating to the ‘Intervention’ CFIR domain 
 
Stakeholder 
Group 

Key Questions Key Ideas 

People 
living with 
dementia 

- What aspects of CST 
would need to be 
different to successfully 
implement in an online 
setting 

- Need for sufficient access to technology 
- Limited access to physical objects for multisensory component of activities, however sessions still work well without this 
- Need for smaller group size than in-person CST. Optimal number of participants is four 

   
Caregivers - What aspects of CST 

would need to be 
different to successfully 
implement in an online 
setting 

- Limited access to physical objects for multisensory component of activities. This could be resolved by asking group members 
to bring objects themselves to each session to enhance discussions. These could be posted to people living with dementia by 
facilitators, purchasing these themselves or bringing objects they already have. 

- Need to support people living with dementia transition to attending sessions in online platform as may have little to no 
experience of using computer technology. 

- Could be resolved by offering a one-to-one ‘warm up’ session with the facilitator before the group begins to give people living 
with dementia experience of being on a video call. 

- Need for facilitators to be more directive, slower and simplified with discussions and for caregivers to have more of a 
supportive role than would be the case for in-person sessions. 

   
vCST 
Facilitators 

- What is the optimal 
group size? 
 

- Which CST sessions 
work well virtually and 
which need adapting? 

 
 
 
 
 
- Are session handouts 

helpful to people living 
with dementia in vCST? 

- Optimum group size is four to five 
 
 

- Sessions that work well virtually include sessions like childhood that are predominantly discussion-based as requires no extra 
resources or adaptations. 

- Sessions that are more difficult to deliver virtually include sessions such as food or being creative as the multisensory 
components are restricted without access to physical objects 

- Adaptations for online delivery include showing online images using a ‘share screen’ function or asking group members to 
bring household objects to the sessions to supplement discussions and adapting the warm-up activity to include throwing a 
‘virtual ball’ to group members, bringing a household object to discuss or listening to a song together 

 
- Handouts could be helpful to supplement sessions but may be difficult to get to group members if unable to print them from 

home or facilitators are not able to post them.  
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- Is it feasible for 
services to offer the 
recommended CST 
dose virtually, i.e., two 
sessions a week for 
seven weeks? 
 

- Which video 
conferencing app is 
best to use to deliver 
vCST? 

 
 

- Difficult for services to offer the recommended CST doses generally due to resource restrictions but easier for services to stick 
to this protocol in an online setting rather than in person as it did not require participants to travel. 

 
 
 
 
 
- ‘Zoom’ is the most popular video conferencing app to use for vCST delivery as it is most used and had some features that the 

make sessions more interactive and multisensory, including the share screen, whiteboard and clap functions. 
   
Service 
Managers 

- What are the 
advantages and 
disadvantages of 
implementing vCST in 
services? 

 
 
 
 
 
 
 
 
 
- What investments are 

needed for services to 
implement vCST 
successfully? 

- Advantage - vCST can increase attendance and access to CST compared to in-person sessions due to removal of travel and 
preparation time.  

- Advantage – vCST is relatively cheap to run so does not require large amounts of funding.  
- Disadvantage - Less peer support opportunities for caregivers as they are not able to spend time with each other whilst the 

people they care for attending sessions. This often occurs for people attended in-person CST.  
- Disadvantage - Increased role for caregivers in set up could mean that they become too involved if they participate and 

contributing in sessions themselves.  
- Disadvantage - Cohort of people living with dementia accessing vCST are generally less confident in or do not like using 

technology so maybe more likely to decline taking part or being able to engage in sessions. Engagement could be supported 
with smaller groups as this may encourage people to attend more.  

- Disadvantage - Having vCST sessions online may create difficulties in facilitating group cohesion compared to in-person 
sessions. Cohesion could be supported by facilitators being more directive in asking questions, encouraging group 
participation and having a second facilitator to support the process.   
 

- Investments required to implement vCST includes training staff in vCST delivery, allocating time for staff to prepare and 
evaluate the sessions and obtaining suitable technology for both group members and facilitators to access sessions. people 
living with dementia must have access to a laptop or tablet to make sure the screen is large enough. 
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Table 2. Key questions and ideas relating to the ‘Outer Setting’ CFIR domain 
 
Stakeholder 
Group 

Key Questions Key Ideas 

People living 
with 
dementia 

- Are there dementia 
interventions available to 
people living with 
dementia when they are 
unable to attend services 
in person?  
 

- Would people living with 
dementia participate in 
vCST if it was available to 
them? What would 
influence this decision?   

- No interventions/services for people who cannot access these in-person that people living with dementia are aware of but 
felt these are needed to increase access 

 
 
 
 
- Open to attending vCST if available if sufficient information given beforehand. This includes testimonials from previous 

attendees, being shown clips or demonstrations of previous sessions or attending with someone they knew. 

   
Caregivers - Are there dementia 

interventions available to 
people living with 
dementia when they are 
unable to attend services 
in person?  
 

- Would people living with 
dementia participate in 
vCST if it was available to 
them? What would 
influence this decision?   

- Only aware of online interventions primarily for caregivers but included joint groups with the people they cared for, not 
aware of any online interventions directly for people living with dementia. 

 
 
 
 
- Offer of vCST likely to be taken up by people living with dementia due to perceived benefits of brain stimulation, however 

this would need to be initiated and organised by caregivers. 

   
vCST 
Facilitators 

- To what extent can 
people living with 

- people living with dementia generally become more independent with using video conferencing as they gain experience 
with using it, although most always require caregiver support to set up.  
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dementia independently 
access vCST? 

 
 
 
- What factors or 

characteristics of people 
living with dementia affect 
their ability to engage in 
vCST? 

- Caregivers are essential in ensuring people living with dementia can access and participate in vCST, although caregivers 
should not become too involved by not participating in sessions and not contributing on behalf of the people they care for. 
 
 

- Characteristics of the people living with dementia that decrease their ability to engage in vCST include aphasia, visual or 
auditory impairments, more severe levels of dementia and group members’ abilities or concerns in using technology. 

- These can be supported by advising the use of headphones, using a bigger screen or using videos or testimonials from 
previous sessions to encourage new members to attend if they were not confident or had concerns about attending.   

   
Service 
Managers 

- Are there dementia 
interventions available to 
people living with 
dementia when they are 
unable to attend services 
in person?  
 

- What barriers are there 
for people living with 
dementia accessing 
dementia services? 

 
 
- What local or government 

policies or incentives can 
support implementation of 
vCST 

- There were some local and some national services for people living with dementia who are not able to attend services in-
person, such as telephone befriending and the Alzheimer's society helplines, but these are few and far between, have 
been suspended during the Covid-19 lockdown or are limited in the amount of support they can offer 

 
 
 
- Barriers for people living with dementia accessing dementia services include knowledge of what services are available and 

how to navigate these, worries relating to expectations of interventions or feeling assessed by services and having the right 
technology or means of accessing these services. people living with dementia can be supported with access by advertising 
services and interventions in a way that is understandable, attractive and reassuring. 

 
- Services are not aware of many policies to support vCST implementation however there are some policies to make local 

areas dementia friendly and national policies to digitalise health care in the NHS long term plan. 
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Table 3. Key questions and ideas relating to the ‘Inner Setting’ CFIR domain 
 
Stakeholder 
Group 

Key Questions Key ideas 

People 
living with 
dementia 

- What factors would affect 
the likelihood that people 
living with dementia would 
attend vCST 

 

- Factors increasing likelihood of participation include being easily accessible, being at a convenient time of the day, knowing 
that others in the group also had a diagnosis of dementia, other attendees living locally and having a group facilitator with 
good interpersonal skills to support efficient group facilitation. 

- Factors decreasing likelihood of participation include being a caregiver for another person as they would not have the time 
to attend or difficulty getting online because of poor internet or lack of knowledge around use of technology. 

- Some discomfort meeting others for the first time online as opposed to in-person but would not affect attendance. 
   
Caregivers - What factors would affect 

the likelihood that people 
living with dementia would 
attend vCST 
 
 

- What are the perceived 
benefits of vCST 

- Factors increasing likelihood of participation include knowing or remembering other group members on the screen, being at 
a convenient time of day that also capitalises alertness levels, having regular session reminders and playing back recorded 
session. 

- Factors decreasing likelihood of participation include larger group sizes and having a smaller screen 
 

- Benefits of vCST include social interaction with others, could create more conversation with partners and families and could 
be better online than in-person for people living in rural places or people who are unable to leave the house. 

   

vCST 
Facilitators 

- What organisational 
resources are required to 
run vCST? 

- The main organisational resources needed to run vCST are time for planning, adapting the sessions for online delivery, 
recruitment, group facilitation and administration alongside having access to the required technology, including a zoom 
subscription.   
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Service 
Managers 

- How are decisions on 
dementia treatments made 
centrally and locally? 
 
 

- Is there any local support 
available for vCST 
implementation? 
 

- How essential is vCST 
implementation in 
dementia services? 

- Most NHS services offer treatments or interventions that are evidence based and in NICE guidelines, whereas third sector 
services have more flexibility to offer interventions based on service user need.  

- Investments tend to be made more for intervention at the acute stages of dementia, such as acute bed space or care 
homes, rather than at the more preventative, early stages which could be more cost-effective in the long run. 
 

- There is no known local support for vCST implementation in services. Interventions such as vCST tended to be 
implemented from the bottom up rather than through top-down investments.  
 
 

- vCST implementation is essential in order to increase access for service users who are unable to travel. 
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Table 4. Key questions and ideas relating to the ‘Individual’ CFIR domain 
 
Stakeholder 
Group 

Key Questions Key Ideas 

People 
living with 
dementia 

- How confident/able do 
people living with 
dementia feel about 
using video conferencing 
technology 
 

- What support is needed 
for people living with 
dementia to use video 
conferencing the access 
vCST? 
 

- Are people living with 
dementia able to stay 
engaged in vCST using 
video conferencing apps? 

- Using video conferencing initially daunting due to lack of experience.   
- However, video conferencing apps like ‘Zoom’ perceived positively once experienced as enables people living with dementia 

to see other people when social distancing, thus reducing feelings of isolation. 
 
 

- Unable to access video conferencing independently, therefore friend, caregiver or family member required to support with 
access alongside ‘how to’ guide. 

 
 
 
- Able to engage in sessions for 60 minutes without becoming tired or distracted. 

   
Caregivers - How confident/able do 

people living with 
dementia feel about 
using video conferencing 
technology 
 

- What are the facilitators 
and barriers for people 
living with dementia using 
video conferencing apps 
to access vCST 
 

- Video conferencing works well with people living with dementia but requires caregivers to set up and support in most cases. 
- Preference for ‘Zoom’ over other video conferencing apps due to experience. 
 
 
 
- Concerns with using this technology included sessions becoming interrupted if members are having internet issues and not 

being sure how private or secure using these apps were. 
 
 
 
- Engagement could be supported by caregivers giving gentle encouragement to engage and facilitators allowing some 

flexibility for participants to ‘dip in and out’ of sessions if needed. 
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- What support is needed 
for people living with 
dementia to use video 
conferencing the access 
vCST? 
 

- Are people living with 
dementia able to stay 
engaged in vCST using 
video conferencing apps? 
 

- What factors affect 
people living with 
dementia’s ability to 
engage in vCST? 

 
 
 
- Concerns that people living with dementia would find it difficult to concentrate or stay engaged online for a 60-minute 

session. 
 
 
 
- Factors affecting people living with dementia’s ability to engage in vCST include severity of cognitive impairment, facilitators 

integrating into the group rather than sitting outside of it and having a caregiver to support set up and attendance of 
sessions. 

   
vCST 
Facilitators 

- Do group facilitators 
require extra training to 
be able to run vCST 
groups? 

- Extra training would be beneficial for group facilitators to support them to run groups, especially in being able to operate 
video conferencing apps for vCST as facilitators may lack experience in using this technology. 

   
Service 
Managers 

- Do facilitators need 
training in being able to 
deliver vCST? 

- Training would be helpful for vCST facilitators, specifically in using zoom to deliver the sessions as this was something that 
staff had less experience with.   
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Table 5. Key questions and ideas relating to the ‘Process’ CFIR domain 
 
Stakeholder 
Group 

Key Questions Key Ideas 

People 
living with 
dementia 

- What were are the 
positives and negatives 
of people living with 
dementia’s experiences 
of vCST? 

- Positive include social component of groups being enjoyable, activities feel stimulating and more convenient attending 
sessions from home than traveling to services. 

- Negatives include finding it difficult to see what was on the screen if it was too small, so important to have a big enough 
screen for the session 

- Preference for in-person CST over vCST as difficult not having physical contact with others, but better to offer vCST than 
offer nothing as it facilitated connection with others. 

   
Caregivers - How can caregivers 

support engagement in 
vCST for the people they 
care for? 
 

- Do caregivers feel able to 
leave the people they 
care for to participate in 
vCST without caregivers 
present? 

- Engagement could be supported through encouragement, giving reminders close to the session, being present and 
prompting. 

 
 
 
- Caregivers able to leave people they care for to participate in vCST without them but would need to be nearby to offer 

technical support if needed. Caregivers are essential for reminding participants about sessions and to bring any objects that 
were agreed with the facilitators. 

   
vCST 
Facilitators 

- What measures can be 
taken to ensure that 
vCST groups can start on 
time? 
 

- How many facilitators are 
required to run vCST? 
 

- How can distressed 
group members be 
supported in vCST? 

- Measures to support facilitators to ensure groups start on time include sending reminder emails on the day, inviting people 
living with dementia to log in 10 to 15 minutes early, practicing use of zoom with people living with dementia before attending 
the group and having a second facilitator to manage technological issues. 

 
 
- vCST requires two facilitators, one to lead on session delivery and one to offer practical and emotional support to facilitators 

and group members as required. 
 

- Distressed group members can be supported by the second facilitator in a separate breakout room whilst the lead facilitator 
continues delivering the session and with a follow up telephone call after the session ends.   
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- What feedback has been 
received by people living 
with dementia who have 
experienced vCST? 
 

- Are people living with 
dementia able to stay 
engaged in vCST using 
video conferencing apps? 

- people living with dementia prefer to have CST in-person, however they prefer to have vCST than nothing as it helped them 
feel less isolated. 

- vCST should continue to run past the Covid-19 pandemic as it increases access to groups for people living in rural areas or 
who are unable to leave the house. 
 

- people living with dementia can find it difficult to stay engaged for a 60 minute vCST session compared to in-person CST 
- Engagement can be supported by breaking the session up more, directing questions to people who have not spoken in a 

while and staying in ‘gallery mode’ of the video conferencing app for as long as possible so group members can see each 
other talking, rather than looking at images. 

   
Service 
Managers 

- How can services 
support people living with 
dementia to engage in 
vCST? 
 

- Do services have the 
means to support vCST 
implementation? 

- Services can support people living with dementia engage in vCST by practicing zoom sessions beforehand to facilitate 
learning and confidence in using it for the group sessions and to offer meetings to service users before signing up in order to 
provide reassurance and answer questions about vCST. 
 

- Services are generally able to provide the technology and resources to staff to be able to deliver the intervention. Two 
facilitators are required in case there are technological or other resource issues. 
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Finalised vCST protocol and adaptations – Key features and adaptations to 

CST to make it more suitable for online use 

The feedback from the focus groups was used to make adaptations to the 

existing CST protocol and to create the finalised protocol for vCST, which is outlined 

below. Interestingly, there were no differences between the feedback from the UK 

facilitators and HK facilitator other than the cultural differences in activities, which 

was to be expected. Also, it was surprising to see the positive experiences reported 

by people living with dementia, given the lack of experience and trust in using 

technology also reported. This further highlighted the advantages and need of using 

technology for people who are not able to attend services in person as it can help 

facilitate interactions with others.   

Finalised session structure - Sessions followed the same structure as 

outlined in the group CST manual (Spector et al, 2020). Sessions started with 

introductions which included welcoming members to the group, orienting participants 

to time, date and place, doing a warm-up activity, singing the group song and 

discussing a newspaper article. Next, sessions focused on group members 

choosing an activity based on the session theme which the group would then 

participate in. Suggested activities were taken from the manual and adapted for 

online use if needed (i.e., interactive PowerPoint presentations of a price matching 

task for the ‘using money’ session). The final part of the session involved 

summarising the content covered in the session, seeking feedback from 

participants, reminding participants of the next session theme, including activities 

and materials they may need to bring, and then saying goodbyes. Sessions lasted 

45 - 60 minutes as stated in the manual, although participants were asked to log on 

10 minutes before the start time, to enable facilitators to give IT support if required, 

so that all participants could be online and ready at the agreed start time. 

Finalised session content - The programme followed the 14-session plan 

outlined in the CST group manual. Activity resources were developed by the author 
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based on the suggested activities in the manual and subsequent online adaptations 

developed alongside FaceCog HK. Some sessions contained activities that require 

facilitators to post or deliver additional materials to participants or for participants to 

source for themselves when agreed. However, in the current study researchers 

were unable to have additional resources sent or delivered to participants for 

practical reasons so any additional resources that might be required for an activity 

were discussed and agreed with participants at the end of the previous session to 

source for themselves. For example, session 8 ‘Being Creative’ contained an activity 

that required pen and paper so participants were asked at the end of session 7 

whether they would like to do this activity and whether they would be able to obtain 

these items themselves. Each session contained at least one activity that did not 

require additional resources needing to be obtained directly by participants in case 

participants felt unable to obtain these resources themselves. The final order of 

sessions matched the group CST manual (Spector et al, 2020) as outlined in table 

6. The finalised vCST protocol is outlined in Appendix H. 

 

Table 6. vCST Session Themes 
1. Physical games 

2. Sounds 

3. Childhood 

4. Food 

5. Current affairs 

6. Faces/Scenes 

7. Word association 

8. Being creative 

9. Categorising objects 

10. Orientation 

11. Using money 

12. Numbers games 

13. Word games 

14. Team quiz 

 

Adaptions for delivery of vCST online - Based on the ideas identified through 

stakeholder consultation, the following adaptations were made to the final vCST 

protocol: 
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• The video conferencing app ‘Zoom’ was chosen to deliver the sessions as 

this was the app most people had experience with and preferred 

• A ‘How to use Zoom’ guide was created and sent to participants before the 

group to support them with accessing the sessions (included in Appendix E.) 

• Participants were advised that they would require a laptop or tablet to access 

the sessions and not use a mobile phone 

• Sessions were set in ‘Gallery view’ so that all participants were on screen 

simultaneously 

• All participants were offered a one-to-one session on ‘Zoom’ prior to 

attending the group to give them experience with using the platform, 

alongside additional telephone support as required 

• Sessions ran for 45 to 60 minutes dependent on the group’s engagement 

levels during the session. Participants were able to dip in and out of the 

session if they felt unable to stay engaged but were encouraged to stay for 

the whole session if possible. 

• Participants were asked to sign into the session 10-15 minutes before 

starting so to allow sessions to begin on time and to give time to the second 

facilitator to contact participants who had not signed in 

• Reminder emails with the ‘Zoom’ link were sent to all participants the day 

before each session 

• Each group ran with two facilitators, one to lead on delivering the content 

and one to provide practical and other types of support as required 

• Each group ran with four participants as this was deemed as the optimum 

group size 

• If a participant was unable to access ‘Zoom’ sessions independently, the 

people living with dementia identified a named caregiver with both of their 



 83 

consent who would support them to access the sessions and to be contacted 

for any technical support 

• Any caregivers that were involved in giving support were advised not to 

attend the sessions with the person they cared for but to be nearby (i.e., in 

the next room) for the duration of the session in case they needed to give 

technical support to the participant 

• If activities required people to use physical objects, participants and their 

caregivers were told about this at the end of the previous session and asked 

to bring these to the session as required. This gave participants a week to 

gather these objects if needed. There was always at least one activity out of 

the activity options that did not require any objects or materials in case 

participants were unable to get these 

• Participants were given a choice from two warm up activities at the beginning 

of each session: 

o Throwing a ‘virtual ball’ to each other to ask and answer questions 

related to the session theme 

o Choosing coloured cards (prepared by the facilitator on PowerPoint) 

and answering attached questions relating to the session theme 

 

 Part 2 – Feasibility Pilot Study  

The feasibility of the developed protocol was tested on three vCST groups in 

a feasibility pilot study. Two groups were delivered by different researchers within 

the study in the UK and one of the groups was delivered by occupational therapists 

within a dementia service in the Republic of Ireland. All groups were facilitated by 

two facilitators, with one facilitator leading on delivering the content and structure of 

the group and the second facilitator offering technical and practical support to 

participants and the main facilitator. All sessions were conducted using the online 

video conferencing platform ‘Zoom’ so that participants could join from their own 
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homes. All sessions were recorded so that observational data could be analysed at 

a later date, however this will not be discussed in the current study. 

Of the 32 people living with dementia expressing interest in taking part in the 

feasibility pilot study, 22 were recruited and completed baselines assessments (see 

Figure 1. for flow diagram of recruitment and retention of participants). Basic 

demographics at baseline are summarised in table 7. Following randomisation, 12 

participants were allocated to receive vCST and 10 were allocated to the control 

group for treatment as usual (TAU).  

  

 

 

 

 



 85 

Figure 1. Flow diagram of recruitment and retention of participants  
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 Table 7. Participant demographics at baseline  

Characteristics All participants  
(n = 22)  

vCST (n = 12) TAU (n = 10) 

Age (years)        

Mean (SD)  72.36 (9.32)  73.75 (8.26)  70.70 (10.66)  

Range  48 - 87  60 - 87  48 - 84  

Gender        

Female (%)  14 (63.6)  8 (66.7)  6 (60.0)  

Male (%)  8 (36.4)  4 (33.3)  4 (40.0)  

Ethnicity        

White British (%)  14 (63.6)  7 (58.3)  7 (70.0)  

White Irish (%)  6 (27.3)  4 (33.3)  2 (20.0)  

White European (%)  1 (4.5)  1 (8.3)  0 (0.0)  

Mixed White and Black 
Caribbean (%)  

1 (4.5)  0 (0.0)  1 (10.0)  

Diagnosis        

Alzheimer’s Disease (%)  11 (50.0)  7 (58.3)  4 (40.0)  

Posterior Cortical Atrophy (%)  1 (4.5)  0 (0.0)  1 (10.0)  

Frontotemporal Dementia (%)  1 (4.5)  0 (0.0)  1 (10.0)  

Korsakoff Syndrome (%)  1 (4.5)  0 (0.0)  1 (10.0)  

Mixed Alzheimer’s Disease and 
Vascular Dementia (%)  

2 (9.1)  2 (16.7)  0 (0.0)  

Mixed Alzheimer’s Disease and 
Posterior Cortical Atrophy (%)  

1 (4.5)  1 (8.3)  0 (0.0)  

Mixed Vascular and 
Frontotemporal Dementia (%)  

1 (4.5)  0 (0.0)  1 (0.0)  

Dementia Unspecified (%)  4 (18.2)  2 (16.7)  2 (20.0)  

QoL-AD Score        

Mean (SD)  35.82 (6.86)  36.17 (7.59)  35.40 (6.24)  

Range  24 - 49  25 - 49  24 - 43  

GDS        

Mean (SD)  4.55 (3.97)  4.42 (3.53)  4.70 (4.64)  

Range  0 - 12  1 - 11  0 - 12  
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Primary outcomes - Feasibility and acceptability  

Recruitment and retention  

Thirty two people expressed initial interest in taking part in the feasibility pilot 

study. Four people (12.5%) did not meet the eligibility criteria to take part and, out of 

the remaining 28 people, six people (21.4%) declined to participate due to not 

wanting to attend a group online. Twenty two out of the original 32 people (68.8%) 

consented to take part in the feasibility pilot study. All 22 participants (100.0%) 

completed baseline measures of which 20 (90.9%) were retained by the follow up 

assessment. One participant from the vCST group withdrew before follow-up due to 

ill health and one participant from the control group withdrew before follow-up as 

they no longer wished to participate as they were finding it difficult getting online for 

the follow-up assessment.  

Attendance and adherence  

Of the twelve participants allocated to the vCST group, eleven (91.7%) 

completed the sessions to the end. Six (54.5%) participants attended all 14 sessions 

and overall attendance was 95.5%. Two participants missed two sessions and three 

participants missed one session with reasons for missing sessions including 

attendance at other appointments and forgetting to attend the session.  

Feasibility of outcome measures  

Both the QoL-AD and GDS measures had a 100% completion rate with no 

missing data on either. All of the participants were able to have both their baseline 

and follow up assessments completed by the same researcher.  

Fidelity  

No fidelity checklists were used in the study due to time constraints and 

researcher capacity, however none of the researchers reported any difficulties with 

following the vCST protocol.  
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Secondary Outcomes - Exploratory Analysis  

  Two mixed ANOVAs were employed to determine whether there were any 

significant differences between the means pre-post intervention and between 

groups. The means are presented in Table 8. below. For the QoL-AD, there was no 

significant differences between the means of the pre-post test scores, F (1, 18) = 

1.28, p > 0.05, the two groups, F (1, 18) = 0.09, p > 0.05, or within the interaction of 

group and time, F (1, 18) = 0.23, p > 0.05. Similarly for the GDS, there was no 

significant differences between the means of the pre-post test scores, F (1, 18) = 

1.01, p > 0.05, between the two groups, F (1, 18) = 0.06, p > 0.05, or within the 

interaction of group and time, F (1, 18) = 1.01, p > 0.05.  

 

Table 8. Means and standard deviations for QoL-AD and GDS scores pre and post intervention 
for vCST and TAU groups 
 

   
Measures   

Pre-intervention scores     Post-intervention scores  

vCST Mean (SD)   TAU Mean (SD)      vCST Mean (SD)     TAU Mean (SD) 

QoL-AD   36.18 (7.96)   35.67 (6.56)      37.55 (4.72)   36.22 (8.38)   

GDS   4.27 (3.66)   4.22 (4.66)    3.36 (2.38)   4.22 (4.27)   

 
QoL-AD - Quality of Life – Alzheimer's Disease; GDS – Geriatric Depression Scale   
 
 

Discussion 

The current study aimed to investigate the feasibility and acceptability of a 

new vCST protocol by running a feasibility pilot study with 22 participants. It also 

aimed to investigate the impact of this intervention on measures of mood and 

QoL. The current study demonstrated that delivering vCST online to people living 

with dementia is both feasible and acceptable and that it is also feasible to test this 
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intervention in a research setting. However, there was no initial evidence found of 

the impact of vCST on mood or QoL, possibly due to sample size and other factors 

relating to assessing these outcomes in the context of a feasibility pilot study. These 

findings will be explored further below.  

Feasibility and acceptability  

The developed vCST protocol and guidelines appeared to be both feasible to 

be delivered as an intervention for people living with dementia and acceptable to the 

people participating in it. 21.4% of the people who initially showed interest in taking 

part in the study and were also eligible to participate declined to participate following 

the initial zoom meeting with the researcher. The main reason for this was that they 

did not wish to participate in a group intervention in an online setting. However, as 

78.6% did consent to participate following this meeting, it suggests that vCST was 

generally acceptable as an intervention to people living with dementia at the ‘sign 

up’ stage.  

However, this should be looked at with caution as the study used a sample 

of self-selected participants that were recruited either by responding to adverts for 

the study or by being asked to participate whilst waiting on a waiting list for in-

person CST. Also, most participants required support from caregivers who had 

sufficient skills in using technology and who were able to give up their time in order 

to access vCST. This may have created bias in the sample and in the data as this 

would have excluded people living with dementia who are not able to independently 

access vCST and do not have a caregiver with these characteristics to support 

them. Both of these factors mean that it is difficult to generalise the findings to the 

wider dementia population. 

Following participation in the groups, vCST appeared to be highly acceptable 

to people living with dementia and feasible to deliver as an intervention with this 

population as 91.7% of participants completed the sessions to the end, 54.5% 

participants attended all 14 sessions and overall attendance to sessions was 95.5%. 
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Even though only 54.5% attending every session, the remaining participants only 

missed one to two sessions each due to other health appointments or forgetting 

about the session, suggesting that it is still a highly acceptable intervention. In 

addition, the one person who was not able to attend vCST to the end terminated 

their participation for reasons unrelated to the study or intervention itself.    

The current study also demonstrated that it is feasible to test the effects 

of vCST in a research trial context. The study had a good recruitment rate (68.8%) 

and an excellent retention rate (90.9%) suggesting that it is feasible to recruit and 

retain an appropriate number of participants in a study of this kind. As only one 

person withdrew their participation in the control group, the randomisation process 

appeared to be acceptable to people taking part even if they did not receive the 

intervention. For everyone who completed the study to the end, there was a 100% 

completion rate for all outcome measures (including the cognitive measures 

reported on in the report by CF) suggesting that they are both acceptable and 

feasible measures to be delivered as part of a vCST research study. Although 

assessing fidelity was beyond the scope of the current study, facilitators reported no 

difficulties with following the vCST protocol.   

Further evidence supporting the feasibility and acceptability of vCST as an 

intervention for people living with dementia and as a focus for testing in research 

trials is demonstrated by comparing it to the original RCT for group, in-person CST 

by Spector et al (2003). In this trial, 84.4% of the treatment group completed the trial 

(compared with 91.7% in the current study), 81.4% of the control group completed 

the trial (compared with 90% in the current study) and the mean number of attended 

sessions was 11.6 (compared with 13.4 in the current study). Although some of the 

reasons for not completing the intervention in the original study by Spector et al 

(2003) were unclear, one reason for the disparity between the studies could be that 

participants are more likely to be able to attend vCST than in-person CST due to the 

convenience of being able to attend from their home. This is supported by ideas 
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emerging from the focus groups in stage one of the current study, as many of the 

stakeholders suggested that being able to attend from home would increase the 

likelihood of being able to attend sessions. However, this should be interpreted with 

caution as this comparison is made with a study that has a significantly larger 

sample than the one in the current study. 

Mood and QoL 

 The current study did not find initial evidence that the developed vCST 

protocol had any impact on outcome measures relating to mood or QoL. This 

partially fits the findings of previous research that there is a lack of evidence for the 

impact of CST on outcomes of mood (Aguirre et al, 2013; Lobbia et al, 2018). 

However, the lack of evidence for change in QoL outcomes found in the current 

study contradicts evidence of improved QoL in this previous research. There a 

several factors that could explain these findings, the first of which lies in the study’s 

sample size. As a feasibility pilot study, the current study only recruited very small 

samples as the main aim was to test the feasibility of the protocol and the feasibility 

of running a larger trial. However, this means that the sample is likely to be 

significantly underpowered and would therefore decrease the likelihood of being 

able to detect a true effect (Button et al, 2013).  

The other explanation is that because the sample was not taken specifically 

from a population of people living with dementia who are also depressed and/or 

have a low QoL, the majority of participants in the current study started off scoring 

lower on the GDS and higher on the QoL-AD. This leaves little room for change in 

scores post-group unless mood and/or QoL significantly worsen, therefore and 

significant improvements in these areas are unlikely to be detected. If the sample 

had been taken from a people living with dementia population that was experiencing 

symptoms of depression or poorer QoL then it could have increased the likelihood of 

being able to detect a true effect. Given this finding, it does not seem feasible to use 
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the GDS-15 in future trials of vCST but further investigation is required for the use of 

the QoL-AD given the contradictions with previous evidence. 

Strengths and limitations 

 There are several strengths identified in the current study. The final vCST 

protocol developed in the study is an adapted version of the current group CST 

protocol developed by Spector et al (2020), which already has a strong evidence 

base for benefitting people living with dementia in itself (i.e., Aguirre et al, 2013; 

Lobbia et al, 2018). This makes the findings from the current study easier to 

compare to previous research that uses the group CST protocol. These 

comparisons are further facilitated by the current study’s use of the QoL-AD and 

GDS questionnaires as these are outcome measures that have been used in 

previous CST research. Another strength of the study is the use of stakeholder 

consultation in the development of the final vCST guidelines and protocol. This is 

especially important given that both the people living with dementia and the group 

facilitators had both experienced vCST sessions prior to attending the focus groups. 

Stakeholder consultation is essential in creating new interventions as it can help to 

identify problems, solutions and priorities in the development and implementation 

process that researchers may not be aware of (Cathain et al, 2019).  

Despite these clear strengths, a number of limitations were also identified in 

the current study. Following the randomisation procedure for the first UK group, 

participants were informed of their group allocations before their baseline measures 

assessments. Researchers believed that it was not possible to blind participants to 

group allocations for this study given the limited time this would leave caregivers to 

organise support to participants between the assessment and first group session. 

However, this was reassessed for the Republic of Ireland and other UK groups as it 

was felt that it was actually possible to blind participants to group allocation at the 

baseline measures assessment by informing participants and their caregivers to 

prepare for the eventuality of being allocated to take part in vCST. By not blinding 
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the first group, this may have introduced unnecessary bias into the data as 

participants knowing which group they have been allocated to when they are 

completing baseline measures could have affected their performance (Karanicolas 

et al, 2010). 

Another limitation relates to the collaboration with the HK Facecog team. 

Whilst collaboration at the development stage of the study was a strength of the 

current study as it could facilitate future comparisons, it was not within the scope of 

the study to consider more than the pragmatic approaches outlined in the methods 

or to consider comparisons at the implementation stage. Given that the evidence 

that people’s experiences of dementia and their use of services differs between 

western and non-western cultures (i.e. Wong et al 2018), it is important to consider 

these approaches further and there may be further need for cross-cultural 

adaptations that were not identified in the current study. 

Some limitations were identified in relation to the sample that was selected 

for the study. The first of these relates to the use of a small sample size for the 

study. Although having a small sample size was appropriate in the context of 

running of pilot feasibility study, the study was likely to be underpowered and less 

likely to detect a true effect as a result. Another limitation of the sample relates to 

the sample demographics. Although the sample was able to capture a good balance 

of genders and dementia types, almost all of the participants identified their ethnicity 

as white. This makes it difficult to generalise the findings to populations of people 

living with dementia from minority ethnic backgrounds. Also, there may be other 

biases present in the sample as the average age was relatively young for a 

dementia population (72.36) and the recruitment method of using a research 

website to find participants may have resulted in recruiting people living with 

dementia who are more computer literate and have a higher educational 

background than the general dementia population. Collecting demographic 

information on these characteristics could have helped to understand the 
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generalisability of the data. Therefore, future research should attempt to capture this 

information in order to support using a more diverse sample. 

Implications 

Despite CST being a popular, widely available and beneficial psychosocial 

intervention for people living with dementia, it still remains inaccessible to those who 

may be unable to travel due to health reasons, socioeconomic reasons and 

geographical reasons, as well as to those who are having to socially distance during 

the recent Covid-19 pandemic. The findings of the current study suggest that 

running CST groups virtually is feasible, acceptable and may still be beneficial to 

those taking part. As such, a larger RCT would be appropriate to establish the 

efficacy of vCST, to further investigate potential benefits and to establish the 

acceptability, feasibility and impact on different dementia populations. This would 

include conducting vCST research with larger sample sizes, with people living with 

dementia reporting high levels of depression and poor QoL and with people living 

with dementia from different minority and/or cross-cultural groups. It would also be 

important to include further stakeholder consultation to establish acceptability of 

both the vCST protocol as a whole and each individual session plan. This could be 

done through focus groups and through sessional feedback from participants. 

In addition to further investigation of the factors identified in the current 

study, there are other outcomes that would be important to include in future 

research. One such outcome would be to measure the facilitators fidelity to the 

vCST protocol. Fidelity is defined as “the degree to which ….. program providers 

implement programs as intended by the program developer” (Dusenbury et al, 

2003). Fidelity is important as it increases the reliability and validity of the data as all 

participants are more likely to receive the same intervention if all facilitators are able 

to follow the protocol as closely as possible. Fidelity is usually measured by creating 

or using a checklist relating to important elements of the intervention protocol that 

facilitators score if they were able to meet each requirement. Another outcome that 
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may be useful to measure would be observational data on recordings of vCST to 

investigate participants ability to stay engaged throughout the session. Gaining 

observational data on engagement is beneficial as the vCST protocol may need to 

be adjusted if people living with dementia are not able to engage in 45 to 60-minute 

session, however participant self-report measures of engagement may not be an 

accurate indicator of this (Parekh et al, 2018). This data could be collected either 

through development of a coding system for researchers to use when watching 

video recordings of sessions or by using face recognition technology. 

Conclusion 

Overall, a 14 session vCST protocol developed in the current study was 

feasible and acceptable as a psychosocial, e-health intervention for people living 

with dementia. We therefore recommend that vCST is offered as an intervention 

across dementia services in order to increase access to a CST programme for those 

who are otherwise unable to access CST in-person, for reasons including health, 

mobility and transport problems. This is especially important when services are not 

able to offer in-person CST due to social distancing needs during current and future 

pandemics. Larger trials on vCST are required to further investigate benefits on 

mood and QoL and to assess the intervention’s impact on a variety of factors. 
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Introduction 

This appraisal outlines some reflections from my journey through the 

research process of developing a new intervention protocol for virtual Cognitive 

Stimulation Therapy (vCST). It will begin by describing the personal and 

professional experiences that led me to develop interest in researching this area. It 

will then discuss some of the benefits of conducting this type of research and some 

of the challenges I experienced relating the Covid-19 pandemic, recruitment and 

piloting the vCST intervention. Lastly, I will give some recommendations for future 

facilitators of vCST and some reflections on the learning that I have taken from the 

research process. 

 

Locating myself in the research 

 My interest in working with older adults and, specifically, working with people 

living with a diagnosis of dementia (people living with dementia) has stemmed from 

both personal and professional experiences of this client group. Prior to beginning 

the Doctorate in Clinical Psychology, I worked in health services that catered 

predominantly for older adults and people living with dementia. This included an 

inpatient stroke neurorehabilitation service and an outpatient memory clinic. Working 

in these services exposed me to several aspects of this client group’s experiences 

that I had previously lacked awareness of and fuelled my drive in contributing to the 

support of older adults and people living with dementia in both clinical and research 

contexts. 

One aspect that I was particularly disheartened by was how excluded older 

adults often were in making decisions about their life and how their voices were 

easily dismissed. This was particularly the case in settings where I found myself 

working with people living with dementia. I observed this exclusion occurring within 

the numerous systems that any particular individual found themselves in. I noticed 

that this would occur in interactions between the individual and clinical staff where 
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decisions around the individual’s care would often be deferred to their partner and 

family. I also noticed this within the individual’s own family system, where partners 

and children would often answer questions or speak on behalf of the individual, 

would get frustrated with or shut down the things they had to say and would 

‘infantilise’ them by speaking to them using a form of ‘Elderspeak’ (Kemper, 1994). 

Whilst I appreciated that issues relating to capacity and language impairments often 

meant that family and caregivers needed to be involved to support care decisions, 

this was not always done in a way to give people living with dementia a voice. 

Another aspect of the experience of people living with dementia that really 

struck me is the frequency in which communication breakdown occurs between 

them and their caregivers and the impact this can have on both parties. When 

meeting with people living with dementia and their families during my time in 

dementia services, I often noticed each party becoming easily frustrated with the 

other when trying to communicate. Similar to what has been reported in the 

literature (Savundranayagam et al, 2005), this seemed to occur most when 

caregivers were reporting high levels of perceived caregiving burden and stress 

alongside care receivers developing difficulties with memory and language. This 

would result in both parties becoming highly critical towards each other, not listening 

to each other and reporting an increase in difficulties within the relationship.  

I also have experiences of observing this in my personal life, often feeling 

sad and frustrated at observing these communication breakdowns in the knowledge 

that the situation could be improved if both parties were able to work on 

communicating better with each other. Despite frequently observing these 

communication difficulties in my personal and professional lives, none of the 

services I worked for or were aware of offered any specific interventions to support 

communication improvement between people living with dementia and their 

caregivers. As I feel passionately about such interventions being more widely 
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available, I have become interested in supporting the development and 

implementation of such through research and clinical practice. 

Another intervention that I became interested in through my clinical work was 

Cognitive Stimulation therapy (CST) (Spector et al, 2003). Through my professional 

and personal experiences, I felt saddened at observing the decreasing 

opportunities, motivation and encouragement from others to engage in mentally 

stimulating activities for a large number of people living with dementia following the 

onset of dementia symptoms. As a result, I would see a lot of people living with 

dementia conversing less with others and increasingly engaging in less stimulating 

activities despite evidence that engaging in more stimulating activity and discussion 

can be beneficial to their cognition and quality of life (Woods et al, 2006). Being 

involved in facilitating CST groups prior to training showed me how it important it 

was for it to be widely available and accessible to people living with dementia in 

order to not only provide mental stimulation, but also to provide a space to be social, 

have fun and feel heard when these may be missing or minimal in their day to day 

lives. I distinctly remember being touched by one group member saying that they 

were thankful for the opportunity to be able to express their opinion when discussing 

current affairs as this is something they no longer felt able to do with their family 

since the onset of their dementia. As such, I feel passionately at working towards 

making CST increasingly more available and accessible to people living with 

dementia. This project appealed to me as it spoke to my passions and interest in 

developing psychosocial interventions for both people living with dementia and their 

caregivers, as well as being able to engage in clinical work in a research setting.  

 

Benefits of implementation and feasibility research 

When selecting a thesis project, it was important for me to be able to be 

participate in research that involved being able to deliver an intervention or to 
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consult with people with lived experience directly, as this fit with my strengths as a 

clinician and with my passions for increasing access to psychological interventions. 

Implementation and feasibility research enabled me to do just this. Feasibility 

studies play a crucial role not only in psychological research but also in many other 

research domains as they shape the foundations of the larger scale trials that inform 

the evidence-based interventions used in clinical settings around the world (Tickle-

Degnen, 2013). Conducting feasibility research can have multiple benefits. For 

example, Elridge et al (2016) found that conducting a feasibility study before a larger 

trial can reduce problems related to recruitment, attrition, compliance, inadequate 

outcomes measures and smaller than expected effect sizes. Other benefits include 

‘bridging the research to practice gap’ by trialling interventions in real world settings, 

improving the quality for larger research trials by testing out optimal research 

designs and reducing the chances of wasting resources on trials that would not 

produce worthwhile results (Gadke et al, 2021). Despite this importance, feasibility 

research is often conducted in an inappropriate manner as studies tend to focus too 

much on outcomes rather than looking at acceptability and feasibility of the 

intervention, assessment and research design itself (Gadke et al, 2021).  

There are multiple elements of feasibility and implementation research that fit 

with my identity as a clinician and as a researcher. Designing an intervention 

protocol from the ground up meant that I was able to work creatively, flexibly and 

collaboratively with others and garnered a sense of investment, freedom and reward 

that fit with my values. Being able to work with smaller samples and looking at a mix 

of quantitative and qualitative data meant that I was able to assess outcomes at 

both a group and individual level. This was important as I see the value in both 

statistical data that evaluates amalgamated outcomes to provide evidence that can 

be more generalised to larger populations, but also in qualitative data that helps 

understand nuances that need to be considered at an individual level. 
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One element of this research that was particularly important to me was being 

able to collaborate with experts by experience in the intervention development 

process. Involving experts by experience in research, especially in feasibility and 

implementation studies, is crucial as it makes the outcomes of studies more 

meaningful to those it may benefit, bring researchers’ attention to ideas that may not 

be in their awareness and can lead to higher rates of recruitment and retention 

(Domecq et al, 2014).  Being able to consult people living with dementia who had 

lived experience of taking part in groups, alongside caregivers and professionals, 

were some of the most rewarding parts of the research process as I was able to 

learn about the elements of vCST that were most important to those who it would 

benefit. This consultation was also essential for developing best practice guidelines 

to be disseminated to future vCST facilitators that focused on creating the optimal 

group conditions based on lived experiences. However, I feel that we did not 

maximise the extent to which experts by experience could input into the finalised 

vCST protocol as we did not consult them on the final draft. Although this 

consultation did not occur due to the time constraints of conducting the study as part 

of a doctoral thesis, it would have been important to share the final draft of the 

protocol with experts by experience in order to gain feedback and increase the 

acceptability and feasibility of the intervention.  

 

Challenges in conducting dementia research during the Covid-19 

Pandemic 

Despite the overall success of the project, I encountered several challenges 

throughout different stages of the research journey. Some of these were challenges 

that regularly occur when conducting dementia research, such as recruitment 

difficulties resulting from reduced awareness of research opportunities and need for 

a research partner (Bartlett et al, 2018). However, there were some very specific 

challenges that occurred throughout the process that resulted from conducting this 
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type of research during the Covid-19 pandemic. These will be outlined in more detail 

below. 

Impact of the Covid-19 pandemic on the project 

Prior to the start of the Covid-19 pandemic, the original project proposal was 

to develop and trial a new group-based communication training programme for 

caregivers of people living with dementia. The components of the intervention were 

to be designed following a systematic review of the current evidence base and 

stakeholder consultation with people living with dementia and their caregivers, 

before trialling this in a feasibility pilot study. This was to be a joint project with 

Cerne Felstead (CF). Following acceptance of the project proposal by the 

department, we went on to write and submit UCL ethics to the Research Ethics 

Committee and I began work on finding relevant papers for the systematic review. 

However, following the first UK national Covid-19 lockdown, a decision was made 

between myself, CF and our primary supervisor Aimee Spector to cease working on 

the project and to develop and propose a new project to begin working on. This 

decision was based on conversations with dementia services who reported that it 

had become increasingly difficult to engage caregivers in online groups and 

interventions, as caregivers felt less able to attend alongside an increase in 

caregiver burden and responsibilities. This is further support by recent studies that 

found caregiving burden and intensity had increased significantly as a result of 

Covid-19 (Kohen et al, 2021). 

Making this decision was very difficult and frustrating as we had already put 

months of work into the original project and would mean having to start again with a 

new project proposal and ethics application. I was particularly worried about the 

prospect of having to start a new systematic review as I had already put a significant 

amount of work into my literature search. However, to my relief, it was agreed with 

my supervisors and the department that I could continue with my original systematic 

review as planned given the progress I had already made on it and the decisions on 
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changing the project being based on exceptional circumstances outside of my 

control. Despite these difficulties and stressors, it was ultimately felt that to be the 

right decision to take as the uncertainty of the pandemic had increased the risk that 

it would not be feasible to pilot this intervention with caregivers.  

Challenges with Recruitment 

At the outset of the project, we opted to apply for ethical approval through 

the university’s Research Ethics Committee as NHS ethical applications are often 

found to be a lengthy and complex process (van Teijlingen et al, 2008). We felt that 

this would benefit the research process as it would enable us to have more time for 

recruitment and data collection if we were able to gain ethical approval swiftly. 

Whilst ethical approval was achieved in this timely manner, there were a number of 

unanticipated recruitment difficulties that ultimately led to a delay in data collection 

regardless.  

The first of these relates to the initial recruitment method that was proposed 

which was designed to reduce the risk of participants feeling coerced into taking part 

in the study. As research indicates that people living with dementia are less likely to 

have capacity to consent to participate in treatment or research as cognitive 

impairment increases (Warner et al, 2008), it was important to develop a recruitment 

process that provided the best conditions for supporting this population to participate 

in the study. This included trying to empower people living with dementia to make 

their own choices about their participation to mitigate any sense of feeling coerced 

into taking part (Cowdell, 2006). One way of achieving this was to design the 

recruitment pathway so that potential participants are required to make initial contact 

with the researchers after receiving information via advertisements, rather than the 

researchers making initial contact after receiving referrals from others.  

Whilst this was thought to be helpful to reduce coercion and increase 

autonomy, it appeared to create some difficulties with the recruitment process. 
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Despite trying to reach as many people living with dementia as possible through 

advertisements and attendance at service user meetings within third sector 

organisations, we received only two responses back from potential participants over 

a two-month period. Although we were not able to gain any specific feedback about 

why this was the case, it was hypothesised that the recruitment process was 

creating a barrier for potential participants due to cognitive impairments, lack of 

caregiver support and beliefs about help seeking reducing the individual’s ability to 

make first contact (Bartlett et al, 2018; Werner et al, 2014). Due to the time limits of 

the project and the barrier that this recruitment design had created, we decided to 

change this via an ethics amendment so that researchers were able to make first 

contact upon receiving contact details from referrers with the consent of participants. 

Once this amendment had been approved, we noticed a significant increase in 

uptake at the initial recruitment step. Whilst making this ethics amendment improved 

recruitment into the study, we remained mindful of continuing to try to reduce 

feelings of coercion throughout the rest of the process.  

Another difficulty we faced with recruitment was with trying to mitigate 

selection bias. Selection bias occurs when there is a ‘systematic difference between 

the characteristics of those selected for the study and those who are not’ 

(Henderson & Page, 2007). People who volunteer to take part in dementia research 

trials tend to be white, more highly educated, have higher socio-economic status 

and be more sociable (Dodge et al, 2014; Wong et al, 2019). Dementia research 

that requires the use of computer technology is also more likely to attract volunteers 

who are already computer literate (Dodge et al, 2014). As there is often this disparity 

between dementia research populations and clinical dementia populations, results 

can fail to generalise to those who do not fall within these demographics (Mendelson 

et al, 2016). Given the time constraints that occurred within the current study, this 

was a barrier that we were not able to work around and, as a result, our final sample 
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consisted of volunteers possessing the characteristics mentioned above. In 

hindsight, this is something that I wished we had spent more time thinking about as 

a research team, in order to diversify a research sample that can be more 

generalised to the general dementia population. Specifically, I would have liked to 

focus on trying to recruit more participants from minority ethnic backgrounds in order 

to have a more representative sample. 

Challenges with the intervention 

Despite the overall success of the intervention, there were several 

challenges that we faced in its delivery. One such challenge relates to the reliance 

of caregivers on people living with dementia being able to access vCST. Caregivers 

have always played an essential role in people living with dementia being able to 

access dementia services and interventions, so the challenges that this brings are 

well known (White et al, 1995). However, there were additional caregiver 

characteristics that were highlighted throughout the study that factored into the 

people living with dementia’s participation in the intervention. The main two 

characteristics that appeared to create the biggest challenges were the caregivers’ 

ability to use technology and the caregivers’ ability to give up their time to support 

the people living with dementia to participate. Although we were successful in 

recruiting and retaining enough participants for the study, there were many potential 

participants that did not end up taking part. This was due to the people living with 

dementia only being able to access vCST with the support of the caregivers who 

were either not literate in using computer technology or were unable to give up their 

time due to work commitments or travelling distance.  

Another challenge that we faced was with the use of technology to deliver 

the vCST sessions. Although the use of computer technology in the study went 

better than expected considering how many people were able to fully participate with 

very little problem, there were some occasional, minor problems encountered that 
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made sessions run less smooth in comparison to in-person sessions. For example, 

the sessions relied heavily on both participants and facilitators having a good 

enough internet speed to enable videoconferencing with others. However, if a group 

member’s internet speed was slow during a particular session, this not only affected 

the person’s ability to engage in the session as the video would freeze, but it would 

also disrupt and slow down the flow of the session as whole. Another example 

relates to the use of the ‘sharescreen’ function on ‘Zoom’ to support the 

multisensory principle of CST (Spector et al, 2020). Microsoft PowerPoint materials 

were created to support activities in each session that could be shown to 

participants using the ‘sharescreen’ function on ‘Zoom’, in order to supplement 

discussions with visual information. However, when this was shared in practice, it 

would often result in part of the screen being obscured from view from participants 

because of the way that the ‘Zoom’ display was set up. As participants felt that they 

were not proficient in using ‘Zoom’ themselves, there was no way to change this. 

Whilst this did not detract away from the being able to participate in the activity itself, 

it again disrupted the flow of the session and took up valuable time trying to 

overcome. 

 

Recommendations for the sessions 

Whilst the project focused heavily on developing a protocol and guidelines 

for delivering vCST sessions, it is important to remain flexible to the needs of the 

group. Facilitators should try to ensure they are able to cover each section of the 

session plan, however they should try to shift focus to the activities that group 

members are finding most stimulating in line with feedback being received, as long 

as this remains concordant with CST key principles (Spector et al, 2020). For 

example, group members from one of the vCST groups in the study reported that 

they particularly found the current affairs discussion on news articles more mentally 
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stimulating and enjoyable than other activities in the session, so there was more 

time allocated to focusing on this than suggested in the session protocol. This 

heavily leans into the principle of giving choice, which I found to be one of the most 

important principles to keep in mind throughout the sessions, as I noticed that it 

gave group members a sense of agency and investment in participating in the 

sessions.  

Another recommendation that is important to keep in mind is that, whilst 

group facilitators are by no means required to have significant skills and experience 

in using computer technology, being able to maximise the technology’s potential will 

improve group members experience of vCST. When inviting potential group 

members to take part in vCST, facilitators should ensure that they have access to an 

internet connection with sufficient speed, a laptop rather than a phone or tablet with 

a big enough screen to be able to see other participants well, access to ‘Zoom’ or 

the videoconferencing app that will be in use for sessions and a caregiver, if 

needed, who is literate in using computer technology in order to support the group 

member to access the sessions with relatively little difficulty. It will also greatly 

benefit the session if the facilitator is able to make use of video conferencing app 

functions, such as ‘screenshare’ or ‘whiteboard’ that is available on ‘Zoom’, and if 

session materials that can be shown to participants are prepared beforehand using 

applications such as Microsoft Word or PowerPoint. 

 

Conclusion 

Whilst this project has been a source of stress and frustration at times, it has 

overall been an enjoyable experience that I have learnt a lot from. Being my first 

encounter with conducting research on intervention development, it has given me an 

understanding of the decisions and thought process that are involved at each step of 
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creating a new intervention, which will benefit me should I go on to conduct future 

intervention-based research trials. I have learnt the importance of including experts 

by experience in the research process to ensure that interventions can be tailored 

and optimised to suit the needs of the people that they are designed for. The 

difficulties that I encountered in my experiences with ethics applications, recruitment 

and piloting a new intervention have given me a new understanding of the types of 

barriers that present in the research process and taught me how to think flexibly and 

creatively to overcome these. Overall, this project has reignited my passion and 

interest in working with people living with dementia and has reinforced my interest in 

conducting dementia research in the future. 
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Appendices 

Appendix A. Manual for Quality Scoring of Quantitative Studies from the 

Qualsyst’ critical appraisal tool (2004). 

How to calculate the summary score 

• Total sum = (number of “yes” * 2) + (number of “partials” * 1) 

• Total possible sum = 28 – (number of “N/A” * 2) 

• Summary score: total sum / total possible sum 

Criterion Scoring Guidelines 
1. Question or objective 

sufficiently described? 
• Yes: Is easily identified in the introductory section (or first paragraph of 

methods section). Specifies (where applicable, depending on study design) 

all of the following: purpose, subjects/target population, and the specific 

intervention(s)/association(s)/descriptive parameter(s) under investigation. 

A study purpose that only becomes apparent after studying other parts of 

the paper is not considered sufficiently described. 

• Partial: Vaguely/incompletely reported (e.g. “describe the effect of” or 

“examine the role of” or “assess opinion on many issues” or “explore the 

general attitudes”...); or some information has to be gathered from parts of 

the paper other than the introduction/background/objective section. 

• No: Question or objective is not reported or is incomprehensible. 

• N/A: Should not be checked for this question. 

 

2. Design evident and 

appropriate to answer 

study question? (If the 

study question is not 

given, infer from the 

conclusions). 

• Yes: Design is easily identified and is appropriate to address the study 

question / objective. 

• Partial: Design and /or study question not clearly identified, but gross 

inappropriateness is not evident; or design is easily identified but only 

partially addresses the study question. 

• No: Design used does not answer study question (e.g., a comparison group 

is required to answer the study question, but none was used); or design 

cannot be identified. 

• N/A: Should not be checked for this question. 

 

3. Method of subject 

selection (and 

comparison group 

selection, if applicable) 

or source of 

information/input 

variables (e.g., for 

decision analysis) is 

• Yes: Described and appropriate. Selection strategy designed (i.e., consider 

sampling frame and strategy) to obtain an unbiased sample of the relevant 

target population or the entire target population of interest (e.g., 

consecutive patients for clinical trials, population-based random sample for 

case-control studies or surveys). Where applicable, inclusion/exclusion 

criteria are described and defined (e.g., “cancer” -- ICD code or equivalent 

should be provided). Studies of volunteers: methods and setting of 

recruitment reported. Surveys: sampling frame/strategy clearly described 

and appropriate. 
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described and 

appropriate. 
• Partial: Selection methods (and inclusion/exclusion criteria, where 

applicable) are not completely described, but no obvious inappropriateness. 

Or selection strategy is not ideal (i.e., likely introduced bias) but did not 

likely seriously distort the results (e.g., telephone survey sampled from 

listed phone numbers only; hospital based case-control study identifi ed all 

cases admitted during the study period, but recruited controls admitted 

during the day/evening only). Any study describing participants only as 

“volunteers” or “healthy volunteers”. Surveys: target population mentioned 

but sampling strategy unclear. 

• No: No information provided. Or obviously inappropriate selection 

procedures (e.g., inappropriate comparison group if intervention in women 

is compared to intervention in men). Or presence of selection bias which 

likely seriously distorted the results (e.g., obvious selection on “exposure” in 

a case-control study). 

• N/A: Descriptive case series/reports. 

 

4. Subject (and 

comparison group, if 

applicable) 

characteristics or input 

 variables/information 

(e.g., for decision 

analyses) sufficiently 

described? 

• Yes: Sufficient relevant baseline/demographic information clearly 

characterizing the participants is provided (or reference to previously 

published baseline data is provided). Where applicable, reproducible 

criteria used to describe/categorize the participants are clearly defined 

(e.g., ever-smokers, depression scores, systolic blood pressure > 140). If 

“healthy volunteers” are used, age and sex must be reported (at minimum). 

Decision analyses: baseline estimates for input variables are clearly 

specified. 

• Partial: Poorly defined criteria (e.g. “hypertension”, “healthy volunteers”, 
“smoking”). Or incomplete relevant baseline / demographic information 

(e.g., information on likely confounders not reported). Decision analyses: 

incomplete reporting of baseline estimates for input variables. 

• No: No baseline / demographic information provided. Decision analyses: 

baseline estimates of input variables not given. 

• N/A: Should not be checked for this question. 

 

5. If random allocation 

to treatment group was 

possible, is it 

described? 

• Yes: True randomization done - requires a description of the method used 
(e.g., use of random numbers). 

• Partial: Randomization mentioned, but method is not (i.e. it may have been 

possible that randomization was not true). 

• No: Random allocation not mentioned although it would have been feasible 

and appropriate (and was possibly done). 

• N/A: Observational analytic studies. Uncontrolled experimental studies. 

Surveys. Descriptive case series / reports. Decision analyses. 

 

6. If interventional and 

blinding of investigators 

to intervention was 

possible, is it reported? 

• Yes: Blinding reported. 

• Partial: Blinding reported but it is not clear who was blinded. 

• No: Blinding would have been possible (and was possibly done) but is not 

reported. 

• N/A: Observational analytic studies. Uncontrolled experimental studies. 

Surveys. Descriptive case series / reports. Decision analyses. 
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7. If interventional and 

blinding of subjects to 

intervention was 

possible, is it reported? 

• Yes: Blinding reported. 

• Partial: Blinding reported but it is not clear who was blinded. 

• No: Blinding would have been possible (and was possibly done) but is not 
reported. 

• N/A: Observational studies. Uncontrolled experimental studies. Surveys. 

Descriptive case series / reports. 

 

8. Outcome and (if 

applicable) exposure 

measure(s) well defined 

 and robust to 

measurement / 

misclassification bias? 

Means of assessment 

reported? 

• Yes: Defined (or reference to complete definitions is provided) and 

measured according to reproducible, “objective” criteria (e.g., death, test 

completion - yes/no, clinical scores). Little or minimal potential for 

measurement / misclassification errors. Surveys: clear description (or 

reference to clear description) of questionnaire/interview content and 

response options. Decision analyses: sources of uncertainty are defined for 

all input variables. 

• Partial: Definition of measures leaves room for subjectivity, or not sure (i.e., 
not reported in detail, but probably acceptable). Or precise definition(s) are 

missing, but no evidence or problems in the paper that would lead one to 

assume major problems. Or instrument/mode of assessment(s) not 

reported. Or misclassification errors may have occurred, but they did not 

likely seriously distort the results (e.g., slight difficulty with recall of long-ago 

events; exposure is measured only at baseline in a long cohort study). 

Surveys: description of questionnaire/interview content incomplete; 

response options unclear. Decision analyses: sources of uncertainty are 

defined only for some input variables. 

• No: Measures not defined, or are inconsistent throughout the paper. Or 

measures employ only ill-defined, subjective assessments, e.g. “anxiety” or 

“pain.” Or obvious misclassification errors/measurement bias likely 

seriously distorted the results (e.g., a prospective cohort relies on self-

reported outcomes among the “unexposed” but requires clinical 

assessment of the “exposed”). Surveys: no description of 

questionnaire/interview content or response options. Decision analyses: 

sources of uncertainty are not defined for input variables. 

• N/A: Descriptive case series / reports. 

 

9. Sample size 

appropriate? 
• Yes: Seems reasonable with respect to the outcome under study and the 

study design. When statistically significant results are achieved for major 

outcomes, appropriate sample size can usually be assumed, unless large 

standard errors (SE > ½ effect size) and/or problems with multiple testing 

are evident. Decision analyses: size of modeled cohort / number of 

iterations specified and justified. 

• Partial: Insufficient data to assess sample size (e.g., sample seems “small” 

and there is no mention of power/sample size/effect size of interest and/or 

variance estimates aren’t provided). Or some statistically significant results 

with standard errors > ½ effect size (i.e., imprecise results). Or some 

statistically significant results in the absence of variance estimates. 

Decision analyses: incomplete description or justification of size of modeled 

cohort / number of iterations. 
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• No: Obviously inadequate (e.g., statistically non-significant results and 

standard errors > ½ effect size; or standard deviations > _ of effect size; or 

statistically non-significant results with no variance estimates and obviously 

inadequate sample size). Decision analyses: size of modeled cohort / 

number of iterations not specified. 

• N/A: Most surveys (except surveys comparing responses between groups 

or change over time). Descriptive case series / reports. 

 

10. Analysis described 

and appropriate? 
• Yes: Analytic methods are described (e.g. “chi square”/ “t-tests”/“Kaplan-

Meier with log rank tests”, etc.) and appropriate. 

• Partial: Analytic methods are not reported and have to be guessed at, but 

are probably appropriate. Or minor flaws or some tests appropriate, some 

not (e.g., parametric tests used, but unsure whether appropriate; control 

group exists but is not used for statistical analysis). Or multiple testing 

problems not addressed. 

• No: Analysis methods not described and cannot be determined. Or 

obviously inappropriate analysis methods (e.g., chi-square tests for 

continuous data, SE given where normality is highly unlikely, etc.). Or a 

study with a descriptive goal / objective is over-analyzed. 

• N/A: Descriptive case series / reports. 

 

11. Some estimate of 

variance (e.g., 

confidence intervals, 

standard errors) is 

reported for the main 

results/outcomes (i.e., 

those directly 

addressing the study 

question/objective upon 

which the conclusions 

are based)? 

• Yes: Appropriate variances estimate(s) is/are provided (e.g., range, 

distribution, confidence intervals, etc.). Decision analyses: sensitivity 

analysis includes all variables in the model. 

• Partial: Undefined “+/-“ expressions. Or no specific data given, but 
insufficient power acknowledged as a problem. Or variance estimates not 

provided for all main results/outcomes. Or inappropriate variance estimates 

(e.g., a study examining change over time provides a variance around the 

parameter of interest at “time 1” or “time 2”, but does not provide an 

estimate of the variance around the difference). Decision analyses: 

sensitivity analysis is limited, including only some variables in the model. 

• No: No information regarding uncertainty of the estimates. Decision 

analyses: No sensitivity analysis. 

• N/A: Descriptive case series / reports. Descriptive surveys collecting 
information using open-ended questions. 

 

12. Controlled for 

confounding? 
• Yes: Randomized study, with comparability of baseline characteristics 

reported (or non-comparability controlled for in the analysis). Or appropriate 

control at the design or analysis stage (e.g., matching, subgroup analysis, 

multivariate models, etc). Decision analyses: dependencies between 

variables fully accounted for (e.g., joint variables are considered). 

• Partial: Incomplete control of confounding. Or control of confounding 

reportedly done but not completely described. Or randomized study without 

report of comparability of baseline characteristics. Or confounding not 

considered, but not likely to have seriously distorted the results. Decision 

analyses: incomplete consideration of dependencies between variables. 
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• No: Confounding not considered, and may have seriously distorted the 

results. Decision analyses: dependencies between variables not 

considered. 

• N/A: Cross-sectional surveys of a single group (i.e., surveys examining 

change over time or surveys comparing different groups should address the 

potential for confounding). Descriptive studies. Studies explicitly stating the 

analysis is strictly descriptive/exploratory in nature. 

 

13. Results reported in 

sufficient detail? 
• Yes: Results include major outcomes and all mentioned secondary 

outcomes. 

• Partial: Quantitative results reported only for some outcomes. Or difficult to 

assess as study question/objective not fully described (and is not made 

clear in the methods section), but results seem appropriate. 

• No: Quantitative results are reported for a subsample only, or “n” changes 

continually across the denominator (e.g., reported proportions do not 

account for the entire study sample, but are reported only for those with 

complete data - i.e., the category of “unknown” is not used where needed). 

Or results for some major or mentioned secondary outcomes are only 

qualitatively reported when quantitative reporting would have been possible 

(e.g., results include vague comments such as “more likely” without 

quantitative report of actual numbers). 

• N/A: Should not be checked for this question 

 

14. Do the results 

support the 

conclusions? 

• Yes: All the conclusions are supported by the data (even if analysis was 

inappropriate). Conclusions are based on all results relevant to the study 

question, negative as well as positive ones (e.g., they aren’t based on the 

sole significant finding while ignoring the negative results). Part of the 

conclusions may expand beyond the results, if made in addition to rather 

than instead of those strictly supported by data, and if including indicators 

of their interpretative nature (e.g., “suggesting,” “possibly”). 

• Partial: Some of the major conclusions are supported by the data, some are 
not. Or speculative interpretations are not indicated as such. Or low (or 

unreported) response rates call into question the validity of generalizing the 

results to the target population of interest (i.e., the population defined by the 

sampling frame/strategy). 

• No: None or a very small minority of the major conclusions are supported 

by the data. Or negative findings clearly due to low power are reported as 

definitive evidence against the alternate hypothesis. Or conclusions are 

missing. Or extremely low response rates invalidate generalizing the results 

to the target population of interest (i.e., the population defined by the 

sampling frame/strategy). 

• N/A: Should not be checked for this question. 
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Appendix B. Statement of contributions from trainees involved in the project 

Luke Perkins (LP) and Cerne Felstead (CF) were jointly and individually responsible 

for different aspects of the thesis. Additionally, other researchers were involved 

during this work and their contributions summarised below. 

Task Contributor 
Literature Review search and analysis LP 
Literature Review Quality Checklist LP and CF 

Design of empirical study LP and CF, under supervision of 
Professor Aimee Spector and Dr 
Joshua Stott (internal supervisors) and 
in collaboration with the Hong Kong 
Facecog team and stakeholder 
consultation. 

Ethics Application LP and CF 

Design of intervention LP and CF 
LP took lead on facilitating focus groups 
and designing vCST session plans and 
resources 
CF took lead on analysis of focus group 
data and development of vCST 
guidelines with assistance of Carey 
Fagan (Assistant Psychologist) 

Recruitment LP recruited 13 participants  
CF recruited 9 participants 

Delivery of vCST LP, CF and Claire Rooney 
(Occupational Therapist) delivered 
vCST to 4 participants each 

Creation of assessment packs CF 

Assessments LP and CF jointly responsible, assisted 
by Nur Diyanah Abdul Wahab (Trainee 
Clinical Psychologist) and Wing Gi 
Leung (Trainee Clinical Psychologist) 

Semi-structured feedback interviews CF, assisted by LP, Nur Diyanah Abdul 
Wahab (Trainee Clinical Psychologist) 
and Wing Gi Leung (Trainee Clinical 
Psychologist) 

Data Entry LP and CF 
Analysis LP completed analysis of mood and 

quality of life measures 
CF completed measures on cognition 
and qualitative feedback interviews 



 125 

Appendix C. Ethics Approval Letter 

 

 

 

 

 



 126 

 

 

 

 

 

 

 

 

 

 

 

 

 



 127 

Appendix D. Participant Information Sheets and Consent forms 

Participant Information Sheet for CST Participants  
UCL Research Ethics Committee Approval ID Number: 17127.002  
  
YOU WILL BE GIVEN A COPY OF THIS INFORMATION SHEET  
  
Title of Study: Group CST using zoom: A proof of concept study  
________________________________________________________
________  
Department:   
Clinical, Education & Health Psychology, Division of Psychology & Language 
Sciences  
________________________________________________________
________  
Name and Contact Details of the Researcher(s):  
Luke Perkins – luke.perkins.15@ucl.ac.uk   
Cerne Felstead – cerne.felstead.18@ucl.ac.uk  
________________________________________________  
Name and Contact Details of the Principal Researcher:   
Professor Aimee Spector – a.spector@ucl.ac.uk   
_________________________________________  
  
Invitation Paragraph   
You are being invited to take part in a research project. This research is being 
conducted by University College London in collaboration with Hong Kong 
University. Before you decide, it is important for you to understand why the 
research is being done and what participation will involve.  Please take time to 
read the following information carefully and discuss it with others if you 
wish.  Ask us if there is anything that is not clear or if you would like more 
information.  Take time to decide whether or not you wish to take part.  Thank 
you for reading this.   
  
What is the project’s purpose?  
Cognitive Stimulation Therapy (CST) is a group-based dementia treatment that 
has been found to have positive effects in cognitive skills (such as memory) and 
quality of life, as well as being fun and enjoyable. However, practical issues 
such as transport may stop people being able to access CST, especially during 
the Covid-19 crisis. In this study, we aim to test out whether it is possible to 
run CST groups online via video conferencing in a similar way to running them 
face-to-face, and still have positive treatment effects.  
Why have I been chosen?  
We are looking to recruit people in the earlier stages of dementia. You must 
have access to the video conferencing app ‘Zoom’ and be comfortable joining 
a virtual group with approximately 3 other people for 60 minute sessions, 
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twice a week for 7 weeks. We are also looking for people who are able to speak 
English, as we are regretfully unable to deliver the training in any other 
language at the moment.    
Do I have to take part?  
If you have the capacity to do so, then it is up to you to decide whether or 
not to take part. Your choosing to participate or not, will not in any way effect 
the care you receive from the health or charity service you access. If we are 
unsure about your capacity to decide, we might ask you some questions and 
give you some more information to check capacity. If we feel that something 
about your dementia makes it difficult for you to decide, then we will not ask 
you participate.  This is because we want to make 100% sure that this 
is your informed decision.  

  
If you do decide to take part, you will be given this information sheet to keep 
and be asked to sign a consent form.  You can withdraw at any time without 
giving a reason and without it affecting any benefits that you are entitled to. If 
you decide to withdraw, you will be asked what you wish to happen to the data 
that you have provided up to that point.    
  
If you decide to withdraw at any point during the study or decide not to take 
part at all, your relationship with the organisation that you were recruited 
through will not be affected in any way.  

  
What will happen to me if I take part?  
If you choose to take part, you will be randomly assigned to either a ‘zoom CST’ 
group or a ‘control’ group. There is an equal, 50/50 chance of you being in 
either group. If you are in the control-group you will not receive zoom-CST.  
  

• In the week before the first CST session, we will complete some 
questionnaires with you individually in a phone or zoom session. 
This will take approximately one hour.  
• If you have been randomly allocated to the ‘zoom-CST’ group, 
we will then invite you to take part in the CST sessions online. This 
involves attending two, 60 minute sessions per week for seven 
weeks (14 sessions in total) via zoom. These are group-sessions that 
will be attended by approximately three other people.    

If you have you been randomly allocated to the ‘control’ group, we will 
not ask you to do anything, or attend our group during this time. You 
can access your usual treatment as you would if you were not taking 
part in this study.  

• In the week after the last CST session, we will complete the same 
questionnaires with you individually in a phone or zoom session.  
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• We may then ask you to complete a feedback interview 
individually via phone or zoom about your experience of the group. 
This will last one hour or less.  

  
Will I be recorded and how will the recorded media be used?  
Except for the questionnaire sessions, all sessions will be video-recorded so 
that we can analyse how easy it is to engage with the group and the feedback 
you give. These recordings will only be used for the purposes described, will be 
anonymised as much as possible and will be destroyed once the analysis is 
complete. We will be using the video conferencing app ‘Zoom’. Please read 
Zoom’s privacy notice before consenting to take part. It can be found 
at: https://zoom.us/privacy.  
  
What are the possible disadvantages and risks of taking part?  
We do not expect that taking part in the study will cause you any distress. 
However, if we believe that you may be feeling distressed for any reason, we 
will try to check in with you, to see if we can support you in any way.   
  
In the unlikely event that you become distressed during the sessions, one of 
our facilitators will try to call you to offer you support. If we are unable to reach 
you or we feel that you need further support once we have spoken to you, we 
will contact your carer or next of kin. We will seek to discuss this with you as 
best as we can before we do this but may not always be able to do so, for 
example if we are unable to contact you directly.  
  
What are the possible benefits of taking part?  
Our aim is to test whether running such groups via Zoom is feasible and if 
taking part has any benefits to your cognition (e.g. memory and language) and 
quality of life. This could lead to new methods of delivering treatments and 
improving access within health and care services for people diagnosed with 
dementia in the future.   
What if something goes wrong?  
We do not expect for anything to go wrong during the study, but if something 
should happen then please contact the researchers immediately using the 
contact details provided so that they can support you to try to resolve this. If 
you have any complaints regarding your treatment by researchers at any point, 
please contact the principal researcher at a.spector@ucl.ac.uk. If you feel that 
your complaint has not been handled to your satisfaction, please contact the 
Chair of the UCL Research Ethics Committee at ethics@ucl.ac.uk.  
  
Will my taking part in this project be kept confidential?  
All the information that we collect about you during the course of the research 
will be kept strictly secure and confidential. You will not be able to be identified 
in any reports or publications as your data will be fully anonymised. The 
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researchers will be the only people who will have access to your data.  All 
confidential information will be disposed of securely once it is no longer 
needed for the study.  
Limits to confidentiality  
Confidentiality will be maintained as far as it is possible, unless during our 
conversation we hear anything which makes us worried that you or someone 
else might be in danger of harm. In these cases, we will ask your permission to 
inform the relevant service to support you (e.g. your GP).   
  
What will happen to the results of the research project?  
Once you have completed the sessions and we have collected all of your 
information, we will analyse the results and write a report. If you have so 
requested, we will send you a copy of the findings. Your data will be fully-
anonymised in any report or publication. You can choose to opt-out and have 
your data removed from the study up until Spring 2024. To do this please 
contact Prof. Aimee Spector using the details below.  
  
Local Data Protection Privacy Notice   
Notice:  
The controller for this project will be University College London (UCL). The UCL 
Data Protection Officer oversees how we process your personal data, and can 
be contacted at data-protection@ucl.ac.uk  

  
This ‘local’ privacy notice sets out the information that applies to this particular 
study. Further information on how UCL uses participant information can be 
found in our ‘general’ privacy notice:  
  

https://www.ucl.ac.uk/legal-services/privacy/ucl-general-privacy-
notice-participants-and-researchers-health-and-care-research-
studies   

The information that we are required to give to you under data protection 
legislation (GDPR and DPA 2018) is provided across both the ‘local’ and 
‘general’ privacy notices.   

  
The categories of personal data used will be as follows:  

  
Name, Address, Telephone number, Email address, Age, Gender, Ethnicity, 
Type of dementia (if known), Name, relationship and phone number of 
carer/next of kin, GP Name and contact details  
The lawful basis that we use to process your personal data is that the study is 
being carried out in the public interest. The lawful basis used to process special 
category personal data will be for scientific and historical research or statistical 
purposes.  
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Your personal data will be used as long as it is required for the research 
project. All identifiable data will be destroyed upon completion of the project 
in Spring 2024. All fully-anonymised data will be kept and archived 5 years 
following completion of the study. We will seek to anonymise the data as much 
as possible.  
  
If you are concerned about how your personal data is being processed, or if 
you would like to contact us about your rights, please contact UCL in the first 
instance at data-protection@ucl.ac.uk.   
  
Who is organising and funding the research?  
This research is organised and funded by UCL as part of the Clinical Psychology 
Doctoral programme.  
  
Contact for further information    
Should you wish to contact the researchers for further information, please use 
the following contact details:  
  
Principal Researcher: Professor Aimee Spector  
Address: Clinical, Education & Health Psychology, Division of Psychology & 
Language Sciences, 1-19 Torrington Place, London, WC1E 7HB  
Telephone: 0207 679 1844  
  
If at any time you are feeling low in mood, please visit your GP in the first 
instance. If you feel unable to keep yourself, or someone else, safe then 
please attend A&E and seek support. You can also seek support with the 
Samaritans (24hours) by telephoning 116 123.   
  
Thank you for reading this information sheet and for considering to take part 
in this research study.   
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CLINICAL, EDUCATIONAL & HEALTH 
PSYCHOLOGY  

  
  

CONSENT FORM FOR ONLINE CST GROUP PARTICIPANTS  
  

Please complete this form after you have read the Information sheet 
and/or listened to an explanation about the research.  
  
Title of Study: Group CST using zoom: A proof of concept study  
  
Department: Clinical, Educational and Health Psychology  
Name and Contact Details of the Researcher(s):   
Ms. Cerne Felstead – cerne.felstead.18@ucl.ac.uk   
Mr. Luke Perkins - luke.perkins.15@ucl.ac.uk   
Name and Contact Details of the Principal Researcher:   
Professor Aimee Spector - a.spector@ucl.ac.uk  
Tel: 020 7679 1844  
Name and Contact Details of the UCL Data Protection Officer:   
Alex Potts - a.potts@ucl.ac.uk   
  
This study has been approved by the UCL Research Ethics Committee: 
Project ID number: 17127/002   
  
Thank you for considering taking part in this research.  The person organising 
the research must explain the project to you before you agree to take part.  If 
you have any questions arising from the Information Sheet or explanation 
already given to you, please ask the researcher before you decide whether to 
join in.  You will be given a copy of this Consent Form to keep and refer to at 
any time.  
  
I confirm that by emailing the researcher the following statement I am 
consenting to the 16 elements of the study written below:  
  
"I NAME and my carer NAME, have read the information sheet and consent 
forms for the study titled 'Group CST using zoom: A proof of concept study'. 
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With this email, I hereby electronically ‘sign’ and consent to taking part in the 
study and to the 16 items outlined on the consent form."  
  
  
  
  
  
  

1.   I confirm that I have read and understood the 
Information Sheet for the above study.  I have had an 
opportunity to consider the information and what will be 
expected of me.    
  
I have also had the opportunity to ask questions which 
have been answered to my satisfaction and would like to 
take part in:  

• an appointment to complete 
questionnaires prior to my attendance at the 
online CST group sessions.  
• 14 sessions of an online CST group 
intervention, if allocated to the ‘zoom-CST’ group.  
• an appointment to complete 
questionnaires after attendance at the online CST 
group sessions.   
• an appointment at the end, where I will be 
asked some questions about my experience of 
participating in the group.  

2.    I understand that my personal information (name, age, 
gender, ethnicity, address, telephone number, email 
address, dementia type, questionnaire answers and 
session recordings) will be used only for the purposes 
explained to me.  I understand that according to data 
protection legislation, ‘public task’ will be the lawful 
basis for processing.  

3.   I understand that the online CST sessions will be video-
recorded for research purposes only. I consent to this 
recording.   

4.   I confirm that I have read the ‘Zoom’ privacy policy 
(Here: https://zoom.us/privacy) and that I consent to 
the use of ‘Zoom’ for the delivery of the online CST 
sessions.   
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5.   I understand that all personal information will remain 
confidential and that all efforts will be made to ensure I 
cannot be identified.   

6.   I understand that if I disclose anything which indicates 
that I, or someone else may be at risk of harm, that the 
researchers have the responsibility to report this to the 
relevant services.   

7.   I understand the direct/indirect benefits of participating 
and any potential risks. I am aware of the support that I 
can access should I become distressed during the course 
of the research. I consent for the facilitators to contact 
my carer/next of kin in the unlikely event that I become 
distressed during the study and the facilitator is unable 
to contact me directly or believes that I may need further 
support once they have spoken to me. I understand that 
they will seek to inform me before they do this but this 
may not always be possible.  

8.   I understand that the data will not be made available to 
any commercial organisations but is solely the 
responsibility of the researcher(s) undertaking this 
study.   

9.   I consent to my fully-anonymised data being shared with 
collaborating researchers.  

10.   I understand that I will not benefit financially from this 
study or from any possible outcome it may result in in 
the future.   

11.   I understand that the information I have submitted will 
be published as a report and that I can request to receive 
of copy of this report.   

12.   I have informed the researcher of any other research in 
which I am currently involved or have been involved in 
during the past 12 months.  

13.   I am aware of who I should contact if I wish to lodge a 
complaint.   

14.   I voluntarily agree to take part in this study. I understand 
that I can withdraw at any time, in which case any 
personal data I have provided up to that point will be 
deleted unless I agree otherwise.  

15.   I would be happy for the fully-anonymised data I provide 
to be archived at UCL and may be used for future 
research  

16.   I consent to be contacted by the researchers in order 
to arrange pre/post appointments.  
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If you consent to the above 16 items, and you would like to participate in 
the study please 
email cerne.felstead.18@ucl.ac.uk or luke.perkins.15@ucl.ac.uk with the 
statement below. Please insert your name and the name of your carer (if 
appropriate).  
  
"I NAME and my carer NAME, have read the information sheet and consent 
forms for the study titled 'Group CST using zoom: A proof of concept study'. 
With this email, I hereby electronically ‘sign’ and consent to taking part in the 
study and to the 16 items outlined on the consent form."  
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Appendix E. Interim Guidelines for Virtual Cognitive Stimulation Therapy 

(vCST) 

Interim Guidelines for Virtual Cognitive 
Stimulation Therapy (vCST)  
August 2020  
  
The purpose of these guidelines:  
The following interim guidelines have been written to support facilitators who wish to offer 
Cognitive Stimulation Therapy (CST) via an online format. They have been developed in 
response to the global Covid-19 pandemic, when many service-users have been shielding at 
home and hence have been unable to access treatments face-to-face as they ordinarily 
would. These guidelines are likely to be superseded by more detailed and evidence-
based publications in due course, following the completion and dissemination of 
our University College London (UCL) - based randomised control trial which is adapting CST 
for ‘virtual’ (online) facilitation (vCST).   
The following information is provided as a useful resource for planning and implementing 
CST groups online via video-conferencing apps. The information presented below should be 
interpreted in the context of local service policies and considering any local population 
demographics and needs. The pre-existing guidelines and key-principles of in-person group 
CST should continue to apply for vCST. These interim guidelines should therefore be 
interpreted in conjunction with the CST ‘Making a Difference’ manual (Spector, Woods, 
Stoner & Orrell, 2020).  
  
  
The development of these guidelines:  
These guidelines have been developed in consultation with a range of 
stakeholders through online focus groups held in July and August 2020. This 
includes professionals (including mental health nurses, occupational therapists and mental 
health support workers) who have trialled vCST in practice, academics with expertise in CST 
research and practice, service managers who are responsible for making decisions about 
implementing interventions within their organisations and service users (including people 
living with dementia and carers).  
Page Break  
  
References:  
Spector, A., Woods, B., Stoner, C.R., & Orrell, M. (2020). Making a Difference 1: An Evidence-
Based Group Program to Offer Cognitive Stimulation Therapy (CST) to People with 
Dementia. Hawker Publications Ltd.  
  
Authors:   
Cerne Felstead – Trainee Clinical Psychologist (UCL)  
Luke Perkins – Trainee Clinical Psychologist (UCL)  
Prof. Aimee Spector – Professor of Old Age Clinical Psychology (UCL)  
Dr. Joshua Stott - Associate Professor (UCL)  
Dr. Gloria Wong – Assistant Professor (University of Hong Kong)  
Ruizhi Dai – Postdoctoral Fellow (University of Hong Kong)  
Carey Fagan – Assistant Psychologist (Camden and Islington NHS Foundation Trust)  
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Page Break  
In order to run vCST groups successfully we advise the following to be taken into 
consideration:  

1. Technology  
1. Any video-conferencing app can be used in compliance 
with local service-policy. The most commonly used platform amongst focus 
group attendees was ‘Zoom’, due to its ease of use, and participants’ pre-
existing familiarity with Zoom’s functionality. A subscription to the platform 
may be required by the facilitator to enable all features.   
2. The app used should allow participants to see and hear one another 
and allow for multiple attendees to be present in the group.   
3. Participants may benefit from a brief document which outlines 
how to use the video-conferencing app of choice. This leaflet can 
include screenshots and a step-by-step guide. See Appendix 1 for an 
example ‘how-to guide’ for Zoom.   
4. Functions which have been known to be useful during vCST include; 
‘share-screen’, ‘whiteboard’, ‘waiting-room’, the Zoom ‘clapping function’ 
and ‘raise hand function’.  
5. Protecting participants’ privacy and safety whilst online is important. 
Facilitators can use a meeting-password or unique joining-link for each 
session. The ‘waiting room’ function can be used to ensure that only those 
who are intended to join the meeting are admitted. Sometimes family 
members might share a video-conferencing app account; make sure that 
participants’ usernames are set up as their own full name so that they can be 
easily recognised. This will also aid memory and communication between 
group members, as individuals’ names are displayed on screen.   
6. Participants will require a laptop or large tablet device with a 
camera and microphone to access the video-conferencing app, as well as a 
suitably stable internet connection. It is not advisable for group members to 
partake in vCST using a smartphone.   
7. All facilitators and participants should set their display as ‘gallery 
view’. This enables participants to see other group members continuously.   
8. For those new to the technology, the prospect of vCST groups 
may seem daunting initially. Facilitators may notice a reduced uptake 
in recruitment on invitation to the treatment compared to face-to-face 
groups. A 1:1 telephone call or online meeting with participants to allay any 
worries, offer reassurances and upskill participants to increase self-
confidence can be helpful in encouraging participants to try this new 
approach. Offer reassurances that this format is new to facilitators also, 
promoting a culture in which mistakes are anticipated, and accepted by 
all. Other resources which may help to promote the groups include; a short 
video of a session taking place, screenshots from previously run groups 
and testimonials from earlier group members.   
9. Group participants may benefit from a separate initial 1:1 ‘set-up 
session’ prior to the group commencing in order to access the technology 
platform for the first time.   

  
2. Group Set-Up  

1. The group format should follow the original evidence-based CST 
protocol as closely as possible given your service resources and needs.   
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2. Groups therefore should aim to run twice weekly for 14 sessions if 
possible. Some services have run vCST groups once weekly, and 
even fortnightly over an extended period.    
3. Sessions are normally 45-60 minutes in duration. It may be 
helpful to allocate 10 minutes either side to allow time for set-up and 
goodbyes.   
4. Ask participants to join the meeting 10-15 minutes prior to the group 
start time. Use the ‘waiting-room’ function on your video-conferencing app 
to check who has joined and to ensure that groups start on time. It is 
advisable that a group facilitator telephone calls any participants who have 
not joined the waiting room five minutes before group start, to check if they 
require assistance.   
5. Reminder emails or calls to participants and carers/supporters on 
the morning of the session can be helpful in ensuring timely attendance.   

  
3. Group Participants   

1. The optimum number of group members for vCST is four to 
five. This is to allow for optimum visual display of other members’ cameras, 
and to enable the participation of all group members.   
2. Group members should remain consistent throughout the 14-week 
programme in order to promote group-cohesion, as is recommended in 
face-to-face CST.  
3. People with dementia (PwD) should attend the groups 
independently, as much as is possible (see section 4.1).   
4. Experienced CST facilitators should assess vCST’s suitability for 
individual group members prior to invitation to the groups, as they would 
ordinarily for face-to-face CST. Participants’ cognitive, sensory, 
communication and attention abilities should be considered and discussed 
with the participant and their carer/supporter.    

  
4. Support from others  

1. The majority of participants will require support from a carer or 
supporter to help them access vCST. The role of a participants’ 
carer/supporter can vary dependent on the PwD’s cognitive ability and prior 
skills with the technology. Carers/supporters input should be valued 
and encouraged in supporting the PwD’s attendance and technological set-
up. Carers/supporters should however provide participants with privacy and 
autonomy once the sessions begin, as would be customary in face-to-face 
CST.   
2. Inform carers/supporters about the key principles of CST to help 
them appreciate the value of the PwD’s independent attendance at 
the group.   
3. Carers’/supporters’ contact details should be obtained prior to the 
groups so that they can be contacted should participants require 
assistance. Reassure carers/supporters that the facilitator will contact them 
should they feel that the PwD requires support whilst attending the group.   
4. Request that carers/supporters are available nearby, and that they 
keep their telephones with them during the group, should their assistance 
be required.   
5. It can be helpful to develop a ‘carers/supporters agreement’ 
document in which the facilitators’ expectations of carers/supporters are 
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outlined clearly prior to the group commencing. See Appendix 2 for an 
example carers’/supporters’ agreement.  
6. It may be helpful to provide some brief training to 
carers/supporters to assist them with setting up the technology and to help 
them learn about their role in supporting participants to access vCST.  

  
5. Group Facilitators  

1. Groups should be led collaboratively by a minimum of two 
facilitators; one to lead the vCST sessions, and one to assist with supporting 
participants’ access to the group and any technological problems.   
2. Each facilitator will require a desktop or laptop device with a camera 
and microphone, as well as a video-conferencing app subscription and 
reliable internet connection.   
3. Group facilitation should take place in a quiet environment, 
preferably a private room.   
4. Staff training on how to use the technology would be helpful. 
Dedicated time for facilitators to familiarise themselves with the 
technology prior to groups commencing is essential.   
5. Dedicated time for facilitators to plan the group sessions’ content 
(e.g. visual, audio, slides etc.) is also essential (see section 6.5).   
6. In order to facilitate group cohesion, facilitators should aim to 
integrate as part of the group rather than taking an external position of 
leadership.  

  
6. Group Content  

1. Paperless vCST facilitation is possible, using the share-screen 
function on the video-conferencing app to share visual and audio content.  
2. It can be helpful in some instances to email session resources to 
participants prior to the sessions. Participants can read the resources in their 
own time before the meeting, or choose to print them at home if they 
prefer.   
3. Posting a resource-pack to participants is also an option, however, is 
resource-heavy and by no means essential for vCST sessions to run 
online successfully.   
4. A warm-up activity can be successfully facilitated in vCST. Some 
examples which have worked well include:  

- Each participant miming throwing a ‘virtual’ ball to another group member.   
- Numbered cards for participants to select with different topics for sharing 
(e.g. favourite food, singer, etc.).  
- A facilitated seated exercise routine.  
- Group members sharing in turn what they can see around them.   

5. Some activities may require participants to pre-prepare and bring 
objects or materials with them to the group. It is important therefore, at the 
end of the session, to discuss what the activity options are for 
the upcoming session. Facilitators are advised 
to inform carers/supporters of what has been decided so that they can 
support participants to prepare effectively for the next session.  
6. All sessions in the CST manual may need some adjustment 
for adapted use online. Facilitators are encouraged to think creatively and 
plan the sessions in advance.  
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7. Using a slide-show format can provide a helpful focus for the 
sessions. For example, creating a ‘PowerPoint’ presentation with photos, 
discussion topics, videos, news articles etc. and sharing this with participants 
using the ‘share-screen’ function.   
8. For some sessions which require props (e.g. household 
treasures), ask participants to source and bring items (e.g. photos) from 
their home environment to the sessions.  
9. For the food session, facilitators can provide a recipe in advance and 
ask participants and carers/supporters to bake/cook the same recipe prior 
to the session. Participants can then discuss this process, share photographs, 
or taste the food together during the group.   
10. Most importantly, have fun with the group content by encouraging 
facilitators and participants to be creative (e.g. wearing a different hat to 
each session).   

  
7. Tips for Potential Barriers  

1. CST and vCST are not the appropriate treatments for everyone with 
a diagnosis of dementia. However, participants with 
visual or hearing impairments, aphasia, or a different language to the 
group facilitation, can partake in vCST, but may require additional support. 
These additional needs should not automatically exclude someone from 
participation in vCST and instead must be assessed on an individual-basis at 
the initial screening appointment.   
2. Some participants with hearing difficulties may benefit from the use 
of headphones.  
3. Visual content should always be clear, using large font writing, clear 
quality images and clear-contrast colours.   
4. When using share-screen; once visual content is no longer required, 
ensure that the facilitator returns to ‘gallery-view’ so that participants can 
observe and engage with one another.   
5. Some participants may struggle with concentration and video-
fatigue. Take short breaks in between the activities and ensure that sessions 
adhere to a 45minute duration.   
6. Ensure that facilitators are observant to maintaining participants’ 
engagement. Address group members individually in turn to encourage 
participation, and to reduce the chances of participants speaking over one 
another.   
7. If participants struggle with maintaining attention, allow flexibility 
with joining and leaving the session if needed.  
8. Participants may have different energy levels at different times in 
the day. Ask participants beforehand what time of day they are able 
to concentrate best to aid group planning.  
9. Participants may be more likely to attend sessions if they can build 
relationships with the other participants. However, memory difficulties 
may interfere with remembering other participants between sessions. To 
help build memory associations, it can be helpful for participants to select an 
object to represent them that they can bring to each session.  
10. Participants may be reluctant to join vCST due to anxieties/concerns 
about using online technology and meeting new people. It is important to 
not only provide written information about vCST beforehand, but to try to 
speak directly with participants to give further information, testimonials 
and answer any questions or concerns they may have.  
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Appendix F. Recruitment Poster 
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Appendix G. Geriatric Depression Scale (Short Form) 
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Appendix H. Finalised virtual Cognitive Stimulation Therapy (vCST) protocol 

 
Introduction 
 

- vCST consists of 14 sessions, delivered twice weekly 
- Sessions should last 45 to 60 mins in length, with 10 minutes allocated prior 

to the session for  
- Each group should have no more than four to five participants with similar 

stages of Dementia 
- Each group should be run by two facilitators 
- A choice of activities for each session theme are outlined in this manual. 

These should be presented to group participants each session to enable 
group members to have choice over the activities they which to participate in. 
Group facilitators should create or organise resources and materials 
appropriate for each chosen activity 

 
Key vCST Principles (based on key principles outlined in the group CST 
manual (Spector, Woods, Stoner & Orrell, 2020) 
 

1. Mental Stimulation 
2. New ideas, thoughts and associations 
3. Using orientation sensitively and implicitly  
4. Opinions rather than facts 
5. Using reminiscence as an aid to the here and now 
6. Physical Movement 
7. Providing triggers and prompts to aid recall and concentration 
8. Continuity and consistency between sessions 
9. Implicit (rather than explicit) learning 
10. Stimulating language 
11. Stimulating executive functioning 
12. Person-centred 
13. Respect 
14. Involvement and Inclusion 
15. Choice 
16. Fun 
17. Maximising potential 
18. Building/strengthening relationships 

 
Structure of each session 
 

- Introduction including welcome/introductions, warm up activity and sing the 
group song (10 minutes) 

- Current affairs including reality orientation and discussion of a news article 
(10 – 15 minutes) 

- Main Activity (20-25 minutes) 
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- Wrap up including a note of thanks, reminder of next session’s theme and 
discussion of choice of next session’s activity (5-10 minutes) 

Session 1 – Physical Games 
 

Warm up Activity 
 

- Introductions including name and one fact about you (or another agreed 
warm up question) 

- Group chooses group name and group song 

 
Main Activity 
 
Group chooses from one of the following activities 

- Group members throw a pretend ball to each other and say something 
about themselves 

- Colour card exercise - Facilitator has a set of different cards in 
different colours / numbers. Each card has a topic for sharing: e.g name 
and where you come from; your favourite exercise; your exercise habit / 
routine; benefits of exercise; your thoughts on healthy life etc. 
Participants take turns to choose one card from the facilitator and the 
group will do sharing according to the topic of the chosen card. 

- Practice chair exercises together (from a youtube video for example) 
 
Wrap Up  
 

- Reminder of next session – Sounds 
- Ask participants whether they would like to bring an instrument or 

favourite CD/Tape/Record to discuss next session 
-  

Session 2 – Sounds 
 

Warm up Activity 
 

- Show other participants instrument/tape/cd/record that they brought to 
session  

- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to sounds 

- Use the colour card resource to ask/answer questions about sounds. 

 
Main Activity 
 
Group chooses from one of the following activities 

- Play the sounds of different musical instruments (e.g., piano, violin, 
saxophone, etc), ask participants to (1) state/choose from a list of answer 
the names of the instruments and (2) demonstrate how to play these 
instruments (using gestures). Could ask members to bring any musical 
instruments they may have to demonstrate how to use it 
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- Sound-picture matching – play sounds of everyday objects (e.g., car, 
doorbell, dog, etc) and ask participants to state/choose from a list of 
answers 

- "Remember this song?" - play songs participants are familiar with and 
discuss 

 
Wrap Up  
 

- Reminder of next session – Childhood 
- Ask to bring childhood toy/object or food reminding them of childhood or 

to complete childhood memory worksheet for next session 

 
Session 3 – Childhood 

 
Warm up Activity 
 

- Show other participants childhood toy/object/food that they brought to 
session  

- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to childhood 

- Use the colour card resource to ask/answer questions about childhood. 

 
Main Activity 
 
Group chooses from one of the following activities 

- Ask participants to fill in childhood memory page, and introduce family 
members to the group 

- Ask participants to draw their homes from childhood memory and show 
the group 

- Show the participants some childhood toys or pictures of the toys and 
ask them to describe/demonstrate how to play. Ask participants if they 
have any childhood toys they brought to the session 

- Show the group some childhood snacks or pictures of the snacks, and 
ask them to describe the taste 

 
Wrap Up  
 

- Reminder of next session – Food 
- Ask to bring food/drink reminding them of childhood or agree a recipe to 

cook at home/buy foods to try next session 

 
Session 4 – Childhood 

 
Warm up Activity 
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- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to food 

- Use the colour card resource to ask/answer questions about food. 

 
 
 
 
Main Activity 
 
Group chooses from one of the following activities 

- Show participants some food labelled with price, and ask them to shop 
for a theme (e.g., breakfast/lunch/dinner preparation for a family of 4) 

- Show participants pictures of different food and ask them to group them 
and name the category  

- Show participants cookery videos online and discuss. Ask participants to 
choose food or chef that are meaningful to them and watch relevant 
youtube videos using sharescreen function 

- Ask members to bring some food items to sample that trigger particular 
memories, i.e. Bovril, ginger beer 

- Try the food that participants agreed to bring last session and discuss 
taste/texture/smell/what it reminds them of 

 
Wrap Up  
 

- Reminder of next session – Current Affairs 
- No preparatory tasks for next session 

 
Session 5 – Current Affairs 

 
Warm up Activity 
 

- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to current affairs 

- Use the colour card resource to ask/answer questions about current 
affairs 

 
Main Activity 
 
Group chooses from one of the following activities 

- Watch news clips online and discuss 
- Voting and discussion on different current affairs topics (thoughts on the 

royal family for example) 

 
Wrap Up  
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- Reminder of next session – Faces/Scenes 
- Ask to bring favourite photos/pictures to next session 

 
 
 
 
 
 

Session 6 – Faces/Scenes 
 

Warm up Activity 
 

- Ask participants to share and discuss favourite photos/pictures brought 
to session 

- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to faces/scenes 

- Use the colour card resource to ask/answer questions about 
faces/scenes 

 
Main Activity 
 
Group chooses from one of the following activities 

- Present photos that show the past and present of the same place (using 
the sharescreen function), ask participants to compare the two and 
describe the differences. 

- Show the group photos of some famous people (using the sharescreen 
function), ask the group to name these people and discuss freely (who is 
more popular for example) 

 
Wrap Up  
 

- Reminder of next session – Word Association 
- No preparatory tasks for next session 

 
Session 7 – Word Association 

 
Warm up Activity 
 

- Play a word association game 
- Pretend to throw a ball at each other, by saying name of person they 

want to throw to, and ask a question related to words and language 
- Use the colour card resource to ask/answer questions about words and 

language 

 
Main Activity 
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Group chooses from one of the following activities 

- Show participants some well known sentences with blanks, ask the 
group to fill in the blanks  

- Play/sing the beginning of songs that group members would know and 
ask the group to continue 

 
 
 
 
Wrap Up  
 

- Reminder of next session – Being creative 
- Ask to bring pen/pencil, paper and scissors to next session 

 
Session 8 – Being Creative 

 
Warm up Activity 
 

- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to art or creativity 

- Use the colour card resource to ask/answer questions about art or 
creativity 

 
Main Activity 
 
Group chooses from one of the following activities 

- Teach the group to do some simple paper folding, such as folding 
an airplane or a jumping frog (using youtube videos for example 

- Lead the group to make some paper snowflakes, and encourage them 
to develop their own designs (using a youtube video for example) 

- Ask members to draw pictures of each other 
 
Wrap Up  
 

- Reminder of next session – Categorising objects 
- No preparatory tasks for next session 

 
Session 9 – Categorising Objects 

 
Warm up Activity 
 

- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to categories 

- Use the colour card resource to ask/answer questions about categories 
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Main Activity 
 
Group chooses from one of the following activities 

- Ask the group to come up with a category / choose from a list (animals 
for example) and ask the group to name a few items under the category. 

- Show 10 pictures of daily objects on the using screenshare and ask 
participants to group the objects based on different categories (colour, 
usage, or where to find them for example)  

 
 
Wrap Up  
 

- Reminder of next session – Orientation 
- Ask participants to print out a map of the UK/world and bring a pen/pencil 

to next session 

 
Session 10 – Orientation 

 
Warm up Activity 
 

- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to geography/places 

- Use the colour card resource to ask/answer questions about 
geography/places 

 
Main Activity 
 
Group chooses from one of the following activities 

- Show the group a UK map on the screen and ask members to have the 
map print outs discussed last session along with a pen/pencil. Ask 
participants to find/mark the areas they live in. Discuss whether they had 
moved from an area to another, and how the areas have changed over 
the years. 

- Show the group a world map on the screen and ask members to have 
the map print outs discussed last session along with a pen/pencil. Ask 
participants to find/mark countries they have visited or would like to visit. 

- Ask the group members what the places are that they would like to 
recommend to a person from a different country who's visiting the UK for 
the first time.  

 
Wrap Up  
 

- Reminder of next session – Using Money 
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- Ask participants to bring old/new British/non-British banknotes/coins that 
they may have around the house 

 
Session 11 – Using Money 

 
Warm up Activity 
 

- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to money/currency 

- Use the colour card resource to ask/answer questions about 
money/currency 

 
 
 
 
 
Main Activity 
 
Group chooses from one of the following activities 

- 'Price guessing task' - ask people to guess the price of objects (things to 
buy for a summer holiday for example) and total price 

- 'Price matching task' - ask people to match the price of each object with 
the prices.  

- Discuss how the price of everyday items/food has changed in the past 30 
years. 

- Ask members to bring old or new coins or banknotes they have around 
the house (from inside or outside the UK) to discuss 

 
Wrap Up  
 

- Reminder of next session – Number games 
- Ask participants bring a pack of cards or to print out bingo cards to bring 

to next session alongside a pen/pencil 

 
Session 12 – Number Games 

 
Warm up Activity 
 

- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to numbers 

- Use the colour card resource to ask/answer questions about numbers 

 
Main Activity 
 
Group chooses from one of the following activities 
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- Randomly draw 2 playing cards for each participant or ask them to draw 
2 from their own pack of cards. Ask them to add up the points of their 
cards. The member who gets the largest point wins. 

- Play bingo  
- Guess 'higher or lower' from a deck of cards 
- Play snap using everyone's deck of cards - everyone takes a card off the 

top of their card pile and holds it up to the camera. If anyone has 
matching cards then they say snap and get a point. Facilitator keeps a 
note of the points. 

 
Wrap Up  
 

- Reminder of next session – Word games 
- Ask participants to bring riddles to next session 

 
 
 

Session 13 – Word Games 
 

Warm up Activity 
 

- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to words 

- Use the colour card resource to ask/answer questions about words 

 
Main Activity 
 
Group chooses from one of the following activities 

- Ask participants to describe a word for others to guess (but not tell others 
what the word is) 

- Prepare some riddles or ask the group members to share some riddles 
they know. 

- Show the group some pictures on the screen and ask them to guess the 
idioms depicted in the pictures. 

- Play hangman or crossword on the screen 

Wrap Up  
 

- Reminder of next session – Quizzes 
- No preparatory tasks for next session 

 
Session 14 – Team Quiz 

 
Warm up Activity 
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- Pretend to throw a ball at each other, by saying name of person they 
want to throw to, and ask a question related to words 

- Use the colour card resource to ask/answer questions about words 

 
Main Activity 
 
Group chooses from one of the following activities 

- Have some tea/snacks together as agreed in last session and have a 
group competition i.e. choice of game from previous sessions or a new 
game such as true or false or mythbuster quiz 

- Have some tea/snacks together as agreed in last session and discuss 
how participants have found the group i.e. which sessions did they like 
best/least 

Wrap Up  
 

- Say final goodbyes to group 


