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Introduction

There is a growing emphasis in the UK underling the value of co-production and participant
involvement in research and developing healthcare services (National Institute for health
research, 2021; NHS England, 2017). Co-production is termed; a shared approach to
decision making allowing for collaboration within service design and delivery (INVOLVE,
2018). It is important to acknowledge the valuable insight people with lived experiences
provide into service development with patient benefit at the forefront of quality
improvement initiatives (Health Quality Improvement Partnership, 2017). An area which has
experienced limited participant involvement is collaboration in adapting healthcare

interventions for people with intellectual disability including for those with Dementia.

It is largely recognised, more people with intellectual disability are living into older
adulthood due to improvements in healthcare provision. Consequently, people are
increasing risk of developing age-related illness such as dementia. The (World Health
Organisation, 2021) estimates globally 55 million people suffer with dementia with figures
set to increase to above 70 million by the year 2050. In the UK 885,000 People suffer with
dementia which is estimated to affect 13% percent of people with intellectual disabilities
(National institute for Health and Care Excellence, 2021; The British Psychological Society,
2015).

People with intellectual disabilities are at greater risk of developing dementia than the
general population (Strydom, Chan, King, Hassiotis, & Livingston, 2013). In people with
Down’s syndrome, earlier onset is more common affecting on average twenty percent of
people from age 40. The risk, further increases over the life course affecting forty percent at
age 55 years and over seventy percent at 65+ years, with Alzheimer’s disease the most
common form of dementia (Holland, Hon, Huppert, Stevens, & Watson, 1998; Prasher &

Krishnan, 1993).

Evidence suggests progression of the disease is more rapid in people with intellectual
disability and is a significant factor in premature mortality and morbidity within this
population group (Heslop et al., 2014; Strydom et al., 2013). Despite this prevalence there is
a lack of evidence relating to effective post diagnostic psychological and social interventions

for people with intellectual disability and dementia (MacDonald & Summers, 2020).
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A wide range of psychosocial and cognitive interventions have focused on improving the
lives of people with dementia (Bahar-Fuchs, Clare, & Woods, 2013; McDermott et al., 2019;
Tsoi et al., 2019) with the (National Institute for Health and Care Excellence, 2018b)
identifying psychosocial interventions as an effective treatment for post diagnostic for
dementia care in older adults, pertaining the benefits of cognitive stimulation therapy (CST).
Research has identified CST as an effective psychosocial intervention for people with
dementia (Gibbor, Yates, Volkmer, & Spector, 2021; Siagian, Indarwati, & Lestari, 2020;
Spector et al., 2003; Streater, Spector, Aguirre, & Orrell, 2016). Despite evidence of efficacy,
there is a lack of studies which have explored or adapted CST for people with intellectual
disabilities and dementia. A recent study by (Ali et al., 2021) adapted and designed a manual
for individual CST therapy for people with an intellectual disability. However, the fidelity of
carers was considered a significant factor in the effectiveness of the intervention. In
contrast, a review by (Moon & Adams, 2013) within the general population found specific

benefits for carers enhancing post diagnostic psychosocial interventions.

Interventions such as CST are a recommended treatment for people with mild to moderate
stages of dementia (National Institute for Health and Care Excellence, 2018a, 2018b) and
found to benefit memory and thinking skills with comparable efficacy with medication for
some people in the treatment of dementia (Knapp et al., 2006; Spector et al., 2003). Several
studies have reported participants who completed CST programmes demonstrated
improvements in cognition and communication, identifying participants increased
motivation to participate in conversations (Aguirre et al., 2013; Woods, Aguirre, Spector, &
Orrell, 2012). Furthermore, (Spector, Gardner, & Orrell, 2011) found CST provided
emotional and social benefits as well as improvements in memory and quality of life in

participants (Orrell et al., 2017).

There has been several studies which have adapted therapies for people with intellectual
disabilities (Crossland, Hewitt, & Walden, 2017; Crowley, Rose, Smith, Hobster, & Ansell,
2008; Lindsay et al., 2015; Willner, Brace, & Phillips, 2005) but there has been less focus on
including those who provide care as co-producing partners in this process. Consequently,

the lived experienced of people is often missed and valuable insight is lost. It was
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considered by not using people with a lived experience the acceptability or feasibility of this

treatment programme would not have been tested during the development process.

Cognitive stimulation therapy

Cognitive stimulation therapy is based on a structured group therapy programme delivered
twice a week for 7 weeks by occupational therapists and other trained staff members.
Sessions are facilitated and on average last for 45 minutes. Each session begins with a
warmup activity, a song, and orientation board which provides information about the group,
date, time, month, and weather that day. A group name is agreed by participants and each
session focuses on a particular topic area. The sessions are relaxed, interactive, stimulate

learning, provide opportunities for people to be sociable and designed to be fun.

CST uses multiple components including reminiscence, memory recall and memory
stimulation (Spector, Thorgrimsen, Woods, & Orrell, 2006). The key aim is to stimulate a
person’s memory to improve areas such as concentration and designed to stimulate
thinking by interacting in facilitated activities which focuses on several topic areas. Sessions
include; reading newspapers stories and talking about topics of interest, completing
practical skills such as baking following recipes, measuring ingredients, singing songs and

playing music and participating in quizzes and games (Aguirre et al., 2013).

Aim and objectives

The aim of this study is to improve care provision for people with intellectual disabilities by
adapting a manual of cognitive stimulation therapy (CST) using co-production with families

and carers of adults with intellectual disability. Our objectives were

- To actively collaborate with our co-production partners in the adaptation of CST
using feedback throughout the development process

- Explore the advantages of including carers in adapting manual of cognitive
stimulation therapy for people with intellectual disability and dementia

- Understand participants thoughts and experience on co-producing the manual

- Understand the support needs of people with a lived experience in supporting a

person with dementia.
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Method

The study was conducted in a large UK based NHS provider of community and hospital-
based mental health services in the North West of England. Four community intellectual
disability services deliver specialist care to individuals with intellectual disability across a
population of approximately 1.5 million. These multi-disciplinary services have an open
referral system which allows anyone (professional or member of the public) to refer an
individual with intellectual disability to these services. Services offer a range of multi-
disciplinary specialist interventions and support to meet their health needs. The study was

conducted in one of the four community intellectual disability services.

A total of six carers with a lived experience of people with intellectual disabilities and
dementia consented to participate in the project. Two of the participants were unpaid
carers, one was a family member and the other three participants were paid carers. All
participants had over two years’ experience of supporting or close contact with a person
with intellectual disability and dementia. None of the carers had any experience or
knowledge surrounding CST therefore information was provided to enhance their

understanding.

To achieve adaptation of the CST manual, the project used feedback questionnaires and
individual interviews to ensure active participation throughout the adaptation and
development process. Individual face to face interviews were used to collect additional
information to understand the changing support needs of an ageing population of people
with intellectual disability and to identify priorities for improved provision. Box 1 provides

details of the questions used as part of the adaptation process.

Box 1.

Feedback questionnaire

To be completed for each individual session
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1. Do you feel the activities in the session are easy to follow?

2. Is the information presented in way that the person you support would be able to
understand and take part?

3. Do you feel the materials and resources are in a format that would be easily followed?
4. Is there anything about the session you would change? If so which parts?

5. Do you feel the content is comparable with the original cognitive stimulation therapy
manual?

6. Do you have any other comments or suggestions for any other changes?

Adapting CST manual

Adaptation of the manual followed a systematic model of adapting cognitive stimulation
therapy developed by (Aguirre, Spector, & Orrell, 2014). The adaption process identifies five

phases (table 1) in development of the intervention programme.

Table 1.

1. Generating knowledge and collaborating with stakeholders

2. Integrating generated information with theory and empirical and clinical knowledge,

3. Review of the culturally adapted cognitive stimulation therapy intervention by
stakeholders, and further revision,

4. Testing the culturally adapted intervention for changes made to programme to meet the
needs of people within different cultures

5. Synthesizing stakeholder participant and facilitator by working in collaboration.

Information about the study was provided to all participants which included; background,
evidence base practice on CST and the original manual of cognitive stimulation therapy
(Spector et al., 2006). The information allowed for the benefits of CST to be evident but also

for people to understand the practical aspects of the intervention.
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A project co-production team was created which included, two Occupational Therapists and
a senior community Nurse with experience of delivering psychosocial interventions to
support the initial draft adaptation of the CST manual. The completed CST manual was
provided to carers with a baseline sessions structure, content, and delivery methods. All
supportive resources were provided by members of the project team to co-production
participant members. The CST manual and specifically designed feedback forms were
included, and each participant was given time to review all the sessions and associated

materials.

Several revisions of each session were made to allow all feedback to be incorporated and
appropriate modifications made as an iterative process. Revised sessions were subsequently
provided to co-production participants for further review to establish agreement of final

session manual.

An additional interview was arranged with co-production members with prior agreement
from participants. Pre completed interview questions were used to stimulate discussion; it
allowed valuable information on views of carers of service areas of improvement to be
synthesized. Feedback was collected by three members of the project team using written
notes and all interview session were informal with pre-set questions used as a guide of

inquiry.

Table 2 provides details of agreed adapted session format of the group CST programme

content.
Table 2.
1. Physical Games A variety of games including boules and skittles will promote
physical movement and socialisation.
2. Food A variety of food items will be used to stimulate discussion around

preferences. Activities will include categorising food and

photographs into different mealtimes (Breakfast/ lunch/ dinner).
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1

2

i 3. Bingo A game of bingo using pictures instead of numbers with prizes.
Z The session incorporates chair-based exercises to

7 promote physical movement.

8

10 4. Music Sound clips of different musical instruments will be paired to

:; photographs of the instruments. An opportunity to play

13 instruments, will be used to encourage participation.

14

15 0 . ., . . . . . .
16 5. Categories Activities using a variety of tangible objects and photographs will
17 . . . .
18 allow items and photographs to categorised according to their
;g colour, size, and species.

21

22 6. Craft Creative activities such as planting seeds and decorating cakes.
23

24 This session aims to offer a sensory experience.

25

26 7. Faces and Scenes  Photographs will be used to compare different celebrities

27

28 and places with an opportunity for people to express individual
29

30 preferences.

31

gg 8. Sounds A variety of sound clips will be played to identify popular artists or
34 pop groups by holding up laminated cards. Additional clips of
35

36 sounds are used to stimulate thoughts in different settings such as;
37

38 at the beach or in a café.

39

2(1) 9. Quiz A quiz with ‘true’ or ‘false’ answers with statements to facilitate
42 discussion around opinion rather than a right or wrong answer.
43

44 - . . . . . . . . .

45 10. Routines Participants will consider their own daily routines using visual
j? resources. Additional group discussion on topics such as healthy
48 routines and sleep.

49

50

51 11. Word A linking activity will use photographs of famous faces to their
52

53 Associations famous counterpart and pair famous sportspeople with their

>4 sport

55 port.

56

57 12. Cognitive Games Providing a sensory experience, relying on touch to identify

58

59 objects hidden from sight using day to day objects.
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13. Film A quiz on popular films across the decades with a pairing activity
using photographs of films. Opportunity for discussion of

individuals favourite films.

14. Holidays A multi-sensory immersive session will involve using touch, feel,

taste and listening to evoke memories.

Analysis

Participants feedback was analysed throughout the development process by using
information provided by co-producers to make continual changes to the CST manual and
clinical intervention programme. The interviews questionnaires were transcribed and
subsequently coded using thematic analysis (Braun & Clarke, 2006). This was done
independently by two members of the project team and information was manually coded.
Codes were discussed and compared between members with key themes derived through

discussion.

Results

Adaptation of the Cognitive Stimulation Therapy programme

The project aimed to generate discussion and feedback as an iterative process throughout
the development to allow for collaboration. Feedback was provided by all participants.
Three carers provided session feedback verbally; they made a prior request for a member of
the project team to maintain contact via telephone and through face to face meetings to
support them through this process. Other participants provided feedback by completing the

feedback questionnaires.

There was consensus between carers to much of the original structure of the CST manual
(Spector et al., 2006); however, the collaborators highlighted several challenges with the
CST manual indicating the difficulties some sessions might present to those with intellectual
disability. Collaborators made suggestions for necessary adaptations for people with

intellectual disability to ensure their engagement in the intervention programme. Two
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participants provided their opinion of the people who they support being able to engage in

the sessions.
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13 Box 2. Examples of feedback from families and carers with narrative.

18 | feel the adaptions are now easier to follow and [name] would really enjoy the
sessions and mix with other people with intellectual disabilities and dementia.
21 «» The manual is engaging, stimulating and has positive social attributes which | think

23 [name] will enjoy attending and hopefully help to slow down his dementia.

28 There was suggestions and discussion from two carers who support a person with more

severe intellectual disabilities on the length of the group sessions.

35 «»» Would it be worth considering shorter 30-minute sessions could be more
37 appropriate as often [name] has difficulty concentrating for more long periods of

time?

43 The group considered the recommendations and agreed to continue with 45-minute
45 sessions with the sessions being facilitated by two clinicians to allow an additional staff

47 member to assist between 4-6 participants who may require support.

55 Adaptation needed to increase participation and engagement with the programme

Participants recommended adding information and education for carers as a first step to

59 support the CST programme. This led to changing the structure of the first session to include
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carers to attend a short overview of CST programme. The overall aim was to ensure carers
would have adequate knowledge and understand the benefits of CST in maintaining
cognitive function. As per further recommendation, an additional resource was developed

to assist people who provide care but are unaware of interventions such as CST.

Discussion within the project group suggested developing a resource to make CST part of
person’s daily activity programme. This led to development of an additional CST activity

workbook resource with 14 shortened exercises.

Individual feedback sessions

The focus of the interviews was on views of people with a live experience on areas for
service improvement and on their difficulties and challenges in meeting needs of aging

population of adults with intellectual disability. There were two key themes identified.

Aging and physical health

Participants highlighted lack of awareness training on supporting physical health of aging
intellectual disability population. Families and carers were not always aware of the available
resources or tools to monitor physical health of people with intellectual disability.
Confidence and understanding of a person’s physical health was considered a key aspect of

responding to accordingly and accessing medical care.

It was highlighted that not all people providing support had good understanding or were
confident in supporting physical health related needs or in explaining the signs and
symptoms to healthcare professionals. | think more training for all carers in physical health

would be particularly beneficial.

It was considered by most participants that more focus on providing education for carers on
aging and physical health would be of particular benefit to better meet and respond more
readily to people with intellectual disabilities needs. Additional, education need for carers
surrounding identifying the signs and symptom of mild cognitive impairment or early stages
of dementia. Participants considered better awareness would allow earlier diagnosis and

thus earlier treatments to possibly slow progressions of the disease.
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Dementia awareness training

All the participants noted a lack of availability of dementia education for families and carers
of adults with intellectual disability. Areas highlighted for education and training included
information about dementia, understanding the course of dementia, likely changing and
support needs, physical health and mental health implications, resources and support
available and how to access those. Providing information leaflets to read was not thought to
be adequate. Participants suggested interactive training sessions where families and carers
could ask questions. They recommended such training to be part of routine post-diagnostic

offer and it was felt that group sessions would be beneficial in these situations.
Discussion

This is a first study in the UK that has used co-production with families and carers to adapt
an established therapeutic intervention. The study adopted a qualitative approach to co-
producing and adapted manual of CST for use in clinical practice of people with an
intellectual disability. There are several key findings identified through the study. Firstly,
collaborators identified challenges within the original CST manual indicating the difficulty
some sessions would present to people with intellectual disabilities. The manual required
modifications to session content and supportive materials. These findings were also
identified by (Ali et al., 2021) when adapting a manual for individual CST for people with

intellectual disabilities and developed alternate activities.

The feedback and ideas generated by those with lived experience offered a significant
contribution to the development of the intervention programme. Secondly, it is considered
participants valued the CST intervention programme as a potential useful post diagnostic
intervention for people with a diagnosis of dementia. However, caution is needed as the
manual requires examination for effectiveness in clinical practice. The evidence clearly
identifies CST as an effective intervention for people within the general population with
dementia (Aguirre et al., 2013) although evidence underlines limited use of such post
diagnostic interventions for people with an intellectual disability (MacDonald & Summers,
2020). The adapted CST manual aims to allow evidence-based therapy to be delivered

therapeutically within clinical practice. However, it is important to test the manual and
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intervention programme in a clinical environment to understand the overall acceptability

from people with intellectual disabilities.

Next steps

There are clinical implications which a future study will help examine in more detail. The
first objective would be to gain an understanding from people with intellectual disabilities
any further modifications to the manual and intervention programme are required. In line
with studies within the general population it is important to understand the feasibility and
effectiveness of group CST for people with intellectual disabilities and dementia. A clinical
practice trial of the CST intervention programme will aim to examine the comparative
differences of the intervention on an individual’s mood, behaviour, and levels of cognitive
decline. Furthermore, evaluation will help determine any relative differences for those
undertaking the CST programme to quality of life improvements. A key challenge for the
intervention will be establishing commitment to the programme for 14 group sessions. It is
anticipated adherence to the programme will be enhanced by the social aspect of group CST

and involving carers in the first session.

The inclusion of a CST activity workbook could provide an additional opportunity for people
to complete shortened CST sessions for therapy within their home environment. However,
caution is needed as fidelity of carers is identified by (Ali et al., 2021) as affecting the

outcome of CST when delivered by those who provide care.

Strengths and Weaknesses

There are several strengths to this study. This is the first study which has adapted a group
CST therapy for use as a non-pharmacological intervention for people with intellectual
disabilities and dementia in clinical practice. By involving carers in the development process
the potential advantages of the CST intervention was identified from people with a lived
experience. However, the CST manual has not been tested with people with intellectual
disability. The examination of this treatment approach in clinical practice will allow further
refinements and changes to the intervention programme which will be based on feedback

on levels of engagement and participation from people with intellectual disability.

Conclusion
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In conclusion, the authors of this study have underlined the positive aspects of collaboration
and co-production from people with a lived experience of caring for a person with
intellectual disabilities and dementia. The development of a CST manual is the first step in
understanding feasibility of this approach for people with intellectual disability. Research on
post diagnostic treatments such as CST need to be trailed in clinical practice to contribute to
increase the evidence base. Co-production is an essential part of this process for making
improvements in service provision. These are key to supporting an aging population

enabling opportunities for enhancing knowledge and skills of carers.

Ethical Information

The study was approved through the Trust’s research ethics approval process. Data was
extracted and anonymised from the standard electronic patient record system used in
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http://www.hra-decisiontools.org.uk/research/ ) this study was not defined as research and

therefore did not require submission to the Integrated Research Application System (a
single system for applying for the permissions and approvals for health and social care /

community care research in the UK).
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