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Abstract

Background: The PRomoting Activity, Independence and Stability in Early Dementia (PrAISED) study delivered an
exercise and functional activity programme to participants living with dementia. A Randomised Controlled Trial showed
no measurable benefits in activities of daily living, physical activity or quality of life.
Objective: To explore participants’ responses to PrAISED and explain why an intervention that might be expected to have
produced measurable health gains did not do so.
Methods: A process evaluation using qualitative methods, comprising interviews and researcher notes.
Setting: Data were collected in participants’ homes or remotely by telephone or videoconferencing.
Sample: A total of 88 interviews were conducted with 44 participants living with dementia (n = 32 intervention group;
n = 12 control group) and 39 caregivers. A total of 69 interviews were conducted with 26 therapists.
Results: Participants valued the intervention as proactively addressing health issues that were of concern to them, and as a
source of social contact, interaction, information and advice. Facilitators to achieving positive outcomes included perceiving
progress towards desired goals, positive expectations, therapists’ skills and rapport with participants, and caregiver support.
Barriers included: cognitive impairment, which prevented independent engagement and carry-over between sessions; chronic
physical health problems and intercurrent acute illness and injury; ‘tapering’ (progressively infrequent supervision intended
to help develop habits and independent activity); and the COVID-19 pandemic.
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Conclusions: Self-directed interventions may not be appropriate in the context of dementia, even in the mild stages of the
condition. Dementia-specific factors affected outcomes including caregiver support, rapport with therapists, availability of
supervision, motivational factors and the limitations of remote delivery. The effects of cognitive impairment, multimorbidity
and frailty overwhelmed any positive impact of the intervention. Maintenance of functional ability is valued, but in the face
of inevitable progression of disease, other less tangible outcomes become important, challenging how we frame ‘health gain’
and trial outcomes.
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Key Points

• Self-directed interventions may not be appropriate in the context of dementia, even in the mild stages of the condition.
• Dementia-specific factors affect intervention outcomes including cognitive impairment and motivational issues.
• Effects of cognitive impairment, multimorbidity and frailty overwhelm positive impact of the intervention.
• Maintenance of functional ability is valued, but in dementia, other less tangible outcomes become important.
• There is a need to reframe ‘health gain’ and trial outcomes in dementia.

Introduction

Dementia is a neurodegenerative condition characterised
by a progressive deterioration of both cognitive and motor
functioning leading to a loss of independence, reduced qual-
ity of life and increased risk of injuries and hospitalisation
[1–8]. A number of functional activity, physical activity and
exercise intervention programmes have been developed to
help people living with dementia to maintain their indepen-
dence for longer [9, 10], including the Promoting Activity,
Independence and Stability in Early Dementia (PrAISED)
intervention [11, 12].

We evaluated the PrAISED intervention in a Randomised
Controlled Trial (RCT), randomising.

A total of 365 participants across five sites in England
to an intervention arm or a control group (brief falls assess-
ment and advice) [12]. Participants in the intervention arm
took part in an individually tailored programme comprising
physical exercises (i.e. progressive strength, balance and dual
task); functional activities (activities of daily living, ADL,
with an element of physical activity, such as going shopping);
promotion of inclusion in community life (e.g. signposting
physical exercise group classes); risk enablement (positive
risk-taking); and environmental assessment (accessibility and
safety issues at home). They received up to 50 home therapy
sessions over 12-months from a multidisciplinary team com-
prising physiotherapists (PTs), occupational therapists (OTs)
and rehabilitation support workers (RSWs) (n = 68) [12].
The sessions were intended to teach and supervise exercise
and functional activities, monitor progress and adjust the
programme. Participants were asked to undertake exercise
activities between therapy sessions.

PrAISED delivered 5,356 therapy visits between Octo-
ber 2018 and June 2022. Participants recorded exercise
on a monthly calendar and reported undertaking a mean
of 121 min/week of PrAISED exercise. The RCT showed
no measurable benefits in ADL, increased physical activity,

quality of life or any other of the battery of health status
measures studied [13].

PrAISED was a complex intervention because of its many
interacting components (functional and physical exercises),
the number of agents involved (people living with dementia,
caregivers, therapists) and the different contexts (social and
cultural) within which the programme was implemented
[14]. When evaluating complex interventions, process eval-
uations are essential complements to RCTs [14]. A process
evaluation identifies mechanisms of impact: (participant-
level factors that affect the emergence of outcomes) and
contextual factors (characteristics of the physical, cultural
and social contexts) that affect the emergence of outcomes.

The aims of the PrAISED process evaluation were to
investigate participants’ responses to the programme, and to
explain why an intervention that might be expected to have
produced measurable health gains did not do so.

Methods

This study followed Medical Research Council guidance
for process evaluation [14]. The protocols have been pub-
lished [15, 16]. We report on implementation in terms of
reach, dose, fidelity and adaptation elsewhere [13]. This
study adopted a qualitative design, based on interviews and
researchers’ notes.

Sample

A sub-sample of participants living with dementia and their
caregivers were purposively selected from the PrAISED
RCT to obtain a diverse sample in relation to age, gender,
ethnicity, location, relationship status and living status.
Participants from the intervention and control groups were
selected for comparison purposes. All participants living
with dementia were able to give consent. Therapists were
recruited based on their availability. Sample size was based
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Facilitators and barriers to improving functional activity and wellbeing

on conceptual density (i.e. gathering data until a sufficient
depth of understanding was reached) [17], which was agreed
upon by two researchers (CDL and VvdW).

Data collection

Semi-structured interviews were conducted with partici-
pants living with dementia and their caregivers (as dyads or
individually, depending on preference), and with therapists
(individually).

Two sets of interviews took place in the participants’
homes and in the therapists’ offices (Appendix 1): pre and
during the COVID-19 pandemic. For the first set, the inter-
views took place at month 6 and month 12 of participants’
involvement in PrAISED. Interview topic guides (Appen-
dices 2 and 3) were co-developed with two Patient and Public
Involvement (PPI) co-researchers with lived experience of
caring for someone living with dementia (MG and MD)
to ensure that the interview schedule was relevant, mean-
ingful and accessible. The topic guide was informed by the
Physical Activity Behaviour change Theoretical model in
dementia (PHYT-in-dementia) [18, 19], which identified a
set of factors mediating intervention experience/outcomes,
e.g. autonomy/independence, motivation. For each factor,
several prompts were developed, but a flexible approach
was adopted to explore themes emerging during the inter-
views. All interviews were conducted by the first author, and
eight interviews with participants and caregivers were co-
facilitated with one PPI co-researcher. Written consent from
all participants was obtained prior to the interview.

The second set of interviews, taking place following
COVID-19 lockdown in England (March 2020), aimed
to monitor the impact of restrictions on the delivery
and reception of PrAISED. The original interview topic
guides were adapted (Appendices 4 and 5). Interviews were
conducted by telephone or video call and were undertaken
by the first author. Verbal consent from all interviewees was
audio recorded.

Data analysis

All interviews were audio recorded, transcribed verbatim and
anonymised. Transcripts were analysed through inductive
thematic analysis [20]. CDL and two PPI co-researchers
(MG and MD) examined the transcripts independently of
each other and made annotations/reflections on emerging
mechanisms of impact and contextual factors. The inde-
pendent coders convened to discuss their annotations and
create a tentative list of mechanisms of impact and con-
textual factors. The list was passed to a fourth (VvdW)
and fifth researcher (AB), who provided feedback, which
was integrated to finalise a coding scheme. This featured an
operational definition for each mechanism of impact and
contextual factor, data to be coded within each (for replica-
bility), and participants’ quotations (Supplement Table 1).
Four co-authors (MG, MD, VvdW and KP) checked the
final analysis.

Three co-authors (CDL, VvdW and RH) (independently
of each other) included each identified mechanism of impact

and contextual factor into one of the two categories of
facilitators and barriers. The three authors then convened
to agree on a definitive list. Based on interview data and
personal reflections that the co-researchers (CDL, MG and
MD) annotated after each interview session, four case-study
vignettes (Appendix 6) and an ecological system model
(Figure 1) were produced to illustrate the complex interac-
tion between barriers and facilitators in generating outcomes.

Ethics

The PrAISED RCT and process evaluation received ethi-
cal approval from the Bradford-Leeds Research Committee
(18/YH/0059).

Results

A total of 88 interviews were conducted with 44 participants
living with Mild Cognitive Impairment (MCI) or dementia
(mean age: 79 years, 95% white ethnicity, 84% living alone,
n = 12 control and n = 32 intervention group) and 39
caregivers (mean age: 72 years). The interviews were dyadic
(i.e. participant living with dementia and caregiver) face-
to-face (n = 40), dyadic on the phone (n = 36), individual
(i.e. participant living with dementia only) on the telephone
(n = 10) and dyadic on webcam (n = 2). A total of 69
interviews were conducted with 26 therapists (n = 8 PTs,
n = 8 OTs, n = 10 RSWs; Supplement Table 2). In the fol-
lowing sections, we report themes with relevant quotations
(P indicates participants living with dementia, C indicates
caregivers and T identifies therapists).

General reception of the PrAISED programme

PrAISED was well received by participants and caregivers.
Participants in the control group appreciated the brief falls
assessment and advice provided by the team. Whilst some
reported increased awareness of exercise and health, this did
not have any substantial impact on their physical activity
levels pre-PrAISED:

‘We are more aware of our health, so I do think it’s making a
difference to our lifestyle, but not as much as it should, we would
be better if we did more exercise’ C15.

‘We were doing it before anyway Before PrAISED. We
were all over the parks and Attenborough and everywhere’
Participant’ P10.

When invited to give feedback on PrAISED during the
interviews, 23/29 (80%) participants in the intervention
group reported a very positive experience with PrAISED and
stated that the programme had made a positive change in
their lives. An example of the positive impact of PrAISED is
illustrated by John’s story: https://vimeo.com/372693414/3
f698b5f60. Participants and caregivers reported they valued
therapist visits for the opportunity to improve or maintain
physical ability and boost their confidence:

‘It did make a difference, because at the start of the study
I could only walk a short distance; whereas at the end of the
study I could walk round the block, and it gave me quite a lot
of confidence’ P12.
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Figure 1. Ecological system model.

Therapy visits were an opportunity for participants and
caregivers to develop awareness and knowledge about exer-
cise and dementia, as well as to learn about opportunities for
activities and resources available in the community:

‘I think doing these things has enabled me now to think about
it and challenge myself to improve my fitness and keep on doing
things and hopefully whatever is the problem, it doesn’t develop
into dementia’ P16.

‘E. (therapist) who used to come, she told us about it (exercise
class in the community). Apparently, it’s been going for about
two years, but we didn’t know anything about it. So, he goes
there every week on a Wednesday now for an hour. So that does
him good’ C03.

Participants appreciated that therapists would arrange
modifications to the house (e.g. installation of chair lifts) to
make it more dementia-friendly:

‘A. (therapist) arranged for him to have a perching stool,
because he did try to do some potatoes one day. Well, he
did so many and then he couldn’t stand up any longer. And
E. (another therapist) fixed it to the right height and every-
thing. I don’t think we can ask for anything better really’
C04.

The social interaction and support presented by ther-
apy visits brought genuine affirmation and respect for the
participants’ personhood. The interactions were described as
deep and intimate:

‘It gave him something to look forward to. It was a little bit of
structure to know that someone was coming every so often’ C12.

‘I can say to the therapist if he’s not in a right mood today, I
can talk to them, you know what I mean, and I’ll have a laugh’
C14.

‘Being with R. (therapist) is very pleasant company, so that
is good. I will miss his friendship and his ability to help me
maintain what little memory I’ve got and the incentive that he
gave me to continue physical exercise’ P18.

As a result of positive interactions and support from
therapists, the participants were more willing/motivated to
initiate and maintain exercise:

‘When the support worker comes along, she encourages you to
do them doesn’t she? You wouldn’t say no I’m not going to do
them really’ P13.

Facilitators to achieving positive intervention
outcomes

The therapists were instrumental in supporting participants
to achieve outcomes. Their ability to encourage, motivate
and instil confidence to participants was highly regarded:

‘She (PT) makes you feel as if you can do this, and this is a
good thing to do and really gets you started and motivates you to
start with’ C03.

Good rapport between therapists and participants/care-
givers and the social element of therapy visits were key
factors for positive outcomes. Feelings of loneliness or social
exclusion of participants/caregivers were common, due to
mobility issues, symptoms of dementia, demographic rea-
sons (close friends passing away, caregiving responsibilities);
therapy visits came to be seen as a change from the usual rou-
tine, an opportunity for human interaction at a meaningful
level:

‘It was mentally stimulating for him, and it was something
to look forward to. It was someone to come and chat, it was
someone different to me being in the house. And I think you get
to befriend that person when she comes’ C12.

The therapy team provided a source of knowledge
about dementia care, social care, pensions, tax exemption,
medications, community groups, support, respite and care
planning. Participants and caregivers were often unaware
of resources, activities and initiatives being offered in the
community. The knowledge of the therapy team often
bridged the gap between services and users. Receiving
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information about the potential benefits of the intervention
was a key facilitator to ensuring participants’ commitment
to PrAISED, as participants might have vague ideas about
the nature and purpose of the intervention:

‘The participant could do with understanding the link
between exercise and mood and feelings of wellbeing and
potential improvements generally in cognition. That might
harness motivation’. Therapist’ T57.

Caregivers were also facilitators to achieving positive out-
comes. Given the support needs that dementia entails, rely-
ing on the caregiver to maintain exercise/activity levels in
between therapy visits was common. Some caregivers were
able and willing to provide support, as they anticipated the
potential benefits of the programme, which extended to
themselves and to their relationship with the person they
cared for:

‘I go with him because I don’t think he could cope with that.
But by me going with him, I chat to other people that have got
similar problems. And so, in a way I quite look forward to going
because rather than the little circle I’ve already got, I see a little
bit bigger circle’ C02.

Expectations and potential goals to be achieved as a result
of taking part in PrAISED was linked to positive outcomes.
For some, there was an expectation that the programme
would improve mobility and independence:

‘Hopefully I’m going to get better. My legs are going to
strengthen. And I will be able to get up and walk about unaided,
if you like’ P02.

Tailoring the programme and goals according to
participants’ interests with a focus on achieving meaningful
goals/purposeful activities (e.g. helping participants to
continue doing the activities they enjoy doing) was a booster
to some participants’ commitment to PrAISED, which
resulted in positive outcomes:

‘I really just want to keep us as active as I possibly can. We’ve
got great grandchildren, which I like to see as often as possible. I
can’t pick them up and carry them about now’ P06.

Some participant-level variables were linked to positive
outcomes. Experiencing benefits as a result of doing physical
exercise promoted a sense of achievement. Some participants
recognised benefits such as improvement in their physi-
cal health and coming to terms with dementia. Reaching
goals that seemed impossible just months before boosted
participants’ commitment to continue with the exercises, by
progressing their intensity and setting new goals:

‘I’m feeling more flexible now. I’m accepting it a bit more. I
don’t get a sharp pain or anything. And if I keep moving and
doing something I seem to get away with it all right’ P07.

Barriers to achieving positive intervention
outcomes

A prominent factor linked to negative intervention outcomes
was pre-existing, often chronic physical health conditions.
Participants’ physical health greatly affected delivery and
response to PrAISED, as well as which benefits could
be achieved following the intervention. Chronic health
conditions, such as arthritis and its consequent pain, had

a particularly negative effect on the ability to perform the
physical activities set out in the programme. Whilst some
participants showed resilience by adopting compensatory
strategies, such as concentrating physical activity on the days
when they felt better, many reported either being unable to
do the exercises and activities set out in their programme
or being unmotivated to engage with no prospect of
improvement:

‘I was wondering whether I’d give up altogether because I’ve
seen three different doctors at different times, and they can’t do
anything with it (pain) and it just comes and goes. Well, if it’s
going to do that it’s a bit pointless isn’t it, my trying to strengthen
something that comes and goes’ P05.

Cognitive impairment and symptoms including apathy,
forgetfulness and fluctuations in wellbeing posed a particular
barrier to the intervention. A common challenge was that
memory impairment would cause the participants to forget
they were committed to the exercise programme. Thus, the
therapists found it difficult to progress participants towards
final intervention goals:

‘I don’t know if when I arrive, she’s (participant) going to be
like “R. lovely, let’s do the exercises”, and be really on the ball, or
I could go in, she could be quite anxious about me being there
because she needs to go and pick up the kids from school. And so
that’s why I can’t plan a session’ T58.

Another issue experienced in PrAISED was around taper-
ing therapists’ support over time. Participants contended
that habit formation was challenging given the support
needs of people living with dementia, and that reducing
the number of visits over time was inevitably linked to a
reduction in the amount of physical exercise and obtainment
of associated benefits:

‘R. (therapist) came twice a week, once a week and then once
a fortnight. And then all of a sudden it was once a month. And
when it went down to once a month it didn’t keep me on my
toes to religiously do the exercises’ P16.

This was particularly challenging for participants who
lived alone who could not count on the support or reminders
of caregivers outside therapy sessions. Some personal char-
acteristics of the participant also presented barriers. Whilst
a sense of competitiveness could push some participants to
aspire to achieve more from the programme, many tended
to compare their present self to past achievements. This
generated a sense of defeat, which was hard to challenge.
The trend was particularly visible in male participants who
had a previous career that emphasised physical ability and
performance excellence:

‘The fact that I used to swim 50 lengths every time I went
and now the thought of being able to do five or six isn’t really a
motivation’ P03.

Another barrier was the unrealistic or unachievable expec-
tations of some participants, which would set them up for
failure. Unrealistic expectations might have been generated
by wishful thinking about ‘curing’ dementia or miscommu-
nication with the therapists:

‘The thing is mum had been told that she could go with her
scooter on the bus, and the truth is you can’t. The difficulty
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with that is they give you these ideas that it’s all possible, and
realistically it’s not’ C05.

The realisation that the unachievable goal had not been
obtained would inevitably affect participant’s adherence to
the intervention and led to not achieving positive outcomes.
Some caregiver factors presented barriers, such as their views
on dementia and attitudes towards risk. Some caregivers
feared that the person they cared for might be at risk of
falling or harm when doing PrAISED exercises or activities
in between therapy visits. The anxiety was particularly acute
where there was a history of previous falls and injuries.
They would become instinctively risk-averse and potential
gatekeepers to the participant levels of activity:

‘I’ve seen what happens when he falls, and I’ve got that awful
fear. And all I think about is oh my god he’s going to fall, he’d
going to fall. I think I couldn’t walk him round the block, I’d be
an absolute, well I would, I’d be shaking by the time I got back’
C12.

Given the support needs of participants to be able to
maintain exercise/activity in between therapy sessions, carer
input (and care responsibilities) would inevitably increase
as a result of PrAISED. Some caregivers felt that the added
burden on top of existing caring duties was too much, and
they could not fully support the participant:

‘A participant, it was his wife who said to me I can’t support
my husband to engage in the programme as much as I wanted
to. It’s causing me stress, too much pressure, I’m going to have to
withdraw. So, it wasn’t actually the participant, but it was his
wife’ T57.

Several practical and logistical factors also posed barriers
to a successful intervention. Life often ‘got in the way’ of
doing the exercise programme. The participants and care-
givers often found it difficult to find time to be allocated to
the programme, caught as they were in their daily routines:

‘We actually are very poor at keeping up with that because
your life is taken over by your normal routine. Our normal
routine is actually quite busy’ C15.

Living alone posed a barrier as well, because of the lack
of reminders to initiate and support to facilitate exercise/ac-
tivity. Accessibility of home for exercise or activity, and lack
of opportunities in the community were also accountable.
Some participants reported they struggled to achieve goals
that involved outdoor activities, given risks and accessibility.
This was a particular concern for people with dementia living
alone or in rural areas:

‘I cycle in the gym, but I don’t go anywhere. I find these
roads quite frightening. There are so many potholes, the traffic is
very big here, in the summertime lorries, tractors, great big farm
implements’ P15.

Unexpected events beyond the control of the ther-
apy team posed barriers to the intervention, including
injuries, hospitalisations, medications, holidays and other
life events, as the progress made could easily be halted
or lost:

‘That (new medications’ side effects) altered the programme
as well because we had to get over that. And I think since then
you’ve sort of lost’ C12.

A unique circumstance that disrupted the intervention
was the COVID-19 pandemic. Some participants were nega-
tively affected by the lack of face-to-face support and lost the
progress they had previously made. Remote delivery lacked
the human connection that had been instrumental to the
success of PrAISED pre-COVID-19 pandemic:

‘From Mum’s point of view, not used to using these types of
technologies it’s not just like having someone sat in the armchair
next to you having a chat. It’s just not what she is used to’ C21.

Remote support presented specific barriers relating to
cognitive impairment. For example, not seeing a face during
telephone sessions prevented participants from recalling who
they were talking to. Remote delivery of PrAISED proved
challenging for caregivers too, who experienced an increase
in their support role in the lack of in-home visits from the
therapists. Their respite time reduced, as caregivers reported
needing to do the exercise routine with participants:

‘I think I would prefer her (therapist) to come because I think
when she was here, I could go into another room if necessary and
do a job or two’ C28.

Ecological system of PrAISED

It is important to emphasise that PrAISED was a complex
intervention, and facilitators and barriers were generated
through a complex interaction. Depending on the individ-
ual participant and the context, some facilitating mecha-
nisms could also become barriers to intervention outcomes
(and vice versa). For example, good rapport with therapist
could be productive or counterproductive. Some partici-
pants might develop a habit of physical exercise though good
rapport with the therapists that would be maintained post-
PrAISED, whilst others might develop overdependency and
give up exercise once therapist support was discontinued.

Some facilitators/barriers were dependent on PrAISED
and modifiable (e.g. therapist’s support), whilst some others
such as participants’ history, and unexpected events were not
preventable or modifiable by the study team. However, they
inevitably affected intervention outcomes.

No single facilitator or barrier was at play in equal
measures in different participants. Different combinations/-
dosage of facilitators/barriers produced different outcomes
(e.g. pain + loss of confidence vs. pain + loss of confidence
+ risk-aversion). They added or detracted from each other
within a complex ecological system. The model in Figure 1
illustrates this complex interaction. As a result of this
complexity, each participant had a distinct experience of the
intervention. Some participants had a very positive response
to and experience of PrAISED, whilst others less so. The case
study vignettes (Appendix 6) were developed to reflect the
diversity of experiences of PrAISED.

Discussion

The aims of the PrAISED process evaluation were to inves-
tigate the reception of the programme and explain findings
from the RCT [13] by identifying facilitators and barriers to
achieving positive outcomes.
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The PrAISED RCT found that the primary outcome
of Disability Assessment for Dementia (DAD) [21] after
12 months was no different between intervention and con-
trol groups (Cohen’s d effect size −0.06, 95% CI –0.26,
0.15; P = 0.5) [13]. An important factor that might have
led to these outcomes was the difficulty in maintaining exer-
cise/activity levels independently in the intervention group
between therapy sessions and over time as the professional
supervision reduced. PrAISED therapy visits were tapered
off over time, based on the idea that through habit forma-
tion, the participants would sustain exercise/activity inde-
pendently. Habit formation was found to be at odds with
the cognitive deterioration and apathy typical of dementia
[22]. For example, participants could be reluctant or forget
to keep active. Therapists reported a particular challenge
linked to memory problems, whereby motivation for the
intervention had to be developed from scratch at each ses-
sion. This would make setting and achieving goals difficult,
reduce margin for progress and had a direct impact on
intervention outcomes. An important implication for future
practice is that it is unlikely that an intervention can be
successful with this population unless there is a recognition
that support from significant others or therapy teams [23–
26] is a pre-requisite for success. This also highlights the issue
of maintenance of physical activity in those who live alone
or lack support.

Another potential explanation for negative outcomes was
the COVID-19 pandemic and its consequent lockdown,
which occurred mid-RCT, and required PrAISED therapy
sessions to be adapted from face-to-face in-home to remote
delivery through telephone or videoconferencing. Chal-
lenges linked to effective remote delivery included logistical
factors, such as information technology accessibility and use.
In line with our previous findings [27, 28], this study found
that remote support for some people living with dementia
was feasible, but it required pre-conditions that in most
cases were lacking, such as proper infrastructure, both in
terms of support to use technology and capacity building
(e.g. availability of an internet connection). Whilst this may
be less of an issue in the future where older people will
have used IT throughout their lives, they currently need
developing. This will ensure that interventions requiring
remote or hybrid (face-to-face/remote) delivery (e.g. due to
remote location or mobility issues) [29, 30] are designed or
supported, so that people living with dementia are offered
equitable access.

Despite the RCT results, participant responses to the
intervention were overall positive. Participants valued the
intervention as proactively addressing health issues that were
of concern to them, and as a source of social contact,
interaction, information and advice. This might indicate that
the PrAISED RCT may not have identified outcomes (and
benefits) that really mattered to participants and as a result
to capture/measure them.

Benefits in the areas of social contact, interaction, infor-
mation and advice were gained largely due to therapists’

hard and soft skills. Rehabilitation work with people liv-
ing with dementia is complex and challenging, requiring
specialist knowledge and skills to address the complex and
distinct needs of this population [31]. Alongside therapists’
professional assets, the participants and caregivers appreci-
ated a set of ‘soft’ skills intrinsic to individual therapists
that were instrumental to enhance intervention experience
and engagement, including empathy, positivity, humane-
ness, active listening and showing commitment to the pro-
gramme/participants.

Initially, good rapport was intended as a tool to max-
imise intervention uptake. In time (partly due to the social
restrictions imposed by COVID-19), participants came to
consider therapy visits as a means for social interaction
with the therapist, and advice, something that they greatly
valued. Often, the emphasis came to be placed on the
social occasion of the therapy visits, rather than on exer-
cise. The implication for future interventions is to acknowl-
edge that social exclusion is common amongst people liv-
ing with dementia (and caregivers) and that integrating
intervention protocols with strategies fulfilling participants’
needs for meaningful intimate human connectedness will
boost their experience of the intervention. Such strategies
could include, as per the PrAISED example, therapists link-
ing participants to opportunities for social inclusion in the
community (and measures to detect greater or less social
inclusion).

Another crucial factor for intervention success was care-
giver support for participants to be able to fully engage in
the intervention. An example of the impact of caregiver
support was embracing positive risk-taking, which could
encourage participants’ activity levels. An effective way to
ensure caregiver support was to address (justified or unjus-
tified) concerns, resistance and pre-conceptions about phys-
ical activities in dementia. Another way to garner caregiver
endorsement was to build their capability to provide sup-
port to the person, as it was recognised that this would
increase care burden. Therefore, for any future successful
intervention programme, caregivers’ emotional, physical and
financial burden [32–44] should be acknowledged and effec-
tively addressed through a holistic approach, where the
caregiver is also considered as the recipient of a package of
support/care.

Strengths and limitations

• This study presents novel data and implications for
research, clinical practice and a framework for future
process evaluations.

• The extraordinary circumstances of the COVID-19 pan-
demic presented problems for both intervention delivery
and research, but resulted in novel data [45, 46].

• We used an innovative model of Patient and Public
Involvement co-research [47].

• The evaluating team was mostly but not fully indepen-
dent of the intervention delivery team. Risk of bias was
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minimised through the involvement of multiple coders in
the analysis of the interviews external to the delivery team.

• Data generated through the interviews might not reflect
the experience of all participants in PrAISED given the
relatively small sample. The process evaluation adopted
purposive sampling to ensure representation of different
experiences.

• In dyadic interviews, some caregivers were reserved in
discussing sensitive subjects in the presence of the person
they cared for. Whilst recognising this limitation, the team
also believed that existing dynamics between caregiver
and participant did not need addressing, as they repre-
sented the bedrock (i.e. ecological system) on which the
intervention was delivered.

Summary and conclusion

The PrAISED intervention was liked by participants with
dementia and their family caregivers. From process evalua-
tion interviews, it can be determined that several aspects of
the strategy to promote engagement and motivation were
successful, including delivery at home by expert health-
care professional staff, goal setting, tailoring according to
interests, co-morbidities and abilities, a focus on achieving
practical and useful activities, and close involvement of
family carers. It can also be inferred that the use of tapered
supervision to encourage independent activity was ineffec-
tive and may have diminished exercise undertaken over time.
Family and other carers were supportive and helpful, despite
their own experience of strain and ill health, and their own
‘respite’ time being diminished. Positive risk taking was met
with some scepticism, but efforts to increase confidence and
planning to minimise risk were successful.

We included a group with relatively mild cognitive
impairment, but forgetfulness and apathy proved to be
major barriers to undertaking activities without direct
supervision, carry-over between sessions and subsequently
progression. This was a particular problem for people
living alone. Co-morbidities, illnesses and injuries and
other disruptions were frequent and set back functional
gains. In particular, the COVID-19 pandemic and ongoing
restrictions, substantially interfered with intervention
delivery for many participants, despite efforts to deliver the
intervention remotely. Access to community facilities was
curtailed or became less attractive. Insofar as the intervention
was successful, it was in ways that were not specifically
intended or anticipated, including developing therapeutic
relationships, affirmation of personhood, agency and hope,
social contact and occupation, information giving and
advice. Overall levels of engagement with the programme
were satisfactory or good.

We must therefore conclude that the content of the inter-
vention was ineffective, and/or progression and symptoms of
dementia or intercurrent health crises reduced compliance
and as a result overwhelmed any beneficial effects. This
all suggests that self-directed interventions may not be
appropriate in the context of dementia, even in the mild
stages of the condition. It also raises the question of whether

subjective wellbeing and health gain in dementia is achieved
more through socio-emotional-relational opportunities/
interventions than through physical exercise per se.

Supplementary Data: Supplementary data mentioned in
the text are available to subscribers in Age and Ageing online.
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