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Abstract

Introduction: Physical activity may have a number of physical and mental health benefits for
people with dementia and their carers. However, there is limited evidence about factors that
influence physical activity participation in these groups. This study therefore looks at the
barriers, facilitators and motivators of physical activity in people with dementia, from both the

perspective of the person with dementia and their carer.

Method: Thirty participants (15 sets of community-dwelling people with dementia and their
family carers) were recruited from the South East of England. The participants took part in
semi-structured dyadic interviews about their views of physical activity, Interviews were
analysed using inductive thematic analysis at an individual level andvcOmparisons were made

between the groups.

Results: Common motivator themes across persons with dementia and family carers were
emotional and physical wellbeing, and social conpectedness. Physical health was seen as a
common barrier in both groups. Physical activity i the person with dementia was encouraged
and supported by the family carer. For the carer, their caring role, and limited time acted as

barriers to their participation.

Conclusion: Themes such as sogial\cohnectedness, positive emotion and health were seen as
key motivators to physical_aGtivity»which indicate that people with dementia and carers use
physical activity as a means-t0 maintain and improve their quality of life. Supporting family
members to better fagilitate such activities could encourage physical activity in people with

dementia.
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Introduction

The benefits of physical activity across the lifespan are well established. For those with
conditions such as dementia, physical activity may improve function (Forbes et al., 2015) and
mood (Bowes et al., 2013). Importantly, physical activity may improve cognition (Farina et al.,
2014), even at low frequency (<150 minutes per week) (Groot, Hooghiemstra, Raijmakers, van
Berckel, & Scheltens, 2016). However, due to the heterogeneity in the designs of Randomised
Controlled Trials (RCTs), the general consensus is that further research is needed (Farina et
al., 2014; Forbes et al., 2015; Groot, Hooghiemstra, Raijmakers, et al., 2016; Ohman et al.,
2014). Variation of intervention, duration, intensity and control group (to name a few) may
explain why some physical activity RCTs do not slow cognitive decline above controls (e.g.
de Souto Barreto et al., 2017; Lamb et al., 2018). Evidence from observational studies suggests
that physical activity is seen as meaningful, enjoyable, and that it may itprove wellbeing for
people with dementia (Cedervall et al., 2014; Eggermont & Schierder, 2006; Moyle et al.,
2011).

Despite the potential benefits of physical activity forthe,person with dementia, this population
are less physically active than cognitively healthy older adults (Boyle et al., 2015; Zanco et al.,
2016), often leading largely sedentary lives (vamAlphen, Volkers, et al., 2016) . There appears
to be a shift in physical activity preferenees after developing dementia, with the majority of
people with dementia not participating in any organised physical activity (>92%) (Watts et al.,
2013), and often opting for aetivities such as walking (Winchester et al., 2013). Given the
holistic benefits of leading ap active lifestyle, it is important to establish why people with
dementia are physieallysagctive, or not, and what may limit or encourage them to exercise. A
systematic review oR this topic identified 82 barriers, motivators and facilitators for physical
activity in people with dementia (van Alphen, Hortobagyi, et al., 2016). Though it should be
noted that these conclusions are limited by their being derived from only seven studies, of
which only two were focussed on primarily identifying facilitators, motivators or barriers of
physical activity (Malthouse & Fox, 2014; Suttanon et al., 2012). In addition, one of these
studies was in relation to participation of a specific home-based exercise program (Suttanon et
al., 2012), rather than physical activity more broadly. Irrespective, of the sources of data
included within this systematic review, sample sizes were generally very small, five of which

had 10 or fewer participants (including carers).



One reoccurring theme is the importance of the carer in motivating, supporting, and facilitating,
physical activity in the person with dementia (van Alphen, Hortobagyi, et al., 2016). Carers of
people with dementia also appear to participate in less leisure-time physical activity such as
formal exercise than non-caregivers (Fredman et al., 2006). However daily accumulated
physical activity does not decline when a caring role is adopted, due to increased amounts of
household-related activity undertaken in this role (Fredman et al., 2008, 2009). To our
knowledge no research has explored the barriers, motivators and facilitators of physical activity

in carers of people with dementia.

To date, there is a limited amount of research that explores the barriers, facilitators and
motivators for people with dementia to participate in physical activity. The literature from
carers of people with dementia is even more sparse. Our primary aim ipsthewwork reported here
was to explore the barriers, motivators and facilitators toward phygical activity of people with
dementia and their carers living in England. The study aimed to understand the similarities and

differences in themes discussed between the two groups.

Methods
Participants

This study was nested within the'MODEM project (Comas-Herrera et al., 2017). People with
dementia and their family carerspwere recruited from the South East of England. Participants
were identified throughgdndividuals that have previously expressed interest in research, clinical
referral from local memery assessment services, self-referral through Join Dementia Research
(http://joindementiaresearch.nihr.ac.uk/), or self-referral through community groups.
Participants were required to have a clinical diagnosis of dementia. Participants in this sub-
study were required to have capacity to consent and be able to speak conversational English.
Participants were not excluded based on the amount of physical activity they participated in.

Design

A series of dyadic semi-structured interviews were completed with the participants. A
pragmatic approach was taken, allowing participants to choose whether they participated in

separate interviews or joint interviews, each of which has its own benefits and drawbacks as



methodologies (Eisikovits & Koren, 2010). Interviews were carried out between January 2018
and January 20109.

Topic guide

The topic guide was developed by reviewing existing literature on the topic and through
discussions amongst a team of multi-disciplinary researchers. The person with dementia and
carer were asked a common set of questions about their views regarding physical activity, the
benefits and drawbacks of participation, alongside their personal likes and dislikes of physical
activity. No effort was made to draw out themes directly associated with barriers, motivators
and facilitators if the participants did not raise them. Participants wege-lowever asked about
how their respective situation (i.e. living with cognitive impaigmentgand providing care)
influenced their physical activity participation. The topic guide farthe carer did not require

them to make a judgement about their family members views en physical activity.

For the purposes of this study, we adopted the definitien that physical activity is “any bodily
movement produced by skeletal muscles and fesultS in energy expenditure”, so it covers
occupational, sports, and household activities (€aspersen et al., 1985). The interviewer would

prompt participants on this during the jaterviews, as and when needed.

Measures

A series of measures~elating to participants’ demographics, health and wellbeing were

captured during the broader study. The outcomes used here were:

e Demographics: Age, gender, marital status, ethnicity, carer-person with dementia
relationship, diagnosis of dementia (self-report).

e The standardised mini-mental state examination (SMMSE) (Molloy et al., 2005) was
used to assess the degree of cognitive impairment in all of those with dementia. A score
of 26-29 indicates questionable dementia, 21-25 indicates mild/early dementia, 11-20
indicates moderate dementia, and a score of 0-10 indicates severe dementia (Perneczky
et al., 2006).

e Assingle item from the 12-item Medical Outcomes Study Short-Form Health Survey
(SF-12) (Ware Jr et al., 1996) was used to summarise participant health status.



Procedure

The interview was a semi-structured interview which took place in the participant’s home at a
time that was convenient for them. Present were the interviewer, person with dementia and
their caregiver (a family relative). Capacity was assessed in all people with dementia, consent
was obtained from all participants that had capacity, those without capacity were not eligible

for inclusion in this study.

For pragmatic reasons, the person with dementia was allowed to answer the questionnaires
independently or with assistance of the carer. The interviewer asked the questions on the topic
guide, probing further when needed. Participants were given the oppertUnity to provide any
further information they felt was important and then they were thanked,%and the interview was

terminated.

Interviews typically lasted around 15-30 minutes and were recorded using an encrypted voice
recorder. Following the interview, each recording was'downloaded onto cross-platform audio
software (Audacity 2.3.0, 2018) and transcribed(®y,an independent researcher (AW, KC).

Analysis

Demographics, health, and_cognitive outcomes are reported descriptively, both as a whole

sample but also within gyags:

Analysis of interviews was completed based on Braun and Clarke’s Thematic Analysis
guidelines (Clarke & Braun, 2017). Primarily, an inductive approach was used, meaning codes
and themes were identified by what was seen in the data, allowing the coding framework to
closely match the data set. These themes were then deductively grouped into themes of
“barriers”, “motivators” and “facilitators”. The researchers leading the coding for each
participant group (i.e. person with dementia and the carer) were blind to each other’s coding,

minimising bias.

Ethics and Rigour



Ethical approvals were obtained from the Social Care Research Ethics Committee, London.

ST (Female, early 20s, Research Assistant) led the qualitative interviews. AW led the
transcription for the person with dementia, KC led the transcription for the carer. AW and KC
are both female, early 20s, and are currently training in medicine. Both AW and KC met with
an independent researcher (LH) to ensure that the coding and thematic analysis was accurate
and clear. NF reviewed the themes and coding and discussed these with LH. Efforts were made,
when appropriate, to compare the initial themes between the person with dementia and the

carers, and to ensure that terminology used was consistent.

Results

Fifteen participant dyads were recruited to the study. The person-with dementia was on
average 77 years old (SD=5.8), with the carers slightly youngem0Omn average (M= 71, SD
=11.1). The majority of carers were spouses to the persofwith dementia (n=12, 80%), and 13
carers lived with the person with dementia (87%). Adl participants, except one, were White
British. The median self-reported health (based(on,a-Single SF-12 item) was “very good” for
the person with dementia and “good” forthe carer. See Table 1 for a summary of participant

characteristics.

Themes and subthemes are reportedyindependently for the person with dementia and the

carer. Please see Figure 1 forfan pverview of these themes.

Person with Dementia

Two barriers (Physical health and cognitive impairment), four motivators (emotional
wellbeing, physical wellbeing, social connectedness, and family encouragement), and one

facilitator (family support) theme were identified.

Barriers

Physical health. It was clear that physical health, and in particular, mobility, acted as the main

barrier for the person with dementia to participate in physical activity; often describing how



they would like to do exercise, but that their existing health conditions prevent them from doing
so (Table 2; Al and A2). Not only did physical health influence the amount of activity

performed, it also influenced the intensity.

Cognitive impairment. The decline in cognition characteristically seen in people with
dementia had a negative effect on physical activity for a number of reasons. Due to cognitive
decline, a number of people with dementia stated that they often forget the actions they need
to perform for certain activities (Table 2; B1) and that they struggle to follow instructions

(Table 2; B2), even if they have been participating in that activity for considerable time.

Motivators

All participants with dementia were able to recognise the fenefits of being physically active,
reported as improvements to emotional and physicalwelbeing, and social connectedness.
Other factors were identified (such as walking the dogyfeeling of achievement) though they did
not come out as themes. Whilst there was alsg Seme nuance to how participants saw physical
activity, some felt that structured leisuresphysical activity (i.e. exercise) was more beneficial
than routine physical activity, and, thérefore the motivators may not be equal across activity
types. For example, “I think structured is more productive in getting you to a goal.
Unstructured is better than not/0eing it at all”” (Male, person with dementia, 160107SB1)

Emotional Wellbeing. When discussing their motivations toward activity involvement, the
participants all reported the association of activity and positive emotions. Enjoyment was the

most common emotional process mentioned (Table 2; C1).

The sub-theme of emotional wellbeing also captured feelings of normality (Table 2; C2), and

fulfilling the participants competitive nature (Table 2; C3).

Physical wellbeing. It was common for the person with dementia to identify that being

physically active has physical health benefits (Table 2; D1 and D2).



Social connectedness. Meeting new people and keeping in touch with friends was another
motivator that appeared important to participants with dementia. People with dementia often
stated that the social side of exercise was what they looked forward to (Table 2; E1) and often

contributed to their positive emotional wellbeing (Table 2; E2).

Family encouragement. There was evidence that some of the carers (i.e. family) provided
encouragement to participate in physical activity (Table 2; F1). However, the living
arrangements of the family members (i.e. proximity to the person with dementia) affected the
extent to which family members were able to encourage physical activity, participation, for
example; “[I don’t receive encouragement from] the rest of my family, because they don’t live
locally”” (Male, person with dementia, 151125EB1)

Facilitators

Family support. Alongside the family playingsa role providing encouragement for the person
with dementia, family members were.important in facilitating physical activity, usually by
providing the means to be physically aetive. This was typically related to the extent to which
cognitive impairment acted asapagrier to physical activity. Carers tended to act as a chaperone
and companion, whether if be,travel to carry out the physical activity (as the participant is no
longer able to driveg by\themselves) (Table 2; G1), or to go out for a walk (as their sense of
direction has declined). This indicates that without the presence of the carer, physical activity

would be further limited.

It was sometimes acknowledged that without this facilitation from the family member, then
some activities might not be possible.

Family Carers

Three themes concerning barriers (Physical health, time, and caring role) and three concerning
motivators (emotional wellbeing, physical wellbeing, and social connectedness) were
identified in the interviews with carers of people with dementia. Overall many carers discussed

that being physically active was important and/or enjoyable to them with positive benefits.



However, it is important to acknowledge that carers understood that they were participating in
low intensity, habitual physical activity, but in fact felt they should be doing more strenuous

activities.

“| feel | ought to be more physically active. | realise I’m not getting enough um,
exercise but | always say well you know dashing around chasing grandchildren
counts as a form of exercise” (Female, caring for spouse, 160107SB1)

Barriers

Physical health. Physical health was seen as a limiting factor by carersg with increasing age
and reduced energy playing an important role for many (Table 3; Ad)«There was also a fear of
overexertion and the consequences of this such as tiredness (Table8; A2)'and pain. However,
in some cases, the importance of physical activity meant that’caters felt that overcoming these
barriers were necessary and achievable, for example, “[it.s]ronly aches and pains, that’s all,

but you can get over that”” (Female, caring for spouse, ©80919ST1)

Time. One of the main limitations discussed by carers was time.. Participants felt that finding
the time to fit physical activity intotheir daily routine given other activities and duties was
difficult (Table 3; B1 and B2)kaek'to time as a theme was usually non-specific, though could
be associated with increaséd Qurden due to their caring role (see below).

Caring role. The caring role was seen as a limitation on the carer’s ability to be as physically
active. Caring role is very much interlinked with the time subtheme, though can be
differentiated, based on carer’s stating providing care rather than time more generally as a
barrier. Participants were unable to do as much or to do things on their own like they used to.
This was mainly discussed as not wanting or able to leave the person with dementia alone at
all, or for too long (Table 3; C2 and C3). In addition, supporting the person with dementia
being active inhibited their own physical activity (Table 3; C1 and C4).



Motivators

Emotional wellbeing. The non-physical benefits of being physically active were discussed by
carers as important in driving their motivation to take part in physical activities. Many
participants discussed that being able to do physical activity was important for simply getting
out of the house. This was often described as a way to escape, to de-stress, and to relax (Table
3; D1 and D2).

Physical wellbeing. For most carers the physical benefits of taking part in physical activity
were an important factor in their motivation to be active. Carers perceived that being physically
active had general health benefits (Table 3; E1), though specific benefjts, Were also sometimes
cited (Table 3; E2).

More specifically, physical activity was seen as important for-ggeing well. It was perceived
that being physically active helped to keep carers active ‘andifeeling young and fit. There was

also a perception that it would aid longevity (Table/3; E3).

Social connectedness. Being able to sacialize was also an important factor for many carers.
Taking part in physical activities allewed carers to meet up with others and meet new people,
other than the person with dementia/(Table 3; F1). However, physical activity was also seen at
times as a way to enhancé cemmunication between the carer and the person with dementia
(Table 3; F2).

Contextual notes

Cognitive impairment for the person with dementia meant that insight into their diagnosis,
and its impact on their physical activity habits, were affected. It became noticeable
throughout the study that a number of the people with dementia did not believe that the
condition had affected them at all. Nonetheless, during the subset of joint interviews there
were occasions when the carer would prompt the person with dementia, reminding them of

decreased activity.



Similarities and differences between themes identified the person with dementia and the

carer

For both the person with dementia and carer, themes related to barriers and motivators were
identified. For barriers, both groups identified that their physical health often acted as a
barrier to physical activity. Only carers identified that a lack of time and their caring role
acted as a barrier, whilst participants with dementia also described that their cognitive
impairment limited their participation. Motivators between groups were largely consistent,
describing the benefits to their physical and emotional wellbeing, as well as feelings of social
connectedness as being key motivators. Participants with dementia did however, note that
encouragement of family members acted as a motivator. Finally, only people with dementia
identified facilitators during the interviews, more specifically the role pfthe,family in
supporting their physical activities.

Discussion

This study looked at the barriers, motivators and facHitators of physical activity in people with
dementia and carers from South East England.\This research expands on the limited evidence
about the barriers, motivators and facilitators of physical activity from people with dementia,
and is the first study to look at thistepie’in carers of people with dementia. The dyadic nature
of the interviews also providgssusyaovel data where contextual information remains constant

between dyads, thus providingthe ability to explore differences between the two groups.

Broadly, the themes Jdentified by the person with dementia and their carer were consistent.
Both groups identified social connectedness, and mental and physical wellbeing as key
motivators. In addition, physical health was a key barrier. These themes are in line with those
previously highlighted in people with dementia, and in older adults more generally (Baert et
al., 2011; Gothe & Kendall, 2016; Han et al., 2016; Karssemeijer et al., 2018; Schutzer &
Graves, 2004; Silverman, 2019; van Alphen, Hortobagyi, et al., 2016). Notably, neither group
cited condition enhancing benefits (i.e. improving cognition, or reducing carer burden) as key
motivators. However, physical activity was described as a means of feeling normal. Old age
and the onset of dementia can often result in a change in their social routines, thus losing their
self-image. It has previously been reported that people with dementia want to maintain

continuity in life (Daley et al., 2013; Phinney, 1998), including their lifestyle behaviours



(Menne et al., 2002). Thus, participation in physical activities provides a sense of continuity,
whilst also shifting focus from being a patient to being a physically capable individual (Beattie
et al., 2004).

For the person with dementia, cognitive impairment was seen as a key barrier to their physical
activity participation. Cognitive impairment resulted in a number of potential barriers to
physical activity including being unable to drive, getting lost, and forgetting when planned
physical activities were scheduled. Van Alphen and colleagues identified some of these barriers
in their systematic review (van Alphen, Hortobagyi, et al., 2016). Dementia may make physical
activity participation more difficult due to cognitive impairment, though previous literature
suggests that cognitive function is not consistently associated with physical activity levels
(Stubbs, 2014). This could be due to mediating factors such as copingmechanisms, perceived
importance of physical activity, and available social support. For&xample, the present study
also indicates that family carers often encouraged and facilitated physical activity for the person
with dementia, ensuring that they can attend exercise grobps«er support them in completing
that activity. This reflects two types of social support, insteumental support and companionship
support, respectively (Wills & Shinar, 2000).The Sigmificance of the carer in motivating and
supporting physical activity in people with dementia is a theme raised previously (Hobson,
2017; van Alphen, Hortobagyi, et al., 2016)\Social support features in Michie et al.’s taxonomy
of behavioural change techniques in.gerefal (Michie et al., 2013), and carers have an important
place in behaviour change techdiques to increase physical activity in people with dementia
specifically (Nyman, 2019)., This§ ‘partnership with carers’ has been identified as an area for
future research (Nyman; 2019). It is possible that additional strategies could be adopted,
utilising Michie et al. ’s'taxonomy, such as using prompts and cues (Michie et al., 2013). Within
the context of dementia, overcoming cognitive impairment barriers by using memory prompts
or calendars has previously been used (Wardt et al., 2019). Such an approach, might benefit
people without social support, or reduce the onus on existing family members, though
ultimately, the effectiveness of prompts and cues may well decline as cognitive impairment

increases.

Compared to people with dementia, the barriers, motivators and facilitators of physical activity
of carers are explored less in the literature. Caring for the person with dementia acted as a
barrier, because they felt that they could not leave them alone to participate in physical activity.
Caring for others has been previously identified as a barrier to physical activity in older adults

(Baert et al., 2011). Exclusively, the carer group identified lack of time as a barrier, which



supports previous evidence that carers feel that they have a lack of time (Commissaris et al.,
1995), and less time for leisure activities (Ory et al., 1999). However, it is worth acknowledging
that lack of time is commonly raised as a barrier to physical activity in older adults generally
(Baert et al., 2011; Chao et al., 2000; Costello et al., 2011; Gobbi et al., 2012). Even when
people are sufficiently active, time is perceived as a barrier, despite their tendency to prioritise
exercise over other activities (Costello et al., 2011). Ultimately, due to their caring
responsibilities, it is likely that carers struggle to achieve a desired (both personal goal and
health recommendation) level of physical activity. Even when carers incorporated physical
activity into their caring role, through participating in physical activity with the person with
dementia, carers identified that this physical activity was somewhat limited (i.e. intensity or
duration) to suit the needs of the person with dementia. Despite the reposted difficulties, there
were obvious benefits for joint physical activity with the person“with dementia, with some

carers citing that it provided meaningful conversations between ghe‘dyad.

It was evident that purposeful physical activity was somewhat-inhibited by being a carer, the
family carer was able to identify that they remained highlysactive in terms of household activity,
thus supporting previous evidence (Fredman et al. *2008; Fredman, Doros, Ensrud, Hochberg,
& Cauley, 2009). For some carers this was seenas “enough” physical activity, though others
were unclear about whether their habitual“ghysical activity was adequate in terms of health
benefits or whether more intense activity was needed. This has potential implications about
how physical activity is presentéd to carers, being able to both acknowledge the benefits of
habitual physical activity, butd@lso the benefits of more intense activity to reduce carer stress
(McCurry et al., 2010)@and*purden (Hirano et al., 2011; Holthoff et al., 2015; Lowery et al.,
2014; Orgeta & Miranda-Castillo, 2014).

It is important to recognise the limitations of the study. First, the findings only reflect the views
of a small group of people with mild to moderate dementia with capacity to consent living in
the community and their carers. The sample therefore excludes those with more severe
dementia and those without the capacity to consent who are likely to differ systematically in
their views from those included in this study. This will limit the generalisability of the study
findings, further work is needed with those with more severe dementia and those without
identifiable family carers. Second, only one participant was from a minority ethnic group,
barriers and motivators may vary cross-culturally and further work is needed to understand
these in people with dementia and family carers from black, Asian and other minority ethnic

groups. Third, participants involved may well have had stronger opinions (positive or negative)



about physical activity just through their choice to participate in the research. Fourth, in the
four interviews where both the carer and person with dementia were present in the same
interview, this dynamic may have inhibited either participant expressing personally held views
that might have upset their family member. Fifth, the recruitment area of participants may have
also influenced the findings. Two-thirds of all households in the South East of England have
access to a green space of at least 20 hectares within two kilometres (McKernan & Grose,
2007). There is likely to be geographic variation in terms of leisure and sporting
clubs/facilities, thus affecting both the accessibility and types of physical activities. A range of
social and economic factors can contribute to physical activity participation (Farrell et al.,
2014), potentially influencing potential perceived barriers, motivators and facilitators. Last, the
themes reported here likely do not reflect all barriers, motivators and facilitators of physical
activity in these groups, and likely represent perceived prominentifagtors. Certainly, the
systematic review by Van Alphen et al. (2016) identified a range ‘of other factors associated
with physical activity in people with dementia; albeit from hétesogeneous sources.

Further research is needed to understand physical activity*habits (including barriers, motivators
and facilitators) in both people with dementia and their carers. An emphasis on quantitative
research methods in particular will help undetstanding the size and direction of relationships.
To date, there has been no research thatfhas, investigated the relationship of physical activity
habits between person with dementia ang carer dyads, as the emphasis is usually the person
with dementia alone (Mc Ardle et al’y 2019; Watts et al., 2013; Winchester et al., 2013). Caution
needs to be taken in how we,eapiure physical habits and other variables, particularly in people
with dementia. Apart from_a-few notable exceptions (van Alphen, Volkers, et al., 2016), there
is a focus on capturingphysical activity habits through self- or proxy-report questionnaires in
people with dementia, without evidence of validity. However, many of these questionnaires

may not be accurate and introduce bias (Farina et al., 2019; Middleton et al., 2018).

5. Conclusions

This study provides supporting evidence of motivators, barriers and facilitators of physical
activity in people with dementia and their family carers. In adopting a dyadic approach, we
were able to better observe variability in attitudes towards physical activity when certain
contextual factors remain consistent. While there are some themes that are consistent between
both the person with dementia and their carer, there are particular unique barriers that affect



both groups. The relationship between the person with dementia and the carer and physical
activity is a complex one, with the carer providing encouragement and support for the person
with dementia to be physically active, this might be beneficial to them or add additional strain
to their caring role. As such, the data illustrates the interlinked nature of physical activity habits
between the two groups, and recommendations to one group, invariably influence the other.
This may mean that healthcare professionals who want to primarily promote physical activity
of the person with dementia could achieve this by supporting the carer more generally, or by
facilitating the carer’s own physical activity. It is clear that an accessible message about the
importance of physical activity is needed, acknowledging the benefits of habitual and low

intensity physical activities.
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Table 1. An overview of participant characteristics for each dyad.

Person with dementia

Carer

Age, years
Gender: Male

Ethnicity: White
British
sSMMSE

Dementia diagnosis:
Alzheimer’s disease
Relationship to
person with
dementia:

Spouse

Son/Daughter

General health status
(SF-12):
Excellent
Very Good
Good

Fair

77.3(SD =5.77)
10 (66.7%)
14 (93.3%)
22.5 (SD = 5.55)

9 (60.0%)

1(7.1%)
4 (28.6%)
8 (57.1%)

1(7.1%)

70.6 (SD =11.08)
5 (33.3%)

15 (100.0%)

12 (80.0%)

2 (20.0%)

IN26.7%)
6 (40.0%)
5 (33.3%)

0 (0.0%)
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Figure 1. An overview of the themes identified during the dyadic interviews.



Table 2. Example quotes from participants in relation to barriers, motivators and facilitators of physical activity in people with dementia.

Theme Subtheme Example

Barriers Physical health Al: “but if [ was] more mobile I would probably start going to play football” (Male, person with
dementia: 180709ST1)
A2: “you want to get to the gym but your blooming,leg isn’t letting you do it as often as you want to”
(Male, person with dementia, 160107SB1)

Barriers Cognitive B1: ““I don’t think you (indicating toward.speuse) would go swimming, [it would] be too difficult,
impairment
P changing and everything, using lockers?®: (Female, caring for spouse, 151112SB1)

B2: “Erm, there are timeshenl... not quite sure what | should be doing, and then I think ‘oh Christ
that’s the dementia ¢oming In”” (Male, person with dementia, 180803ST1)
Motivators Emotional C1: ““oh the sheer.enjoyment of whatever I am doing, | wouldn’t do it if I didn’t enjoy it”” (Female,
Wellbeing person with dementia, 180529ST1)

C2:*It makes me feel that occasionally I feel normal” (Female, person with dementia, 151125EB1)

€8s, “and | um, I enjoy doing it, so | enjoy the sports, | enjoy doing the exercise... and um, and I’ve
always been err, a pretty competitive sort of person. So when I’m at the gym, um, I record what I am
doing so | am making a comparison between, um, what I’ve done this time with that particular

exercise compared with the last time.”” (Male, person with dementia, 160107SB1)



Motivators

Motivators

Motivators

Facilitators

Physical wellbeing

Social
connectedness

Family
encouragement

Family support.

D1: “I think it not only helps with your weight, helps with your health, it helps with your breathing,
it’s good for your heart...”” (Male, person with dementia, CX145)
D2: “because | do it I’'m fitter and you know good form...”” (Male, person with dementia, 180803ST1)

E1: *...it keeps you fit, it keeps you in touch with people” (Female, person with dementia,
180529ST1)

E2: **...I’ve known them, oh gosh, years andeagss.years of being with people the same people, same
room, erm, and it’s an outing, and we always/go and have a cup of coffee and moan and groan”
(Female, person with dementia, 151125EB1) (Responding to why they think Pilates has the greatest
impact on their quality of life)

F1: “I mean that’s the main thing is encouragement, ‘come on mum’ isn’t it? (laughing). I don’t... |
don’t sit around toomuch,’well I don’t think I do, erm, but they certainly help, they certainly help,
and they certainlyeniecourage you.” (Female, person with dementia, 180529ST1)

G1: “I now'ely on people or especially (wife) to run me about...” (Male, Person with dementia,
181048STFt)




Table 3. Example quotes from participants in relation to barriers, motivators and facilitators of physical activity in carers.

Theme

Subtheme

Example

Barriers

Barriers

Barriers

Physical health

Time

Caring role

Al:*Only my age | suppose you get to a certain age and you are not as active as you once used to be
but other than that you just accept it and if it takes you twice as long to do it it’s not really that
important is it?”” (Male, caring for spouse, 171003GS1)

A2:*if I do too much, anything like whatd wused, to do, I then have some days of absolute total
exhaustion um which is a real drawback, mentally and physically” (Female, caring for a parent,
180404ST1)

B1: “I used to go down to the,gym umm quite a bit and umm | just don’t have the time for that now.
Um...it seems | used to go*eut-a lot more | don’t go out as much as | used to”” (Female, caring for a
parent, 180529ST1)

B2:*...time reallyyou*know, finding, it’s fitting it in with everything else you do”” (Female, caring for
spouse, 160812MC1)

C1: 1t s*because he can’t walk very fast or can’t walk very far it stops me from doing it sometimes,
you khow? Where | would go out, but he want to come with me... so it does hold me back a bit yeah™
(Female, caring for spouse, 160812MC1)

C2: ““I can’t leave [spouse name] for as long as | used to. If | do, do anything | have to write down on

a piece of paper what time | will be back, because [spouse name] will forget by the time I’ve gone out



Motivators

Motivators

Emotional
Wellbeing

Physical wellbeing

the door, where I’ve gone, what I’m doing and what time | will be back. But it does restrict you™ (Male,
caring for spouse, 171003GS1)

C3: “It has reduced the time available and options because | can’t leave [person with dementia] alone
for longer than an hour. So does limit the distafee | can walk... probably doesn’t limit swimming
because we’ve got the swimming pool next«do@r. But um yeah it’s mostly walking that is limiting”
(Male, caring for spouse, 151125EB1)

C4: ““I don’t get as much active gerobic walking on the whole because obviously with somebody of

nearly ninety we walk much mgre, slowly”” (Female, caring for parent, 180404ST1)

D1: “I just like getting out and about, | get bored I think™ (Female, caring for spouse, 180503ST1)
D2: “I think s absolutely essential for me, I’m very aware that the times if I’m getting really stressed
or depressed-..l just need a good long walk and I’ve always been like that and it clears my head as

well asymiaking me feel better” (Male, caring for parent. 180404ST1)

E1: “I think physical activity improves your life, yes. | think it helps to prolong your life I think it helps
you generally be healthier”” (Female, caring for parent, 180529ST1)



E2: I think it’s very important for physical wellbeing... And also keeping your weight down a little
bit (laughter) and for your heart... I mean it’s got all positive attributes yeah” (Female, caring for
spouse, 180604ST1)

E3: “I mean it helps to make you live longer, keeps you flexible um stops you having heart attacks,
strokes, that sort of thing...keeps your weight down™ (Female, caring for spouse, 160812MC1)

Motivators Social F1: “...you get to meet people as well. You.getto'see people you’ve not seen in a while and probably
connectedness have a chat... because otherwise whenyowu walk in, I have only you (indicating person with dementia)

to talk to really haven’t I really?”” (Female, caring for spouse, 180503ST1)
F2: *...it [physical activity] give§ you something to talk about otherwise it’s quite easy to just sit there

in silence” (Female, caringfor{Spouse, 180919ST1)






