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Abstract

Background Community-based exercise programmes (CBEPs) offer a practical and viable approach to
providing people with Parkinson’s disease (PwP) the opportunity to exercise as an ancillary therapeutic benefit
to pharmacological management. This study explores the perceptions of exercising participants (PwP) and non-
participating partners involved in an exercise class delivered through a community-university partnership.

Methods Two separate focus group discussions were conducted: one with class participants (PwP: n=7, H&Y scale |
to Ill), and the other with non-participating partners of PwP (n=4).

Results Thematic analysis of the data identified that a range of physical, psychological and social factors were
perceived to influence engagement: (1) actively taking control, (2) exercise is medicine for the mind and body, and
(3) a community working together to promote exercise for parkinson’s. Participants and partners felt that the support
from the group, including the instructors and student volunteers, empowered and supported PwP to proactively
self-manage their health, enjoy exercise in an inclusive group setting, and develop strong social connections with
others in the local Parkinson’'s community. Support to exercise from healthcare professionals was identified as both an
enabler and barrier to participation.

Conclusions This study underscores the significance of a community-university partnership as a complementary
therapeutic approach for PwP. It also provides critical reflections on its sustainability, including implications for how
exercise is considered as medicine for PwP. Additionally, it offers practical recommendations to galvanise community
participation and provide inclusive and viable exercise opportunities for PwP.
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Introduction

Non-pharmacological therapies, such as physical exercise
training, can play an important part in overall disease
management for people with Parkinson’s disease (PwP).
Exercise is considered a low-cost, safe, and effective strat-
egy that offers multiple biopsychosocial benefits [1-3].
Among various types of exercise suitable for PwP, mul-
timodal (MM) exercise, which combines different com-
ponents like aerobic, strength, flexibility, coordination,
and balance exercises with cognitive training, has been
extensively studied for addressing deficits presented in
Parkinson’s disease (PD) and promoting exercise-induced
neuroplasticity [4-9]. However, despite the strong evi-
dence for MM exercise, its translation from trial to com-
munity settings requires a collaborative multidisciplinary
approach to make it accessible, inclusive, enjoyable, and
effective for PwP of all ages and diagnoses [10].

Multiple exercise approaches have been explored, yet
determining the most effective modality and dosage (i.e.,
type, duration, frequency, and intensity) for PD symp-
toms management remains uncertain. Current guide-
lines recommend different exercise modalities including
strength, balance, flexibility, and aerobic exercise at
least thrice weekly, lasting=30 min at 40-60% heart rate
reserve, or an intensity of 12—-13 on a 20-point rating of
perceived exertion (RPE) scale (with progression towards
higher intensities) [11-13]. However, evidence suggests
that long-term motor and cognitive benefits can still be
obtained even with a lower frequency of training (i.e.,
once a week) [6].

Exercise interventions for PwP are typically delivered in
healthcare (led by a clinical physiotherapist), community
(group class), or home (individual programmes) settings.
Whilst physiotherapists are well-placed to deliver such
programmes [14], the current healthcare system in the
United Kingdom (UK) lacks sufficient resources to pro-
vide intensive support on a large scale and over extended
durations. Therefore, community-based exercise group
sessions led by exercise professionals have been proposed
as a solution to reduce healthcare costs [15, 16]. More-
over, a recent study described the positive experiences of
PwP participating in a group balance exercise programme
for 8 weeks, highlighting its safe and inclusive nature,
which fulfilled their social and emotional needs [17, 18].
Exercising in groups provides PwP with opportunities
for social engagement, breaks isolation, allows individu-
als to share coping strategies (helping to address daily
struggles), and thereby promotes a more positive attitude
towards life [17, 19, 20]. However, these findings primar-
ily represent the experiences of PwP at an early stage of
the disease within a specific community-based exercise
programme (CBEP). It remains to be seen whether the
reported group dynamics apply to longer-term (since
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most work has been conducted over the span of several
weeks) and other types of exercise programmes.

Although delivering group-based exercise programmes
(GBEPs) in the community can be challenging due to the
lack of local expertise in PD and inadequate infrastruc-
ture, a collaborative partnership between local communi-
ties and academic institutions (i.e., community-university
partnership approach) can be beneficial [21]. Similar to
previous studies using a collaborative model [22], this
approach allows for tailored, intergenerational support,
facilitated by the presence of student volunteers, and
collaborative decision-making processes to incorporate
PwP’s needs [23]. Involving student volunteers offers
several benefits, such as offering assistance and support
within the class, providing co-learning and knowledge
exchange, enriching the experience for both students and
participants alike, and, altogether, fostering a sense of fel-
lowship and community [24, 25].

The design and delivery of exercise training sessions,
the social and physical environment, external support,
and individual and group characteristics, are some of
the most important factors influencing PwP’s engage-
ment in exercise [26]. While previous work has explored
the views of PwP, less is known about the perspectives
of carers, who are often partners of PwP [27]. PwP tend
to report positive views and perceived therapeutic ben-
efits of exercise, including pleasure, well-being, increased
confidence, and quality of life [28—30]. However, partners
play an important part in the management of PD, and
their views and experiences can contribute significantly
to exploration of interpersonal processes involved in
exercise participation [31]. By considering partners’ per-
spectives, we can provide a more holistic picture of the
challenges and opportunities in the planning, design, and
delivery of community-based exercise initiatives for PwP
[29, 32].

Qualitative research involving participants and those
supporting participation (e.g., spouses) can provide
critical insights into the factors that support initiating
and maintaining regular exercise. While previous stud-
ies have used such methods [26, 33, 34], there is limited
understanding of the perceptions and experiences of
PwP and their partners in exercise programmes delivered
through a community-university partnership approach
[26, 35]. Insights generated from these discussions can
support the planning, feasibility, and long-term sustain-
ability of exercise programmes for PwP. Therefore, the
purpose of this study was to explore the perceptions and
experiences of both PwP and their partners in relation to
participating in (or supporting participation in) an exer-
cise programme for PwP delivered through a commu-
nity-university partnership. Additionally, the study aimed
to use these findings as a tool for service improvement,
provide feedback to the group, contribute to the broader
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Parkinson’s community, and offer practical recommenda-
tions to assist those delivering exercise programmes for
individuals with PD.

Methods

Design and context

The design and analysis of the study were consistent
with a pragmatist epistemology [36, 37]. In line with
this epistemological view, the current study explored
and analysed the perceptions and experiences of PwP
who actively participated in a PD-specific exercise class
[6], as well as the viewpoints of their non-participating
partners. This pragmatic qualitative approach focused
on learning from the participants and their partners and
using this knowledge to create recommendations aimed
at optimising future intervention delivery.

Data for this study were collected through two focus
groups. This method offers a rich understanding of par-
ticipants’ experiences and fosters spontaneous idea gen-
eration through participant interaction [38]. Additionally,
focus group discussions can create a collective identity
among participants and, thus, enable participants to con-
nect their individual narratives with each other as well as
the wider Parkinson’s community.

Multimodal exercise class

The PD specific MM exercise programme was a longi-
tudinal, community-based group exercise class. It com-
menced from late 2016 to early 2020 and consisted of
a weekly circuit-based MM exercise programme in a
community hall for 1 h per session. The exercises were
structured in stations, emphasising meaningful, goal-
related movements to address PD-specific characteristics
like gait impairments and balance problems. Partici-
pants were encouraged to exert themselves at their per-
ceived effort level, aiming for at least “somewhat hard”
on the Borg 6-20 RPE scale. Sessions were delivered by
two exercise professionals (Level 4 Specialist Exercise
Instructor; Register of Exercise Professionals) and sup-
ported by undergraduate students from the University
of Kent, who provided instructions and encouragement
to maintain moderate to high intensity and proper tech-
nique (for more details see previously published work

[6]).

Participants

Following institutional ethical approval, two focus
groups were held in March 2019 with 11 participants
(PwP, n=7; partners of PwP, n=4) conveniently recruited
from the exercise class. The recruited class participants
(male, n=7; age, 7019 years) had a diagnosis of mild to
moderate idiopathic PD (Hoehn & Yahr [H&Y] scale I
to III), disease duration of 4.6%2.1 years and had been
attending the exercise classes for an average of 2.0£0.7
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years, with an attendance rate of 74% * 16% (ranging
from 43 to 96%). Four partners of PwP also participated
(female, n=4; age 68+6 years). The participants regu-
larly accompanied their partners to the exercise class,
waiting in a meeting room outside the hall. Participants
were approached in person, two weeks prior to the focus
group sessions. Participants were given a week to decide
whether to take part after receiving an information sheet.
Those who showed interest and were available to arrive
early at the community centre were contacted by tele-
phone to confirm their attendance. In addition, partners
and attendees who arrived early on the day of the focus
groups were invited to participate to avoid any selection
bias.

Focus group structure and questions

To encourage maximum participation with minimal
time commitment, the focus groups were scheduled to
coincide with the delivery of the exercise class. The sec-
ond author, familiar to the group but not involved in the
delivery of the exercise class, led both discussions. This
approach created a comfortable environment, enabling
participants to freely express their thoughts and expe-
riences. Prior to the discussions, a brief introduction
emphasised confidentiality, managed expectations,
and allowed participants to reflect on their decision to
participate.

Each focus group followed a similar structure. The
first, comprising only class participants (PwP), met
before the exercise class, while the second included non-
participating partners ran concurrently with the class.
This schedule allowed class participants to share infor-
mation without their partners or someone without PD
present, creating an environment where participants in
both focus groups could feel comfortable sharing their
feelings honestly [32]. Group durations varied, with the
PwP discussion lasting 87 min and the non-participating
partners discussion lasting 43 min. By scheduling the
discussions before and during the class, we aimed to pre-
vent disruption to participants’ exercise experience. Both
discussions began with open-ended questions about the
exercise class. Subsequent questions covered topics such
as motivation for participation, perceived benefits and
challenges of the class, factors influencing adherence, the
structure and format of the exercise class, and feedback
on the service (see Table 1). The facilitator used prompts
to encourage further responses and clarify points, while
participants were also encouraged to share any relevant
information they deemed important [39].

Data analysis

Our analysis of the data followed an iterative and reflex-
ive process, using Braun and Clarke’s (2019) reflexive
thematic analysis (RTA) method, which is accessible
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Table 1 Focus group discussion topics and example questions

Focus Group Discussion Example of Questions
Topics

1. Exercise Class Experience  When you think about the exercise class,
what is the first thing that pops into
your mind?

What was your [partner’s] motivation to
join the class?

2. Motivation for
Participation

3. Benefits and Challenges Have you noticed any positive effects on
your [partner’s] health from the exercise?
Why do you think some of the local Par-
kinson’s support group do [not] attend
the exercise classes?

4. Factors Associated with
Engagement

5. Exercise Class Structure/
Format

Do you think the exercises are appropri-
ate for people with Parkinson’s?

6. Feedback on the Service  Are there any changes you would make
to the exercise class to encourage

greater participation?

to researchers with limited qualitative research experi-
ence and aligns with our pragmatic approach [40]. We
employed a team-based analysis approach [41], utilis-
ing the interdisciplinary skills and knowledge within our
author team (i.e., clinical exercise physiology, biomedical
sciences, and sport and exercise psychology).

Focus groups were Dictaphone recorded and tran-
scribed verbatim with participants’ consent, then
imported into NVivo 12 software for organising and ana-
lysing the qualitative data. Initial coding was conducted
by a researcher with experience in qualitative research.
Subsequently, to enhance the depth and richness of the
analysis, the other co-authors actively participated in
developing codes, defining themes, and shaping the
final interpretation. This collaborative approach aimed
to build insight and foster critical reflexivity by actively
questioning each other’s knowledge construction [42].
This shift away from consensus between coders aimed
to ensure that the resulting finalised thematic frame-
work worked together to tell a rich story about the par-
ticipants’ perceptions of the class. Notably, this approach
recognised the evolving nature of qualitative analysis and
the absence of a definitive endpoint, as discussed in the
RTA framework [40, 43]. Regular formal team discus-
sions were held to review the findings, providing oppor-
tunities for constructive challenges to the interpretation
of the findings, sharing of different viewpoints, and iden-
tifying conceptual links between the themes. Findings are
presented in relation to existing literature, emphasising a
transparent and contextually grounded interpretation of
the data.

Results

Our analysis led to the creation and development of three
distinct but interrelated themes: (1) actively taking con-
trol, (2) exercise is medicine for the mind and body, and
(3) a community working together to promote exercise
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for Parkinson’s. These themes capture unique narra-
tives that contribute to a nuanced understanding of the
exercise class experience. The first theme describes the
participants’ reasons for attending the class (from the
perspective of both the participant and the partner),
focusing on how individuals used the exercise class to
support the management of Parkinson’s and how regu-
larly attending provided social support and a network
of people who share experiences. The second theme
describes the perceived physical and psychological ther-
apeutic benefits experienced by participants. The final
theme describes the group coming together and the qual-
ities of the environment that support the feeling of com-
munity and fellowship. Each theme is explored in more
detail below.

Theme 1: actively taking control

Exercise class attendees and partners discussed their
reasons for joining and/or supporting the exercise class.
Support from the university appeared to be a driving
force behind attendees’ and partners’ involvement and
engagement. For some class attendees, the exercise class
played a pivotal role for participants in accepting, adapt-
ing to, and managing their Parkinson’s, whilst for others,
joining an exercise class was seen as something that could
have wider benefits to future PwP as well as research.
The group, facilitated by both members and profession-
als, appeared to encourage and support individual and
collective coping by nurturing togetherness and show-
ing people that they are not alone. Partners expressed a
desire to support their loved ones but also acknowledged
the fatigue associated with these efforts, finding solace in
the group’s social support.

We're actively engaged in fighting back. The idea
of “fighting back” against Parkinson’s is a well-known
phenomenon in the Parkinson’s literature and practice
[44—46], and is something that has also been reported
in other chronic health conditions, such as stroke, can-
cer, and Alzheimer’s [47-49]. However, whereas “fighting
back” is often associated with binary success outcomes
(i.e., victory or defeat), for the attendees of this exercise
class, it signifies something different. Rather than “win-
ning” the fight over the condition, their focus lies in pre-
serving their health, maintaining function, and retaining
control for as long as possible. Importantly, whilst other
researchers might debate the use of military metaphors
in chronic illness descriptions [50], we advocate for
using the language employed by PwP. For instance, one
attendee said that by joining the class they [group mem-
bers] were:

Not letting it take over our lives ... Fighting back ...
we are not passive ... not letting it take over our lives
... we are fighting against it. [Class attendee #5]
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Even though not all of the attendees were habitual exer-
cisers prior to their engagement with this CEBP, partici-
pants echoed the idea that fighting back is a proactive
mindset and that exercise is a means of resistance to the
progressive nature of the condition.

Moreover, participants stated that engaging with the
current exercise programme encouraged them to take
part in other group activities (e.g., boxing, choir singing,
comedy). Thus, PD-specific CBEPs have great poten-
tial to encourage PwP to join other community groups.
Nonetheless, research shows that continual support is
needed, particularly the care and management of disease-
related apathy or the reduced initiative to engage with
exercise [51].

Acceptance and adjustment. Attendees spoke about
how living with Parkinson’s required adjustment and
acceptance that their condition will worsen over time
and the need to remain positive. Some found it hard to
accept their diagnosis and its implications (also discussed
under ‘Family encouragement and support’). One partner
described her husband’s initially low motivation to exer-
cise, attributing it to his negative outlook upon diagnosis:

“Because he was quite negative when he first knew,
which I suppose is quite understandable ... it’s a bit
of ... especially when he knew is going to get worse as
time went on. . so he was very negative, it was 24/7
almost sitting on the sofa sleeping ... and of course,
it’s not very good for us either” [Partner #2]

Attendees voiced mixed feelings about living with Par-
kinson’s. For example, one spoke about how it was impor-
tant to maintain a positive outlook in order to cope with
the condition:

I'm not progressing ... at least I'm not ... probably
getting any better, but I'm not ... I'm certainly not
getting any worse ... It’s [exercise] maintaining your
health. And I think that’s an important thing. [Class
attendee #2]

In contrast to this, another attendee, appeared to harbour
some resentment at getting Parkinson’s when they had
been a regular exerciser, although this does not seem to
have discouraged them from continuing to exercise (or
joining the class in the first place):

I have always been a member [of the gym] ... I used
to do karate, play rugby ... Kept myself reasonably fit
by going to the gym, but that didn’t stop me from get-
ting Parkinson’s, though. [Class attendee #7]

Family encouragement and support. It became clear
that, for some attendees in the group, their partners
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played a key supporting role, and without their encour-
agement they perhaps would not have joined the class
nor attended as often.

Despite the widely acknowledged benefits of exercise
as medicine for managing health, it is not for every-
one—nor are its benefits for individual health accepted
by all [52]. In some instances, realising or accepting
these benefits may take time. It is understandable that
some attendees might have had reservations about join-
ing the group (refer to the quote by Class attendee #7
under “Acceptance and Adjustment” ). For instance, one
partner commented that, initially, her husband was reluc-
tant to attend the class as he did not want to see others
who were at a later stage of Parkinson’s (which has also
been illustrated in a recently published qualitative study
[17]. She described how she encouraged her husband
to participate in the exercise class by suggesting that his
involvement [in the project with the university] would
help others:

I’ll be honest, [he said] he didn’t really want to come
here ... But I said: “You will not only be helping your-
self, but you will also be helping others” ... And with
that, he said: “Alright, I'll go!” [Partner #2]

Partners’ encouragement and support were seen as
important factors contributing to attendees’ motivation
and prolonged involvement in the weekly exercise class.
Motivation to attend the exercise class often varied, but
participants described how structured supervised group
exercise encouraged engagement, despite fluctuating
motivation and mood. One attendee commented how his
partner provided encouragement when he did not feel
like going to the class:

That’s interesting you say that because my wife
always asks me about 5 oclock on a Tuesday ... says,
‘are you going to Parkinson’s class tonight?” And if I
say, I don’t know, it's a bit cold and a bit miserable,
I get a kick up the backside... [she says] “get yourself
out there, you miserable being!” [Class attendee #1]

The lack of motivation to exercise outside of the class
can be frustrating for those partners who also want to
be physically active, and it would appear that they some-
times forgo their own physical activity goals to support
their partners:

That’s something I can’t get mine [husband] to do ...
I would like ... because I need to lose weight and 1
would like to go and do on walks, but ... he cannot
just see the point of just going for a walk, and I've ...
so, I've given up! [Partner #3]
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Similar findings have been published previously calling
for a more nuanced discussion about whether exercise
truly is medicine for all [52, 53]. These views were echoed
by other partners in the group who commented that not
everyone with Parkinson’s in the class shares the same
amount or type of motivation and/or wants to exercise—
or takes part in the activities on offer to the local Parkin-
son’s network support group.

Some of these ... some of the people with Parkinson’s
are very self-motivated—very into beating Parkin-
son’s, finding the cure and, and what have you. My
husband is one of the least motivated in that respect;
he’s just doing what he’s got to do. [Partner #4]

Helping others helps oneself. Partners employed vari-
ous motivational strategies to encourage their loved ones’
participation in the class (see quote by Partner #2 under
“Family Encouragement and Support”). Additionally,
some attendees found their involvement in the research
to be a compelling reason to participate. All class attend-
ees actively participated in the periodic evaluations
(described elsewhere) although their level of interest in
the results varied. One attendee expressed, "It’s nice to
be able to help other people as well, because from these
studies, the feedback will be used to help other people,
which is ... you know ... partly ... the main of the exercise
isn't it, really?” [Class attendee #6].

Recent research underscores altruistic motivation in
participating in community-based research for others’
benefit [54]. In this study, both attendees and partners
discussed motivation to help researchers and other PwP.
However, discerning whether participants are primar-
ily motivated to selflessly help others, or whether their
motivation is self-interested (or a combination of both)
is challenging. As one attendee admitted, they were keen
to try anything that is free, commenting that financial
issues may influence the type of treatment sought to self-
manage PD. This highlights that cost is a potential barrier
to participation for certain demographics, such as older
individuals and people with disabilities and/or long-term
conditions [26]. Another class attendee (#5) mentioned
that some classes “... cost a fortune ... and [this one] costs
half the price." Along these lines, one partner [Partner
#4] admitted that "It [exercise] was just suggested that it
might do some good, and you'll get to a stage where you'll
give anything a go, really”

Theme 2: exercise is medicine for the mind and body

Class attendees and partners consistently emphasised
that exercise provides a variety of benefits, particu-
larly when conducted in a group setting with support-
ive instructors and student volunteers. While attendees
and partners acknowledged the existence of potential
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side effects, they believed that the positive outcomes
outweighed any negative responses. Some expressed
a desire for more exercise but considering the reported
side effects by others (such as fatigue, disturbed sleep
patterns, muscle cramping, or feelings of exhaustion), an
additional session in the week may not be suitable or pro-
vide additive benefit.

Exercise as symptom management. Attendees empha-
sised the value of exercise for maintaining overall health
and managing their Parkinson’s symptoms. They believed
that exercise played a crucial role in managing both
motor and non-motor symptoms, enabling PwP to take
control over their condition [30].

If you don’t take this drive to do this exercise class
you find the other non-motor symptoms of Parkin-
son’s ... anxiety, all those sorts of horrible things ...
apathy ... all creeping in on you, especially com-
ing back to the dark nights and wintertime. If you
make that effort to come along to the group exercise,
I believe, I do believe in my heart, it's much better
for you and you will get a better quality of life for it.
[Class attendee #3]

... this class is just as good as the medication, if not
better. I said it’s part of my whole medication regime.
[Class attendee #5]

Challenging the discourse around exercise for PwP.
Class attendees and partners discussed the varying atti-
tudes and recommendations that they received from
healthcare professionals (HCPs) regarding exercise.
While HCPs have a key role in supporting and facili-
tating the self-management of PwP [55], some class
attendees were initially discouraged from engaging with
high-intensity MM exercise and advised to stick to seated
exercise:

There were very strong claims that ... really strong
exercise can actually put you back in your disease,
but I ... I don’t believe that ... what I do believe is
that you can hold it ... [Class attendee #3]

While one attendee emphasised the importance of
exercise for everyone saying that “We should be doing
exercise whether we've got Parkinson’s or not!” [Class
attendee #6], another attendee [#3] mentioned that they
“... needed a focus for it” suggesting that exercise motives
among the group differed. There were further discussions
around experiences with healthcare professionals and
stories focused on the lack of support for exercising with
Parkinson’s.

I was told by a senior physiotherapist [within hospi-
tal] that we ... we won’t ever run a Parkinson’s exer-
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cise class because it wouldn’t be supported. [Class
attendee #3]

Similarly, another attendee recalled how a healthcare
professional was sceptical about exercise for PwP.

“Well, you know, I [HCP] don’t think you want to go
there ... well because you don’t want to see what'’s
coming, do you?” When they say that, the first
thing you want to know is: “What'’s coming!” [Class
attendee #2]

It is possible that such views discouraged more people
from joining the project. Ellis et al. (2013) reported that
low outcome expectations are an important perceived
barrier to engaging in exercise for PwP [56]. However,
despite the mixed messages and advice from HCPs
regarding exercise as therapy, regular participation in the
class appears to have positively influenced opinions and
perceptions of exercise among some of the attendees:

You see how successful this has been, but erm ... erm,
the official ... NHS class is just seat-based, and they
walk around ... [Class attendee #5]

Well, apart from Parkinson’s, surely the human body
wasn’t designed to sit still all day, was it? If you do,
everything will just seize up—surely you've got to
keep moving! [Class attendee #2]

The class attendees appeared to be strong advocates of
exercise (even though not everyone was positive about its
protective benefits), there was acknowledgement that the
attitudes of some HCPs are also beginning to change.

I was being told by professionals ... being put off
exercising. . not to exercise ‘oh, don’t do that you'll
hurt yourselfl Don’t cycle, you'll do your back in!”
This is [healthcare professional] talk. And she’s
totally different now ... she’s accepted that exercise
can offer people so much, and so much hope. [Class
attendee #3]

Partners also recognised the benefits of exercise for PwP
and expressed that more could be done to raise aware-
ness and encourage self-referral to exercise programmes:

1 think it’s definitely a good thing ... it definitely does
them good ... perhaps the people need to hear about
it more because if I hadn’t read the advert for this
class in one of those little booklets that come through
the letterbox, I wouldn’t have known about it. [Part-
ner #1]
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Participation in such opportunities tends to be initi-
ated through the local Parkinson’s support network and,
in consequence, active members appear to benefit from
the relations. Communication appears to be a barrier to
increased uptake among the local Parkinson’s community
and as one partner commented, doctors are often the first
point of contact in the diagnosis process and so could do
more to promote adjunctive treatments:

Why don’t they put them [the adverts] in Doctors’
surgeries? You see everything else on the walls—what
you can do or join! [Partner #2]

The Doctors purely act as a prescribing mechanism.
They don’t really get involved ... [Partner #4]

However, not all partners encountered resistance or poor
communication from HCPs. As one partner explained,
her husband was encouraged to participate in the exer-
cise class following a referral from the local Parkinson’s
nurse:

... she came to the house, and she told me about, you
know, what I could [for us] get as a carer, and she
told me all the things that I, we could join, you know,
like this [class]. [Partner #2]

It lifts the spirits. Class attendees highlighted that, as
older adults, social isolation and loneliness are a con-
cern, which are known risk factors for poor psychologi-
cal health (e.g., depression and anxiety) and well-being
[57]. Community-based groups provide intergenerational
opportunities for social interaction, a need emphasised
by both attendees and partners in this study, suggesting
they could meet before and after the class. Attending
regular exercise classes is perceived to provide purpose
(i.e., something to look forward to in the week) for these
attendees and an opportunity to make new friends,
potentially alleviating the psychological effects of social
isolation. Attendees also discussed how regular exercise
has impacted their mood as well as their quality of life:

I just love to come here ... I feel tired and worn
out when I go back, but it’s a happy feeling. I'm so
pleased with what I'm doing. From my wife’s point
of view, there’s been a change ... I was very down ...
not depressed ... but er ... very quiet ... and I suppose
everything was going around ... what was going to
happen to me, but no ... since I've met everybody else
here and watched everybody and just the interac-
tion, I think, between the group ... apart from these
... the activities, I think the interaction and meeting
everybody every week ... yeah, I think it’s a brilliant
idea. [Class attendee #2]
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. we've all got to do something ... being given the
dreaded disease... you've got to fill your time up
with happiness ... the exercise is one very good step
to filling up your happiness cup. You feel excited
and active, more so than when you went in! [Class
attendee #3]

Similar views were echoed among the group, with other
attendees also commenting how they often felt better for
exercise, even if it is a struggle to find the motivation to
turn up to the class on a Tuesday evening.

I drag myself there sometimes and I come away feel-
ing high. [Class attendee #7]

I have come out of this sort of ... not depression ...
but this quiet stage that was in ... I had so much
going through my mind [sic] ... now, thats taken
most of that away ... the fact that we are doing this
[exercise] has taken that worry. [Class attendee #2]

Side effects and impact on daily living. When discussing
the short-term side effects of exercise (i.e., in the hours/
days afterwards), attendees commented that fatigue
and disturbed sleep were side effects that sometimes
appeared after the exercise class and could compromise
body functionality for daily living (e.g., getting dressed
the following morning). Nonetheless, they were keen to
emphasise the importance of exercise in combating PD
and believed in its benefits for their overall well-being:

I've got Parkinson’s dystonia, which is muscle cramp-
ing and things, and I can almost guarantee that
either ... I will have a muscle cramp in the legs or
the arms after the exercise class. But I still come and
do it because I'm still fighting back Parkinson’s ...
[pause] and I really believe that. [Class attendee #5]
... I'm not sure, but I know one of the effects, certainly
one of the effects that I have, and I certainly know
[Class attendee #5] has, because I've got emails from
him at 3 oclock in the morning, is disturbed sleep
pattern. And the one thing I do not get when I leave
here is ... I do not get a good night’s sleep ... and I
don’t normally but I thought sometimes I've left here,
and I've thought like I'm going to sleep well tonight,
and I might do till about 3 oclock, then I'm up and
about downstairs making a cup of chocolate. [Class
attendee #2]

Partners also highlighted the intensity and duration of
fatigue, describing how it impacted their relationships
and daily activities. As one partner described, her hus-
band took some time to adapt to exercise, whilst another
partner commented that her husband would do more in
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the session than at home, highlighting that the exercise
class would leave him shattered and exhausted.

When he first came, he was absolutely shattered.
You know, he could hardly walk to the car. But
he seems ... to be coping with it better now. I don’t
have to push him so much now, I just have to say,
“it's Tuesday now,” whereas before I had to coax him
along, but he seems to be more accepting of it now.
[Partner 1#]

Well, it takes my husband between two and three
hours to get out of bed in the morning... sometimes
he adds that in as an excuse, “I can’t move, exercise
yesterday.” But it doesn’t really impact him to that
degree at all... I mean my husband will insist in the
mornings that he can’t stand up without using his
arms, but I've just watched him in there! [Partner
#4]

Fatigue and impaired sleep are non-motor manifestations
commonly observed in individuals with PD and have
been found to be associated with each other [58]. Some
partners expressed concerns about the timing of the
exercise class (starts at 18:00 h), suggesting that it might
contribute to the appearance of these side effects. How-
ever, it was acknowledged that the class was originally
designed for the working-age group (i.e., after working
hours) and has now included retired individuals:

There have also been concerns raised in the past
about the timing of this class because a lot of peo-
ple with Parkinson’s are too tired at this time of the
day, or their medication wouldn’t last sufficiently for
them to be able to attend this class. [Partner #4]

Despite acknowledging the side effects, attendees were
keen to stress that exercise was an essential part of their
medication regime and form of self-care. Furthermore,
giving the attendees personalised feedback on their data
from the routine physical function assessments appears
to be received positively:

I had my assessment a few weeks ago ... [...] And
I made significant improvements. I think if I hadn’t
done these classes, I would have drifted away ...
head down, miserable, depressed ... [Class attendee
#6]

One attendee perceived exercise had had a profound
impact on their life: “I'm healthier now than when I
started” [Class attendee #3]. The impact on daily living
was echoed by another attendee who said that thanks
to the exercise “I can move my arm now and I couldn’t
before” [Class attendee #4]. Altogether, attendees agreed
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that exercise had benefited either their physical, emo-
tional, and/or their social well-being. However, it is
important to recognise that alongside these positive
impacts, there may be potential side effects or unin-
tended consequences that need consideration and tai-
loring to ensure that the benefits outweigh any potential
risks or challenges [59, 60].

Theme 3: A community working together to promote
exercise for Parkinson'’s

Attendees and partners emphasised the group was more
than people coming together—there was a sense of
shared endeavour among class attendees, partners who
supported the class, the instructors [and researchers],
and student volunteers [61]. This project was perceived
to be more than a partnership or transactional relation-
ship whereby the attendees were doing something for
research and the students and researchers were doing
something for the local community—it was about every-
one working together toward the same goal on a consis-
tent basis, bound by interdependencies.

We need each other. Class attendees, and non-exercis-
ing partners, frequently highlighted how group activi-
ties such as the exercise class provide an opportunity to
interact with others and avoid being lonely (also noted in
qualitative studies involving PwP [17, 62].

... once you retire you all sort of drift away, once you
pack up work you haven’t got many friends, and this
... agroup ... for exercise reasoms, it's camaraderie as
well. [Class attendee #3]

It’s not just about the exercise, it’s about meeting as
a group, again it's a very important part of the situa-
tion we have found ourselves in ... to become part of
a group. [Class attendee #3]

Participants were not only able to share their individual
experiences with other group members, but they were
also able to learn about the disease through observation
in the exercise classes and engagement with staff from
the university. For this group, there appears to be a strong
sense of affinity as attendees and partners are united by a
shared experience/shared condition (also highlighted by
Claesson and colleagues [17] and other groups [63, 64]).

It’s nice to meet other people ... fellow sufferers in
other words ... you know, different levels ... some
people are quite badly affected, some people are less
badly affected. But it’s nice to mix amongst them.
Ask each other questions and get feedback from
them. It’s quite helpful, I think... Gives you a chance
to chat to people, and pick up their experiences,
which is ... and the empathy. . quite powerful, that.
[Class attendee #6]
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I'd miss all this ... it’s quite a strong bond [we have]
actually... [Class attendee #7]

Scheduled group exercise can positively influence moti-
vation and adherence over time, as well as exercisers’
affective experiences [65], by bringing people together to
achieve shared goals:

That’s the trouble ... you don’t see me going to [the
gym] ... [I] don’t go anymore ... [I get] bored. It’s me
on my own. You know, for me, I need a group ... a
team, a team. [Class attendee #3]

The various physiotherapists have given [...] exercises
over the year and the pieces of paper are probably
gathering dust in the magazine rack somewhere, but
he will come and do this! [Partner #4]

A class for everybody. In a group environment, PwP can
face social challenges, including anxiety about identifying
with others at more advanced stages of PD [66]. Social
comparisons can be overwhelming and have a negative
impact on dropout rates, although in some cases they
may actually increase confidence and motivation if par-
ticipants perceive they are performing relative to others
with more severe symptoms [67]. Partners believed the
group format provided an accessible and inclusive exer-
cise environment without fear of judgement:

... I suppose he doesn’t like to stand out ... in front
of, you know, like ... because everybody else is doing
an exercise he’s happy with it ... if they all did it in
turns, they all did it in turns or something, he prob-
ably wouldn’t want to stand out in the crowd, so to
speak ... [Partner #1]

As one partner commented, engagement with supervised
group exercise may be due to the fact that it promotes
greater autonomy support than prescriptive exercise
interventions offered by HCPs. Group exercise allows
attendees with different motivation levels to support one
another but also work independently.

Yes, it’s not me telling him ... because if he comes
home with a piece of paper [from the physiothera-
pist] the only person that’s going to make him do it is
me because he’s not self-motivated. [Partner #4]

Supportive instructors and student volunteers make
a difference. Attendees were keen to highlight how the
instructors and student volunteers support motivation to
exercise by varying the exercise routine, which maintains
interest and enjoyment, as well as challenging attendees
to work vigorously.
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Partners did not comment much on the class itself as
they said they do not know what goes on, but they did
discuss how their loved ones would comment on the
interactions with others rather than the exercises, partic-
ularly focusing on the effect that positive reinforcement
has on motivation.

The instructors have made him more positive ... he
comes to the class every week ... it’s quite wonderful
... they say well done ... he loves to hear that. [Part-
ner #2]

Verbal encouragement from the instructors and helpers
have been shown to support motivation and confidence
[68]. Ellis et al. (2013) suggested that cognitive-behav-
ioural strategies such as goal setting and feedback could
be important targets for facilitating behavioural change
in PwP [56]. Although our findings do not indicate which
strategies are most effective, they do suggest that moti-
vational support and positive reinforcement from the
instructors and student volunteers promotes a perceived
supportive environment to exercise, a finding evident in
Rossi et al. (2018).

The class attendees described how they enjoyed the
social interaction with the students during the exercise
class and one attendee said “I think the students really
enjoy it as well, which helps” [Class attendee #7]. One of
the partners also commented on the role of the students,
“... the number of volunteers is incredible, and the one-
to-one ratio, yes it’s very good, I think it’s probably three-
to-one tonight!” [Partner #4].

However, a drawback is that during the summer
months student support drops off. Some of the attend-
ees had formed close social bonds with the students and
were sad to see students leave:

I think the fact that the students are so good and
friendly. It's a shame that when it comes to the end
of the year, and they disappear. Then you start with
another group, and they are all just as good as the
last lot. . and you work your way around. [Class
attendee #4]

Discussion

This qualitative study has captured attendees’ and part-
ners’ views and experiences of a group exercise class
for PwP supported by a community-university collabo-
ration. Our findings reveal differences from previous
research on community-based exercise groups [17, 34],
particularly regarding reasons for joining the class (e.g.,
to benefit others) and mixed attitudes among profession-
als towards exercise as a therapeutic intervention (e.g.,
exercise can provide ancillary benefits beyond physical
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fitness versus PwP should not be exercising). The exercise
class was perceived positively by attendees and partners,
fostering a sense of community and fellowship as par-
ticipants shared stories of collective coping and positive
social interactions. Attending and supporting participa-
tion in community-university supported programmes
for PwP appears to support self-management as well as
foster an ethos of working together as a team. Even for
those who are less motivated and empowered to “fight
back’, exercise can provide a positive experience—pro-
viding it has a focus (exercising for the sake of it does not
appear to be enough). When delivered in a group circuit-
style format, supervised by instructors, it appears to offer
additional benefits, including accessibility and inclusivity.
Thus, the social support provided by the group meetings
appears to be a key factor contributing to the class’s long-
term success. Attendees and partners formed friendships
and acknowledged the contributions of instructors and
student volunteers, suggesting that the intergenerational
aspect of the collaboration plays a crucial role.

It is easy to assume that individuals who volunteer for
exercise interventions or join community-based initia-
tives are motivated to exercise. However, we found that
motives for exercising differed. Some participants were
already enthusiastic about exercise or were keen to inter-
act with others, while others were initially reluctant
to take part. Class attendees and partners highlighted
how they or their partners were encouraged to join the
class for the potential benefits to themselves and oth-
ers and suggested that the information and advice they
received from HCPs about exercise participation var-
ied. Formal support for exercise is key to helping PwP
start and adhere to suitable exercise programmes [69].
There was also agreement across both focus groups that
more could be done to promote exercise for PwP and to
explore a range of complementary non-pharmacolog-
ical treatments, something that is being considered by
various lines of research [70, 71]. Overall, class partici-
pants expressed a willingness to devote time and effort
to health research activities but would like to see more
evidence that the findings will be used to benefit others,
including the local PD community and HCPs. Regular
feedback and dissemination of research findings to the
community is therefore key to sustaining interest in such
activities.

Another important part of exercising in a community-
based class is the beneficial effect of combining a phi-
losophy of inclusiveness with a programme that seeks
to enhance physical activity and social engagement. Our
data reinforces previous work which suggests that, once
involved with CBEPs, attendees perceive a sense of social
belonging and feel less isolated and lonely [19]. This is
particularly important for PwP, who might use exercise
settings as social networks [20], something that is critical
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for healthy ageing (i.e., postponing cognitive decline
and neurodegeneration) and reducing the risk of devel-
oping dementia [72]. Although the community setting
in which the exercise class was delivered provides both
class attendees and partners with space to interact, some
participants expressed that they would be keen for more
opportunities for interaction outside of the class hours
and expressed interest in exploring ways to extend social
interactions, through organised events or gatherings.
Despite the high attendance recorded in this study, it
is important to reinforce a key finding from our data that
motivation for exercise can be influenced by fluctuating
moods and physical functionality [73]. To address these
challenges, a multifaceted approach was employed, lever-
aging familial involvement, instructor and student vol-
unteer support, and motivational encouragement. These
approaches tapped into class attendees’ perceptions of
belonging to a group (and working together), their mean-
ingful contribution to the Parkinson’s disease community
(benefitting research and future PwP), as well as the chal-
lenge posed by the exercises. In terms of the delivery and
accessibility of the exercise class, factors associated with
prolonged involvement hinged on providing a supportive
environment that promotes inclusivity (making exercise
accessible to PwP at all stages of disease severity), cre-
ating fun and challenging exercises to maintain interest
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and alleviate boredom, providing encouragement to build
confidence, and nurturing friendships and relationships
between class attendees, partners, student volunteers,
and instructors. The high level of supervision (with a
favourable 1:2 ratio of instructor and student volunteers
to attendees) and involvement of the university were
instrumental to the success of the project, but reliance on
student volunteers outside term time presents challenges.
While our model of service delivery has yielded promis-
ing outcomes, its potential replication in other commu-
nity settings warrants further exploration.

Finally, based on the insights gained from this study,
we offer several pragmatic suggestions to assist those
involved in delivering CBEPs for individuals with Parkin-
son’s disease (PwP) and their partners (Table 2) to decide
which tools or approaches might be more useful. These
recommendations, developed as an outcome of the pres-
ent qualitative research findings, take into consideration
the multifaceted nature of participants’ experiences and
motivations, as well as the benefits and challenges associ-
ated with such programmes.

Strengths, limitations, and future research directions

To enhance qualitative rigour, we considered several
recommendations and strategies outlined by Smith
and McGannon (2018) [74]. In particular, we engaged

Table 2 Exercise for PD: Recommendations for building and sustaining community-based interventions

Recommendations Description

1. Tailored Engagement

Try to develop outreach strategies that consider the diverse motivations and concerns of potential partici-

pants, particularly the specific needs of individuals who are hesitant to engage due to factors such as social
isolation or symptom exacerbation fears. For example, offering information sessions can help address concerns
and highlight the benefits of exercise for both physical ability and emotional well-being.

2. Socialisation Support

Fostering a supportive environment that goes beyond the exercise component can help build relationships.

Intergenerational programmes that bring together students and older adults provides positive opportunities

3. Motivational Strategies

4. Inclusive and Structured
Programming

5. Collaboration with Healthcare
Professionals

6. Consistent Availability

7. Routine Monitoring and
Evaluation

for social interaction and community building. We encourage trying to develop meaningful social connections
by incorporating structured opportunities for participants to interact before and after exercise sessions.
Implementing cognitive-behavioural strategies such as goal setting, feedback, and positive reinforcement dur-
ing exercise sessions motivates participants. Instructors and student volunteers play a crucial role in providing
individualised encouragement to boost participants’ confidence and motivation.

Try to create structured exercise programmes that accommodate participants at different stages of PD progres-
sion. Providing variations of and adaptations to exercises helps cater for varying levels of mobility and ability.
Mixing up the routines helps to reduce boredom. Ensure that the exercise routines are challenging yet attain-
able for all participants by providing a range of exercise options, including high-intensity activities. Incorporate
flexibility and progression into the exercise routines to accommodate participants' changing needs over time.
Identify opportunities to collaborate with healthcare professionals (HCPs) to promote the benefits of
community-based exercise programmes as an integral part of care and encourage HCPs to discuss exercise
options with patients during diagnosis and follow-up appointments. Facilitate open communication between
programme organisers and healthcare providers to encourage referrals and support (e.g., by providing HCPs
with up-to-date information on the class outcomes for PwP).

Try to consider ways to address challenges related to programme availability/accessibility by exploring options
for additional class sessions or alternative time slots to accommodate different schedules. Maintain a con-
sistent level of support, including instructors and reliable student volunteers, throughout the year to ensure
safety, continuity, and participant engagement.

This involves both qualitative and quantitative longitudinal approaches for evaluation. For example, evaluating
the impact of participation on physical and cognitive function, emotional well-being, quality of life, and service
satisfaction over extended periods. These findings can optimise programme delivery based on participants’
evolving needs and strengthen participants'engagement.
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in continuous self-reflection, considering how indi-
vidual roles and perspectives within the research team
might influence the interpretation of the data (two of
the authors had dual roles [as researchers and instruc-
tors] having also delivered the exercise sessions, and
were involved in recruitment). Whilst it is important to
consider how such embeddedness might influence the
interpretation of the data, being close to the data offers
several advantages such as being able to provide contex-
tual knowledge and share experiences.

The limitations of this study are centred around the
homogeneity and socio-demographic and clinical charac-
teristics of attendees who took part in the exercise class.
All PwP who participated in this focus group study were
male, although this may not be all that surprising as men
are reported to be at greater risk for Parkinson’s [75, 76].
Given the predominately male class membership (83%),
the views may only represent the views of a subsample of
attendees in the class, and future research should include
the perspectives of women. Additionally, interviewing
student volunteers, former class attendees, or those from
the local Parkinson’s network support group who actively
chose not to join the exercise class would provide valu-
able insights, although accessing them poses challenges.

It is important to note that the level of support within
this exercise programme is unique. Such support is
unlikely to be available elsewhere, which does pose
a resource challenge to deliver a similar class experi-
ence. For example, class attendees commented that they
would like a second class each week; however, challenges
include finding instructors, student volunteer helpers to
maintain a similar volunteer-to-attendee ratio, and the
space and cost to run the class.

Conclusions

This study explores class attendees and partners’ per-
ceptions of a community-based group exercise class for
Parkinson’s within the context of a community-univer-
sity partnership model. Participating to help others is a
potentially powerful motivational strategy to encour-
age more members of the community to participate in
research-supported initiatives. However, more could
be done to promote partnerships and share resources
in the community, particularly between clinicians and
researchers. The class provides participants with a sense
of companionship, meaningful social connections, fel-
lowship and a perceived positive affective experience—
psychosocial benefits that also extend to partners who
come along to support their loved ones, and that are
important for exercise adherence and achieving positive
health outcomes. These insights can assist relevant par-
ties in delivering tailored and effective exercise interven-
tions for PwP, addressing the multifaceted needs of this
population.
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