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Executive Summary
Introduction
This report details the findings of a feasibility study which focussed on the
implementation of Thinking Active in Staffordshire from August 2016 to May 2017.
‘Thinking Active’ is a multi-modal community based intervention designed by
Staffordshire County Council to slow the onset of dementia for people with an early
diagnosis.
Dementia is one of the major causes of premature mortality in Staffordshire (Harling,
2017) and the prevalence of dementia in Staffordshire and Stoke-on-Trent 2015/16
are both above the average for the West Midlands and England (Public Health
England, 2016). With the cost of dementia in the UK estimated to be £26.3 billion per
annum (Alzheimer’s Society, 2014), interventions to prevent cognitive decline and
increase quality of life of individuals with dementia and their care-givers are crucial.
The purpose of this study was to explore the feasibility of delivering and evaluating
Thinking Active in community settings. Staffordshire County Council commissioned
four different services around Staffordshire to pilot a 14-week programme, comprising
physical activity sessions followed by the evidence based Cognitive Stimulation
Therapy (CST) sessions. The programme was developed based on evidence that
regular participation in mental, physical and social activities has been linked with a
reduction in dementia (Blondell, 2014; Dannhauser et al., 2014; Hamer & Chida, 2009;
Karp et al., 2006).

Methods
The evaluation utilised a mixed methods approach to explore the process of
implementing Thinking Active, with some limited measures of efficacy and perceived
efficacy.
Across the four Thinking Active programmes 24 participants were recruited. Half of the
participants were recruited through day centres, with the remaining participants
recruited through newspapers, word of mouth at local dementia groups and use of
social media. Seventeen participants completed the programme and attended a mean
of 13 sessions from a maximum of 14. Participants were invited to a taster session
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(week 1) in which pre-intervention questionnaires were also completed and postintervention questionnaires were completed in week 14.
Care-givers and service providers were invited to take part in a semi-structured
interview to collect feedback about Thinking Active. Interviews with 11 care-givers
focussed on the experiences and impacts of the project on them and the individual
they care for. Interviews with seven service providers focussed on the programme
organisation, delivery, and their reflections.

Findings
Overall, participation in Thinking Active was a very positive experience for people
with dementia, care-givers and service providers. It could be seen to be cost
effective with the potential to reduce costs from the £30 per participant per session
for the pilot phase to £7 per session over time if the full quota of participants (8 per
provider) are recruited, and start-up costs are reduced as providers become more
experienced in delivering the programme.
Recruitment of suitable participants was highlighted as a challenge and the pilot did
not reach the target of 32 participants. Nevertheless, retention of participants to the
programme was successful.
A number of the providers were explicit about the difficulties they had in recruiting
participants to the Project:
“We just found that it is a hard market to get to because we put stuff in the
papers; we did events; we did Facebook; we tried to get family members to
come…there was quite a lot of leg work to get to them. It took ages to get a
group.” (Provider)
“… at first it was ‘how are we going to find these people’, because we don’t
currently work with people with dementia … and it was a bit of a slow start
really to get into the right groups, because we were trying to work with partners
that we had never worked with before.” (Provider)
Some providers concluded that the programme was not suitable for all of the
participants they recruited. For those inappropriate referrals, rather than improving
their sense of well-being, they believed that they found the programme quite
distressing:
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“We found that with the people that came that were probably more ‘moderate’
[stage of dementia], potentially even at the higher end of ‘moderate’, it was not
suitable for them. It was quite distressing in ways… they were sort of not being
able to answer the questions, and then because of that becoming quite agitated
and upset.” (Provider)
Despite the challenges of recruitment, all of the providers enjoyed delivering the
project. The majority of providers felt that they were well supported in the project
development phase and received sufficient training to be able to deliver a good
service. Although one provider did believe that more training can always be helpful.
“It was probably enough for that day because there was a lot to take in… All
training and knowledge is good because it is going to add that extra in. It
was good but probably more would have helped.” (Provider)
The analyses indicated cognitive function, quality of life and wellbeing of participants
did not improve or deteriorate significantly as a result of the project, although small
numbers are a limitation for meaningful statistical analysis of changes in quantitative
outcomes.
The main motivation for care-givers to get involved with Thinking Active was the
need for help to find something to engage their spouse/parent with to help slow the
progression of the disease.
“There isn’t a cure we know that. They are working on it. It is a bit like you will
try anything. You want things to get better. We realised that the only thing we
can do is engage and try and make our situation the best it can be.” (Caregiver)
Importantly, the pilot highlights that the community-led programme was received
positively by care-givers. They spoke of the benefits of being involved in Thinking
Active frequently, which included respite and having a break from caring, completing
tasks such as housework or shopping more easily, and learning from and sharing
experiences with others in a similar situation.
“She has been able to socialise. Because I have got my dad, she has been
able to go out and get a coffee with friends so it has benefited as well. So her
wellbeing has probably improved for a couple of hours.” (Care-giver)
4

Care-givers also believed that the participants have benefitted from attending the
programme, regardless of their stage of dementia, as highlighted in the two quotes
below.
“I am pleased he's found something that he thoroughly enjoys and really really
looks forward to, I mean no two ways about it. He's ready to come at 10, it
doesn't start till 2.” (Care-giver - participant with more advanced dementia)
“The project highlighted his strengths and weaknesses, for example he is still
a very good socialiser but as he realised himself it showed his memory had
declined and also meeting with other attendees with the same illness made
him aware of where he is and what is possibly to come.” (Care-giver –
participant with early onset of dementia)
Both care-givers and providers discussed particular challenges they faced during the
set-up and delivery of the programme. These included communication about the
project at all levels (i.e., between commissioners, providers and care-givers), and
logistical challenges of planning the sessions and certain venue constraints.
Everyone involved with the programme stated that they had enjoyed the experience
and stated that they would like it to continue.
“I think it should carry on. I think it definitely helps people more. I don’t
know if they can find other ways of encouraging people to join.” (Care-giver)

Recommendations
There are three main recommendations highlighted in this report. These relate to the
volume and appropriateness of recruitment, programme delivery and further research.
To improve recruitment of suitable individuals, community organisations need to be
supported to build relationships with groups that work with dementia patients, including
the NHS and primary care. Learning from the set-up and organisation of this pilot and
some of the challenges of working with community organisations would also be of
value. Further research is warranted in a number of areas, such as with key
stakeholders about the referral/signposting process and how to overcome perceived
barriers, and with participants to understand their views of the programme.
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Introduction
Dementia is a collection of symptoms resulting from damage to the brain, such as loss
of memory where distant past events become easier to remember than recent events;
emotional distress particularly in new environments; and difficulty reasoning and
following conversations (Robinson, 2016). The global prevalence of dementia is
estimated at 47 million and is expected to rise steadily from 75 million in 2030 to nearly
triple by 2050 (World Health Organisation, 2017). At a local level, dementia is one of
the major causes of premature mortality in Staffordshire (Harling, 2017) and the
prevalence of dementia in Staffordshire and Stoke-on-Trent 2015/16 are both above
the average for the West Midlands and England (Public Health England, 2016). With
the cost of dementia in the UK estimated to be £26.3 billion per annum (Alzheimer’s
Society, 2014), interventions to prevent cognitive decline and increase quality of life of
individuals with dementia and their care-givers are crucial.
Regular participation in mental, physical and social activities has been linked with a
reduction in dementia (Blondell, 2014; Hamer & Chida, 2009; Karp et al., 2006).
Cognitive Stimulation Therapy (CST) is an intervention for people with mild to
moderate dementia and aims to encourage participants to engage in a range of
discussion and activities. Evidence suggests CST to be cost-effective with benefits for
both cognitive function and wellbeing (Knapp et al., 2006; Aguirre et al., 2013). Aerobic
exercise interventions have been shown to be beneficial for cognitive function in
patients with dementia (Groot et al., 2016). Physical activity reduces the presence of
risk factors associated with dementia, such as physical inactivity, obesity,
hypertension, and diabetes. Moreover, physical activity may specifically help to
prevent the development of vascular dementia (Aarsland et al., 2010). However,
approximately 70% of adults do not meet both aerobic and muscle-strengthening
guidelines to obtain these preventative benefits (Scholes & Mindell, 2013).
To date, many single domain studies involving physical activity (Lautenschlager et al.,
2008; Sink et al., 2015), management of vascular factors (Ruitenberg et al., 2005),
and diet (Martínez-Lapiscina et al., 2013) have produced modest or inconclusive
results (Olanrewaju et al., 2015). Given that dementia is a complex disease with
various risk factors, interventions should use multi-domain strategies (Olanrewaju et
al., 2015), targeting several lifestyle habits such as diet, cognitive activity, and physical
6

activity (Ngandu et al., 2015). Using a multi-domain approach to prevent cognitive
decline has demonstrated promising results (Dannhauser et al., 2014; Ngandu et al.,
2015).
Thinking Active is a multi-modal sustainable, community-delivered programme
designed by Staffordshire County Council. The Thinking Active project commissioned
four different services around Staffordshire to pilot 14-week programmes, comprising
physical activity sessions followed by the evidence based Cognitive Stimulation
Therapy (CST) sessions.
The original aim of this pilot was to slow the onset of dementia for people with an early
diagnosis of vascular dementia. However, the scope of the pilot was widened to people
with an early diagnosis of dementia during the developmental stages to aid
recruitment. The purpose of this evaluation was to examine the feasibility of delivering
and evaluating Thinking Active in community settings.
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Methods
Study Design
This feasibility study focussed on the implementation of Thinking Active in
Staffordshire from August 2016 to May 2017. The evaluation involved a combination
of quantitative and qualitative methods. The emphasis was on the process, to gain
learning from implementation, but with some limited measures of efficacy and
perceived efficacy. A Consultant Psychologist provided advice on the evaluation
methodology, suitable measures and practical implementation of the project, with
particular reference to CST.
Following a tender process, the 14-week Thinking Active programme was delivered in
four community-based organisations across Staffordshire. The programme was
delivered once a week and consisted of physical activity (45 min) and CST (45 min).
The Thinking Active programme was delivered in a day care centre, in a community
building and in two leisure centres. The physical activity component of the programme
included seated/chair-based exercise, table tennis, walking and indoor multi-activity
sessions. All four programmes delivered the CST session with help from the CST
manual (Aguirre et al., 2012).
Participants were recruited through newspapers, social media and word of mouth. At
the point of recruitment, participants were given the choice to consent to their data
being used in the evaluation and for their contact details to be passed on to the
evaluation team. Participants were invited to a taster session (week 1) in which preintervention

questionnaires

were

also

completed.

The

post-intervention

questionnaires were completed in week 14.
Within the last two weeks of the programme, care-givers were invited to take part in
an interview to discuss their experiences of the project. Upon project completion,
service providers were invited to take part in an interview to discuss the delivery of
the programme.

Participants
Service providers screened participants for eligibility at the point of recruitment. To be
eligible to participate in Thinking Active, participants were required to:
•

have a diagnosis of mild to moderate dementia
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•

be able to take part in light physical activity

•

be able to settle in a group setting

•

not have a severe communication impairment

•

not have a severe hearing or visual impairment

•

not display challenging or offensive behaviours

•

not have severe health problems that would affect their ability to attend the
group.

Data collection
Quantitative
Each organisation completed a register of attendance for the programme, to allow
analysis of recruitment, retention and adherence rates to the programme.
Participants completed validated measures of cognitive function and quality of life preintervention and post-intervention. These included the Mini-Addenbrooke’s Cognitive
Examination (MACE), Quality of Life-Alzheimer’s Disease (QoL-AD) and the WarwickEdinburgh Mental Wellbeing Scale (WEMWBS) (see Appendix 1 for participant survey
measures). Care-givers were also asked to complete the QoL-AD and WEMWBS
scales, in addition to the Zarit Burden Interview (see Appendix 2).

Qualitative
Care-givers and service providers were invited to take part in a semi-structured
interview to collect feedback about Thinking Active. Interviews with care-givers (n =
11) focussed on the experiences and impacts of the project on them and the individual
they care for, and lasted 34 minutes on average. Interviews with seven service
providers (male n = 3 and female n = 4) focussed on the programme organisation, and
delivery, and their reflections. These lasted 46 minutes on average.

Data analysis
Quantitative
Descriptive statistics were calculated to demonstrate programme reach, recruitment
and retention. Limited efficacy was explored through pre- to post-intervention changes
in mean outcome variables for participants and care-givers. All analyses combined the
data across the four delivery groups. Analyses were conducted in SPSS 24.
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Qualitative
Interviews were audio-recorded and transcribed verbatim for analysis. Inductive
thematic analysis was used to identify the main patterns within the data. The six phase
procedure used to analyse the data included familiarisation with the data, generating
initial codes, searching for and reviewing themes, and writing up the report (Braun and
Clarke, 2006). To minimise any potential bias in the interpretation of the qualitative
data, two researchers have been involved in the analysis process. Two researchers
conducted data analysis. The computer software package QSR NVivo was used for
coding and to manage the analysis process.
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Results
Quantitative data
Recruitment and Retention
Across the four Thinking Active programmes 24 participants were recruited (range 5
to 8 participants per service). Half of the participants were recruited through day
centres, with the remaining participants recruited through newspapers, word of mouth
at local dementia groups and use of social media (Figure 1).
4%
25%

Day Centre
50%

Dementia Group
Newspaper
Social Media

21%

Figure 1. Sources of recruitment
Seventeen participants completed the programme and attended a mean of 13
sessions from a maximum of 14. The mean number of sessions attended per delivery
group ranged from 12.8 to 13.5. There was considerable variation in baseline cognitive
function as assessed by M-ACE (range 1 to 27). Seven participants dropped out of the
programme due to unsuitability (n = 2), family bereavement (n = 1), being unable to
access sessions (n = 1), deterioration of health (n = 1) and unknown reasons (n = 2).
Table 1 shows participant characteristics of completers and non-completers.
Table 1. Baseline participant characteristics

N
Age (years): Mean (SD)
Sessions attended: Mean (SD)
M-ACE score: Mean (SD)
Gender (male): n (%)

Total

Completers

Non-completers

24

17

7

79.1 (8.4)

78.1 (8.3)

81.6 (8.9)

11 (4)

13 (1)

5 (4)

10.2 (7.6)

10.9 (8.0)

8.3 (6.6)

15 (63)

12 (71)

4 (43)
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Limited Efficacy
Questionnaire responses to quality of life, well-being and cognitive function were
collated and analysed for 17 participants pre- and post-intervention (Table 2).
Statistical analyses indicated no significant change from pre-post intervention in
participants’ quality of life, wellbeing or cognitive function.

Table 2. Participant pre- and post-intervention questionnaire responses (n = 17)
Pre

p

Post

Mean

SD

Mean

SD

Quality of Life

37.7

6.3

41.3

8.1

0.11

Wellbeing

54.0

8.5

53.2

9.8

0.60

M-ACE

10.9

8.0

10.4

8.7

0.64

Ten care-givers completed the baseline questionnaires, but only 5 completed the postintervention questionnaires (Table 3). Analyses indicated a significant increase in
wellbeing (mean (SD) = 2.4 (1.1), t = 4.71, p = 0.01). There was no significant change
in perceived quality of life for the participant or burden for the care-giver.

Table 3. Care-giver pre- and post-intervention questionnaire responses (n = 5)
Pre

p

Post

Mean

SD

Mean

SD

Quality of Life*

30.4

3.6

31.9

5.5

0.35

Wellbeing

49.4

11.3

51.8

12.3

0.01

21

10.9

31

20.4

0.12

Zarit-Burden

*The care-givers provided a rating of the participants’ quality of life.
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Funding
The Thinking Active pilot cost a total of £7,300 (Table 4).

Table 4. Programme costs
Cost
Staff Training

£1,500

Marketing

£1,000

Delivery

£4,800

Total

£7,300

This equates to £30 per participant per session for the numbers completing the
programme in the current cohort of 17 participants.
The cost per participant per session would reduce to £16, if recruitment to each of
the groups and sessions was maximised (i.e., 8 participants per programme; n = 32).
Over time, the cost per participant would reduce further as additional costs for staff
training would be minimal. For example, if the upfront training costs were removed
and each of the groups were to run the full 14-week programme twice, at full
capacity, the ongoing running cost would be £7 per participant per session.
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Qualitative data – Providers
The thematic analysis led to the development of 4 themes and 12 subthemes. The
four themes were (1) programme development, (2) perceived benefits, (3)
challenges and (4) recommendations.

Programme Development
Providers highlighted both positive and challenging aspects of developing the
Thinking Active programme. These are captured in the following three subthemes.
Fit with current work and skills
Providers were attracted to the programme as they felt it fitted well with the work
they were already doing. Many of the providers also had previous experience of
dementia programmes or working with people with dementia that they could draw
upon to help plan and deliver suitable sessions. This gave them confidence that they
could deliver the programme effectively as they already had some of the skills,
knowledge and understanding required to perform the tasks. One provider stated:
“We thought we were in a good place to do this, because we already delivered the
seated exercise classes across South Staffordshire and we already understand mild
dementia…. but that is why we bid for it because we thought we could deliver it.”

Training
Feedback about the quality of training and level of support they received prior to
delivering Thinking Active was largely positive. Providers suggested that the training
helped to engage them with the programme, provided the necessary skills to deliver
the project and further develop their knowledge of dementia:
“I thought that session [CST training session] – that very initial one, I thought [course
deliverer] was excellent and it hooked me in.”
Perceptions around the quantity of training were mixed. One provider commented:
“Yeah I felt that I didn’t need any more training, I felt it was really good I had enough
training. The training was good.”
However, another provider suggested that more training would have been beneficial:

14

“It gave me more questions than answers to be honest, about the condition. It was
probably not quite enough. It was probably enough for that day because there was a
lot to take in…All training and knowledge is good because it is going to add that extra
in. It was good but probably more would have helped.”

Recruitment
Recruitment to the programme was slow and ultimately resulted in fewer participants
that initially planned (target of 32 overall, but 24 recruited and 17 completed).
Providers had reservations about recruitment, some felt since they did not work with
people with dementia they would find it hard to engage with dementia groups, local
charities and organisations that they had not worked with before. They were pleased
to find that despite the slow start and initial reservations, they were well supported
(particularly by Staffordshire County Council and Sport across Staffordshire and
Stoke on Trent) and managed to recruit while at the same time build very good
networks as a result.
“I think with the organisation at first it was ‘how are we going to find these people’,
because we don’t currently work with people with dementia, well before the project
we didn’t, and it was a bit of a slow start really to get into the right groups, because
we were trying to work with partners that we had never worked with before. But I
think once the word got out there … I think that in the end when we set the delivery
date, it all sort of came together quite nicely.”
Similarly, two other providers comment on the difficulties they faced to recruit
participants:
“From the very beginning we felt that we had been told that people would be referred
to us and then all of a sudden it seemed like we had to go and find people. As you
can see, there is no way in the world that we could have done that … but when they
came from the day centre it worked out great for us.”
“We just found that it is a hard market to get to because we put stuff in the papers; we
did events; we did Facebook; we tried to get family members to come….…there was
quite a lot of leg work to get to them. It took ages to get a group.”
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Despite support with and guidance about the recruitment process, service providers
voiced frustration with this process and outcome. In one group, low recruitment rates
limited the opportunities to support people with dementia through the project:
“To be fair that it was in the programme wasn’t it? They would be identified at the
start to see if they would be suitable or not through a questionnaire, so it was
identified. It is just frustrating that we could have done more if we had more people.”
Some providers concluded that the programme was not suitable for some of the
participants they recruited. For those inappropriate referrals, rather than improving
their sense of well-being, they believed that they found the programme quite
distressing:
“We found that with the people that came that were probably more ‘moderate’ [stage
of dementia], potentially even at the higher end of ‘moderate’, it was not suitable for
them. It was quite distressing in ways… they were sort of not being able to answer the
questions, and then because of that becoming quite agitated and upset.”

Perceived Benefits
Providers perceived two main benefits to the participants engaging with Thinking
Active. These are captured in the sub themes below.
Social Network
Providers suggested that Thinking Active provided more than physical activity and
cognitive stimulation:
“I think that all the people there have become friends and it has become a social group
more than just something to try and reduce your onset of dementia.”
They also reported that it helped participants build relationships and gave them a
sense of belonging and purpose. It gave an opportunity not only to make friends, but
to spend time with others.
“It has become more social which is what I think has benefited everyone and I think
they have enjoyed it as a social event.”
“… they have got a lot out of the social side of it. I think they liked the belonging of
the group and the group name and the group song. It was like they liked to do that.
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They seemed to … they have all got like their own little cliques of friends and they
won’t really move from there, so I think they have benefitted socially.”
The providers also reported social benefits of delivering the programme:
“It's like adopting six Grans and Grandads, … and I see them as my friends, I don’t
see them as like participants, or users of the centre, they have become friends,
because you spend that much time together and talking about like their personal sort
of experience.”

Improved health and wellbeing
Providers commented on how Thinking Active has helped participants improve both
their emotional and physical wellbeing.
Bringing joy and laughter to the participants of the programme was a recurring
aspect. One provider stated, “We were just amazed by the complete joyfulness that
everyone experienced from the physical activity.” Providers also found the
transformation in people’s emotional wellbeing very rewarding.
“We have figured out that he loves ice cream and any opportunity to mention ice
cream he does, and just to see him go from not really speaking in the group, to
having a laugh and smiling and joining in it is just … it is really rewarding to see, I
have really enjoyed the project so far.”
Providers also discussed the health benefits of engaging with Thinking Active:
“I mean it is a no brainer really with the exercise because it is not going to do them
any detriment, it is going to help them with their overall health. We know it stimulates
the brain anyway with the endorphins and the oxygen to the brain. It helps them lose
weight ... it helps the heart.
If it doesn’t directly benefit that session it is going to benefit their holistic approach”

Challenges
This theme captures the main challenges and barriers that the providers
encountered during development and delivery of the programme, namely logistics
and communication. An additional challenge mentioned earlier was around
recruitment of suitable participants.
17

Logistics
The first logistical challenge identified by the providers was venue accessibility.
Some providers expressed concerns about the practicalities of getting the target
population to the venue. While this may not have been a problem for all providers, it
was highlighted as a possible barrier for some of the dementia patients accessing
the program.
“…my sessions were fine, but looking at the other organisations, that’s the only
barrier I could see getting the person who are living with dementia to the venue.”
“The main entrance is at the front …the meeting room is quite a long way. It is not the
best signposted and we are generally trying to get that addressed.”
Finding the time to prepare the session with competing work commitments was also
identified as a challenge for providers, particularly with regard to sourcing resources
for the session.
“…the only challenges we experienced was the ‘sit down we have got to talk about
what we are doing on [day of the week].”
A related challenge identified was tailoring the CST component of the session to
cater for the range of participants. They referred to specific CST sessions that were
more demanding to plan and deliver, particularly those that required certain
resources and were less feasible to deliver in their community setting.
“Yes, art appreciation; being creative – come along and make an apple crumble. Well,
I am sorry that is just not feasible – planting seeds isn’t feasible.”
However, one provider perceived this as a positive challenge to foster
creativity/adaptability in their delivery:
“It is coming up with something practical and the ideas and thinking ‘I can do this, I
can do that, can I do that, will that be appropriate?’ It gets my mind going again and
they are not serious challenges. …They are a challenge but it is something new. It is
not something that I see as detrimental. It is something exciting to get on with.”

Communication
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Service providers expressed miscommunication between what they thought the
programme was going to be and the reality. One provider described the programme
as an intellectual programme, rather than the more familiar sporting programme:
“That one completely threw us. We had been given the impression that it was a
sporting programme for dementia rather than, for want of a better word, an intellectual
programme. We were completely thrown … The second course was totally and utterly
different and that changed my opinion because the first one we were sort of thinking it
is nothing to do with sport. Whether we got the wrong impression from the outset I
don’t know.”

Recommendations
All seven providers stated they would be happy to deliver a Thinking Active Project
again given the opportunity. Four sub-themes relating to future delivery emerged
from the analysis.
Sustainability
One of recommendations service providers presented was the need to find a way of
maintaining and delivering the service after the end of the initial project. All
mentioned funding as an issue to sustainability. Explaining why they could not
continue to deliver Thinking Active, one provider stated:
“I enjoyed and I would do it again, but that’s the only reason I think because we haven’t
got any more funding.”
Some providers raised concerns about the lack of continuity of the programme,
“We have done all this work with them and for those people now what? Where do they
go?”
Nevertheless, providers did try to seek sustainable solutions where possible. For
example, one provider explained with additional funding to cover training, some staff
would be able to run the programme through their day job as a care-giver:
“I have trained some of them in seated exercise, ... I think if we could get some more
funding and make it bigger, we could use those other three members of staff, who
obviously they are not trained in CST, but they are trained in dementia care and
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everything and they are naturally doing most of the CST anyway, that’s what … it's
there, I can see that would work on a bigger scale.”
Providers specifically mentioned the importance of involving the third sector in
running such programmes and ensuring the needs of people with dementia continue
to be met. They explained possible options.
“Part of the aim of the project and having [a voluntary organisation] involved was they
would have … say if this pilot sort of finishes that [voluntary organisation] can cater for
their needs, so they can join normal [voluntary organisation] activities.”
The provider continued:
“I think the handover sort of once the pilot has finished will come a lot down to what
the [voluntary organisation] can do, because they are like a volunteer-led programme,
so that just sort of limits the cost of continuing the programme.”

Support and Training
Future programmes need to ensure that there is good support and training for
providers. Three out of four providers spoke about how they utilised the care-givers
to support delivery of the session, but recommended utilising this support more.
Whilst, not always being part of the session, having this support to hand allowed the
session to run uninterrupted:
“If something had occurred they were only just outside and if they needed the toilet it
was great because they were there to help. So it didn’t mean that people’s attention
was lost because somebody was going to the loo which is a great asset, so it would
have really put a dampener on the process.”
Some additional training may be necessary to equip service providers to feel
confident in delivering sessions.
“It might be good to offer dementia friends awareness sessions to everyone who is
doing it. Things like that might have helped us go along the way.”
Providers felt “more practical, in the sense of the delivery side of it” would have helped,
in addition to some first-hand experience:
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“To have gone along to somewhere whereby there was already something in place for
dementia people. …if there was something I could have gone along to and said ‘OK
this is already up and running as a social thing or as a dementia thing for people’ –
similarly to what we saw on the videos on the first course.”

Advice for future delivery
Providers highlighted the need to take time to prepare in advance and not take
anything for granted to deliver the sessions effectively. They also commented on the
need for providers to have a positive attitude towards the programme, “enjoy it” and
“embrace it”, and join in the fun.
“Prepare. Prepare your session in advance, which is obvious. Go in being happy,
friendly, encouraging; they may be older but they still want fun and they like a laugh
and I think if they are enjoying it and it's fun and they are having a laugh, they will
want to do it … I just tried to throw everything I had into it and be approachable and
happy and make it fun for them.”
Another piece of advice given was to keep the session as simple as possible:
“I would love to think that sort of thing is available to people in that simple form – don’t
complicate it. Keep that two 45 minutes.”

Qualitative data - Care-givers
The thematic analysis led to the development of 4 themes and 10 subthemes. The
four themes were (1) seeking help, (2) positive experiences, (3) challenges and (4)
recommendations.

Seeking help
The need to find something for their spouse/parent to be able to engage with was the
main motivation care-givers gave for committing to Thinking Active:
“There isn’t a cure we know that. They are working on it. It is a bit like you will try
anything. You want things to get better. We realised that the only thing we can do is
engage and try and make our situation the best it can be.”
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The hope was that this project would help their spouse/parent to meet others, make
friends and enhance their social life, whilst at the same time becoming more active
and find cognitive stimulation to slow progression of the disease.
“Well I just needed something for him to stimulate his brain because I don't think we
could get through to him at home, we've got good games and things, dominos and
things but I think he needs more social. And as I said at home he just sleeps a lot so
I just need to get him out to do things, get his mind ... try to get his mind going
again.”

Positive experiences
Care-givers spoke about a number of positive experiences associated with the
project. These are discussed in the following four subthemes.
Good Delivery
Carers appeared to have positive experiences of the programme due, in part, to good
delivery. They felt the service providers were knowledgeable, “I think they understood
who they had got and how to speak to them. They were very good with them”, and
passionate, “They are doing it because they enjoy doing it.”
Care-givers liked the combination of physical and mental stimulation and felt there
was a good mix of activities involved in the programme:
“You have got a combination of both; you have got the mental stimulation and then
physical … I think it is a good mix. Have a coffee and its relaxed as well. There is no
pressure and there is no wrong answers.”
“…every week was different, wasn’t it? They had gardening some weeks, planting of
flowers and other weeks about memorabilia. … It kept their minds entertained for a
good two hours.”

Impact/benefits
Most of the care-givers did not feel that involvement with the programme had
affected their home-life. When referring to quality of life, wellbeing and social life, a
care-giver stated, “No, no it’s still exactly the same. It hasn’t improved it or
deteriorated.”

22

Nevertheless, care-givers spoke about how being involved with the programme led
to brighter moods, a boost in confidence and a sense of purpose. Care-givers
indicated that with time they realised how empowered their spouse/parent had
become, even trying things they would never had done before.
“I think it has given him the thought that he can do things. I mean alright some days
he is not very well so he doesn’t do much. When he is okay and when his balance is
okay – yes it probably has done him some good. I think it has boosted his confidence
now and he can play table tennis which I didn’t think he would.”
“He definitely does become happier, he is more talkative as well. When you are just at
home with one other person the conversation just dries up. Whereas here people are
prompting him to speak, because at home he is very quiet, so he is more talkative
here and more interactive.”
All of the carer-givers said that the participants enjoyed the sessions and looked
forward to attending:
“I am pleased he's found something that he thoroughly enjoys and really really looks
forward to, I mean no two ways about it. He's ready to come at 10, it doesn't start till
2.”
For the care-givers, involvement with Thinking Active gave them and other carers a
break from caring. They spoke of the opportunity to relax and being “free to chill out”,
go for a swim, complete house tasks, and do the “shopping in total peace.” One
participant described the break as a “Godsend” and that “very selfishly it was respite
for me.”
A daughter of one of the participants explained the benefit her mum received from
having a break from caring:
“She has been able to socialise. Because I have got my dad, she has been able to go
out and get a coffee with friends so it has benefited as well. So her wellbeing has
probably improved for a couple of hours doesn’t it.”
The programme also afforded care-givers an opportunity to have informal support
and improved their social life.
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“At first I did it for [participants] benefit to see how he could benefit from it which he did
and after a while I realised I was as well – more light-hearted about things. It wasn’t
just about him it was about me as well which I didn’t realise. It does help all round so
we are happier altogether.”
Sharing and comparing experiences
Care-givers identified that taking part in the project helped them to meet people in
similar situations and circumstances with whom they could share experiences, find
encouragement, learn and draw strength:
“The two of us we sit opposite each other and have a chat you know. We just chat
about things. Her husband has had it a lot longer than mine has so she has gone
through a lot of the things that I’m just beginning to go through. So that has been
helpful in that respect as well.”
“Speaking to people that I wouldn’t normally speak with because I am younger than
them so it’s been quite nice actually talking to them and learning things from them so
it’s quite nice to have that age gap really and different generations.”
In addition, care-givers also commented on how involvement with the project allowed
their spouse/parent to compare their situation with others. Speaking about a
participant with very early onset of dementia, one care-giver commented:
“The project highlighted his strengths and weaknesses, for example he is still a very
good socialiser but as he realised himself it showed his memory had declined and also
meeting with other attendees with the same illness made him aware of where he is
and what is possibly to come.”
A care-giver for an individual with more moderate dementia said:
“I just think it has been helpful that he has met other people with the same problems
or similar problems. They are not all the same are they? They have all got varying
degrees. I think it has been very helpful in that way. … For me it is nice to be able to
talk to other people and see how they are dealing with things.”

Expectations
All of the care-givers stated they were not sure what to expect from the project at
first. But they explained that they were pleasantly surprised at how good the
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programme was and the range of activities involved. When asked whether the
project had met their expectations, care-givers stated:
“Yes it is better than I thought. It really has. You get more fun out of it; laughter out
of it and to see him like that makes you feel happier here.”
“To be fair, I didn’t know what to expect. So it’s met them and exceeded them. I think
it’s good, it makes them think, it makes the brain work, so yeh, definitely.”
Contrary to their initial belief that it was going to be mainly physical activities, some
care-givers explained that the programme delivered more than they expected as it
incorporated other activities.
“I think it probably exceeded it really because as I say I thought it was a physical type
of thing and nothing else so when they did other things I think it was better than
expected.”

Challenges
Care-givers discussed a number of challenges they faced in relation to Thinking
Active. These are captured in the following two subthemes.
Communication
Care-givers described problems with communication at the start of the programme.
There appeared to be a lot of effort required by the care-givers to find out more
information about the course:
“Initial entry on the course was as you know I saw it in the paper, then I rang the
number and I had to ring a couple of times and I eventually left a message … I found
that there was a lot of me back and forward telephoning etc. trying to speak to [the
provider].”
“It took quite a lot of weeks for us to know what exactly was being accepted, what it
was or anything. Once it was there was no problem.”
Care-givers also voiced frustration that when they were unable to contact the main
provider, there was a lack of information that could be provided from other staff at the
centre:
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“… but nobody at the centre seemed to know anything about it either. … What I am
saying is that with something like this if you are running a course of this nature you
should know exactly, and the staff at the centre, where it is run and should know what
is happening.”
The issues with communication could have resulted in poor recruitment as one of the
care-givers explained:
“I was starting to build up barriers in my own mind but I eventually spoke to him and
he was very nice and [my husband] got put onto the course. So I would say that part
of it, if I hadn’t persevered … In fact I did actually say if I don’t get an answer or I don’t
hear anything that is it now I am not messing around anymore.”

Venue
Another set of challenges related to the location and accessibility of the venue.
Some care-givers struggled with travel to the venue of the sessions as it was far
away from their local area, and as a result found it challenging to carry on with the
project:
“That was the difficulty for us, it was a long way and I wish … if there had been
something a bit more local then I might have actually pushed it and insisted a bit
more, she would have gone. But you know it was a long way.”
Despite the distance, some care-givers chose to persist with attending the project but
expressed a preference for a similar programme closer to home:
“Well it takes me roughly half an hour to get here and unfortunately it is all across
country – across narrow lanes – not easy. I would like to think that there was something
a little bit closer for us but we will still keep coming here if this is the only one. I will
come as long as I can bring him.”
Some challenges mentioned that relate specifically to the venue included a broken
lift and heating not working, which made accessing the room and comfort during the
session difficult, respectively.
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Recommendations
The care-givers suggested several recommendations to help improve the
programme if it were to continue to run.
Creating awareness
They identified the importance of improving marketing and advertising of the project.
Having been involved and witnessed the benefits, carers felt it was important to let
people know about such a programme. They recommended that there should be
more effort to raise awareness so that more people could benefit from Thinking
Active.
“I would like to see it advertised a lot more because it is quite by chance I just read
those two little paragraphs in the Evening Sentinel. If we didn’t have a paper we
wouldn’t have known anything at all about it…”
Local radio stations, doctor’s surgeries, health centres, Alzheimer’s Society, Vascular
Dementia Society, and social media were all mentioned as avenues for further
advertising.

Continuity
The care-givers clearly stated that they would have liked the project to continue.
Furthermore, they recommended the project expand into more areas to allow more
people to benefit. Carers expressed their desire for the project to be able carry on
and possibly encourage more people in similar situations to participate.
“I think it should carry on. I think it definitely helps people more. I don’t know if they
can find other ways of encouraging people to join. If I met anyone in a similar position
as we are I would definitely drag them along”
Many care-givers acknowledged that funding may be an issue, but two care-givers
stated they would be willing to pay to attend the sessions.

Delivery
Care-givers felt that some areas of delivery could be improved for future
programmes. This included additional information being made available at the start
of the programme to help them prepare their spouse:
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“More information upfront so you know what to expect and you know that a schedule
of what will be done and what activities they do like on a week to week basis. So
perhaps we could prepare dad but it was fine.”
Another suggestion made by some of the care-givers was the possibility of having
someone attend a session who could provide information to them about caring for
someone with dementia:
“I think any information that you can get perhaps from people who are qualified in the
dementia scene…… say a social worker, or a doctor, or occasionally get someone to
give you a little chat. If it is only for quarter of an hour or twenty minutes – just a little
chat with a bit of information that perhaps you don’t know. You go to a memory clinic
and they have only got so long to see and you really don’t get chance to ask questions
that you want to ask.”
Finally, care-givers identified the need for more variety in some of the physical activity
components of the session to ensure that all of the participants could participate and
maximise enjoyment. One care-giver specifically commented on the importance of
making sure activities were suitable for both men and women.
“But I just thought that a bit more variety might have been better and to be fair, given
that the majority were men, maybe you know it's quite difficult to get that balance right,
but like I say just a bit of dancing, or … I don’t know, I don’t know, a bit more varied,
yeah.”
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Summary and Recommendations
Summary
Overall, this evaluation suggests Thinking Active is suitable for, and feasible to run in,
a community setting. It could be seen to be cost effective with the potential to reduce
costs from the £30 per participant per session for the pilot phase to £7 per session
over time if the full quota of participants (8 per provider) are recruited.
The four community organisations recruited their participants in various ways and
delivered different physical activity sessions as suited their skills and resources. One
programme delivered in a day centre, one recruited participants from a day centre and
delivered in a community building, whilst the other two recruited through social media
and word of mouth and delivered in a leisure centre. One of the groups has elected to
continue delivery of Thinking Active with the aim of becoming self-sustaining. Given
the small sample sizes comparison between the four community-led programmes is
not appropriate or feasible. Unique delivery challenges were faced by all community
organisations (e.g., venue accessibility, time to prepare, locating resources), yet a
common challenge to all providers was the recruitment of eligible participants.
The project struggled to engage with the target audience (individuals at risk of or with
an early diagnosis of vascular dementia) at first, and as a result adjusted the inclusion
criteria to an early diagnosis of dementia. Recruitment fell below the target of 8
participants per group and did not necessarily meet the target of individuals with early
onset of dementia. Nevertheless, the benefit of physical activity for individuals with
dementia more widely was still evident in the literature and supported by the qualitative
data detailed in this report. Retention and adherence to the programme was
successful with 71% of participants completing the programme, attending an average
of 13 out of 14 sessions.
The analyses indicate cognitive function, quality of life and wellbeing of participants
did not improve or deteriorate significantly as a result of the project, although small
numbers are a limitation for meaningful statistical analysis of changes in quantitative
outcomes. As a result of recruiting individuals with varied stages of dementia, the
evaluation questionnaires (designed for use with participants with early onset of
dementia) may not have been sensitive enough to detect change in cognition, quality
of life and/or wellbeing for those with more advanced stages of dementia.
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Both providers and care-givers viewed the programme positively and wished for the
programme to continue. The providers stated they would like to continue with the
programme given the necessary time and resources. The feedback from providers
suggested social benefits of the programme for both themselves, participants and
care-givers.
Care-givers frequently spoke of the benefits of being involved in Thinking Active for
both themselves and the individuals they care for. These included a break from caring,
sharing and comparing experiences and being able to complete other tasks more
easily. Care-givers appeared to enjoy the sessions and valued the combination of
physical activity with cognitive stimulation, with most reporting the project to be better
than they had expected.
Both providers and care-givers reflected upon the project and its delivery and
suggested recommendations to improve and sustain delivery, which are described
below.

Limitations
•

Without a control group it is difficult to attribute any changes in quality of life,
wellbeing, cognitive function or carer burden to the Thinking Active
programme.

•

The limited efficacy findings should be considered in relation to the small
sample involved in the study.

•

The participant’s cognitive function was varied and as such groups were of
mixed ability which may have impacted upon programme delivery.

Recommendations
The key recommendations that have arisen from this evaluation for future delivery of
Thinking Active are related to recruitment, delivery of the programme and further
research.
 Volume and appropriateness of recruitment
•

Consideration should be given around how to increase recruitment of
suitable individuals to the programme. Suggestions include a more
sophisticated and targeted marketing approach to increase awareness of
the Project.
30

•

Build and foster relationships with third sector organisations, primary care
and memory clinics, in particular, to provide alternative channels of
signposting/referrals of appropriate individuals.

 Programme delivery
•

Care-givers and providers had positive perceptions of the project overall
and valued the relationships between participants and providers. It is
important for this to be maintained in future delivery.

•

Consideration to the variety of physical activity offered through the
programme is warranted.

•

Increase geographical coverage. Whilst this study was a pilot and thus
limited in scale, providers and care-givers felt if it could be extended to
other parts of the County this would be beneficial. In order for this to be
successful, recruitment to the programme would need to be improved as
recommended above.

•

More information should be available for the participant/care-giver at the
start of the programme so they know what to expect from taking part in
Thinking Active.

•

Additional practical training for service providers to learn and understand
how to deliver CST and work with individuals with dementia would be
beneficial.

 Further research
•

It would be useful to explore with stakeholders/organisations that work with
people with dementia why they did not or could not signpost to the
programme, and what would help counteract this.

•

Further trialling of Thinking Active with a control group is required to
evidence the impact and efficacy of Thinking Active. In addition, with
improved recruitment rates, it would be interesting to explore differences
between community settings and type of physical activity.

•

Follow up with the group that has elected to continue delivery of Thinking
Active to examine their progress.

•

Gather feedback from participants about the programme and service
delivery.
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