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The lived experience of physical exertion for persons with advanced multiple 
sclerosis: making connections with the world

Victoria Bassett and clair hebron

school of health and sports sciences, University of brighton, brighton, UK

ABSTRACT
Purpose: to explore the lived experience of physical exertion for persons living with advanced multiple 
sclerosis (Ms)
Method:  an interpretive (hermeneutic) phenomenological approach was undertaken with 8 persons 
living with advanced Ms. interviews were conducted with exploratory questions that explored 
participants’ experiences of physical exertion. Data was analysed using phenomenological methods 
and the findings presented as hermeneutic stories.
Results:  Participants conveyed physical exertion as a means of influencing their connection with the 
world. interpretation identified four subthemes; lived Body, sense of self, Purpose of exertion, and 
attributes of the World and an overarching superordinate theme Body-World engagement. hermeneutic 
stories illuminated the intertwined relationship between the themes and the idiographic nature of 
physical exertion.
Conclusion:  the experience of physical exertion was meaningfully related to participants’ sense of self, 
agency, and ‘being in the world’.

 h IMPLICATIONS FOR REHABILITATION
For persons living with advanced Ms:

• Physical exertion has the potential to enhance sense of self through regaining a lost, or creating a 
new identity.

• Physical exertion can enhance bodily consciousness and cause individuals to dwell on inability, 
consequently health care professionals should consider how their language and therapy focus may 
intensify this.

• attempting to meet societally accepted standards of normal had a shaping influence on the 
exertional experience.

• the meaning of physical exertion is influenced by an individual’s preconceptions and healthcare 
professionals should take time to understanding these, in order to optimise engagement in physical 
exertion.

Introduction

Multiple sclerosis (Ms) is one of the most common neurological 
conditions affecting adults in the United Kingdom, with over 
130,000 persons living with the condition [1]. it is a progressive, 
autoimmune condition which causes inflammation within the 
central nervous system (cNs), resulting in damage to nerve con-
duction pathways. symptoms of Ms are dependent on lesion 
location within the cNs, lesion load, and brain atrophy; all of 
which contribute to neuro degeneration [2,3]. Disease course can 
be unpredictable, making persons’ lived experience unique, but 
common impairments experienced include motor and sensory 
dysfunction, fatigue, pain, cognitive impairment, bladder and 
bowel difficulties, and sexual dysfunction [4–6]. earlier diagnosis 
and prescription of disease-modifying medication has led to 
improvements in survival rates for persons living with Ms (plwMs), 
but disease progression and longer life expectancy is frequently 
accompanied by more complex disability. Dependence on assistive 
equipment or support of others can alter persons’ ability to 

engage in valued activities and alter attitude towards self, whilst 
variable and fluctuating symptoms exposes a need for plwMs to 
constantly adapt to new ways of being [7].

exercise and physical activity (Pa) have been identified as effec-
tive means of managing the consequences of Ms, by maintaining 
function and optimising quality of life [8]. PlwMs describe a 
diverse range of tasks as Pa and exercise, including structured 
exercise, social interactions, and activities of daily living [9–11] 
and thus health care professionals (hcP) have been encouraged 
to take a broader approach to Pa that encapsulates lifestyle and 
everyday activities [12,13]. Despite the benefits of exercise and 
Pa, plwMs remain less physically active than the general 
age-matched population, with the highest levels of inactivity 
found in persons with the greatest disease severity [12,14]. 
Qualitative research has identified environmental and social bar-
riers relating to access and suitability of exercise programmes 
[9,15–17] and highlighted conflicting experiences of Pa and exer-
cise on wellbeing in plwMs. On the one hand they expressed 
anxiety that engaging in Pa may exacerbating their Ms-related 
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symptoms, yet they also identified the role of exercise and Pa in 
enhancing their physical function and strength [15]. some plwMs 
expressed frustration at not being able to engage in the activity 
as desired which contributed to a sense of loss, yet accounts also 
illuminated the role of exercise as a means of coping with the 
unpredictability of living with a progressive disease [10,15]. 
Researchers have sought to understand the impact of Pa and 
exercise on wellbeing by applying a theoretical lens to analysis, 
and incorporating social and behavioural change frameworks. this 
has identified the role of society, culture and past experiences 
and disease severity in shaping exercise perception and impacting 
individuals’ self-esteem and self-efficacy [11,15].

it has been suggested that the severity of disability influences 
how plwMs engage in Pa and exercise [8], and that perception 
of exercise can change over the duration of living with Ms [14]. 
Dependency on others, such as care givers or spouses, creates 
an interpersonal relationship to Pa that can assist in overcoming 
barriers but also be a cause of increase stress and dependency 
[18,19]. a study exploring Pa from the perspective of plwMs with 
moderate to severe disability, and persons who identified as care 
givers to plwMs described the breadth of activity that they 
defined as Pa as a “continuum” that encompassed structured to 
unstructured activity [18, p. 185]. as structured activities became 
harder to access due to barriers such as a lack of supported 
programmes or reduced mobility, participants adapted physical 
activity to fit into their activities of daily living or routine and 
prioritised social interactions [18]. Whilst these findings cannot 
be generalised to all persons with higher disability levels, they 
suggest plwMs have a change in perspective towards exercise 
and Pa as their disease progresses and/or disability worsens, when 
they become driven by a need to prioritise effort towards mean-
ingful activity [20–22].

it is recognised that plwMs with more severe disability have 
different Pa requirements compared to those with milder disability 
and further investigation is needed to ensure optimal exercise 
prescription and health promotion [8,9,14]. “advanced Ms” has 
been suggested as a term that encapsulates individuals who have 
multiple symptoms of Ms, who are dependent on others for daily 
needs and have significant functional impairment. it considers 
the burden of the disease to the individual [23]. the term is most 
likely to include persons living with progressive Ms, but by defi-
nition, it could also include persons living with relapsing Ms with 
very active disease who may fully recover from disabling relapses.

studies involving plwMs with more advanced disability have 
highlighted participants’ desire to be more active and embrace 
Pa as a self-management strategy and means of enhancing inde-
pendence [12,18,24]. they also emphasise the need for support 
to overcome barriers, such as inaccessibility, fear of exacerbating 
Ms symptoms, and behaviour change [12,18]. health care 
Professionals (hcP) have been identified as having an important 
role in guiding plwMs to be more active [25], however, research 
has reported incidents of hcP demonstrating minimal insight into 
the role of Pa in Ms, suggesting a discrepancy between hcP 
prescription and adherence by plwMs [12,26]. to date qualitative 
research has focused upon understanding the barriers and facil-
itators of engaging plwMs in Pa and exercise, frequently applying 
behavioural change/cognitive theory lens to their approaches 
[12,15,17,18]. Whilst this has enabled valuable insight, arguably 
the framing may lead to the loss of nuanced meaning and insight 
into Pa and exercise experiences, particularly as research has 
identified that the needs and opinions of plwMs can differ as 
disability progresses [8,14].

hcP are encouraged to consider innovative and contemporary 
approaches to treatment, adopting a holistic approach that listens 

to patient’s stories and consider experiences from the perspective 
of those experiencing it and the society and culture in which we 
live [27,28]. thus, enabling hcP to frame and personalise treat-
ment approaches and strengthen the therapeutic alliance and 
enhance trust and self-efficacy [29]. a means of exploring the 
ambiguity and layers of an individual’s experience has been iden-
tified in the form of phenomenologically informed qualitative 
research [30]. the philosophically rooted principles of phenome-
nology seek to listen to individuals’ stories, to understand the 
subjective lived world of everyday experience. to explore how a 
phenomenon manifests its self to the individual through experi-
ence, and its intertwined relationship between person- body- 
others and the world [31].

Phenomenological research seeks to illuminate the textured, 
nuanced and embodied characteristics of a phenomenon which 
can provide valuable insight that may challenge taken-for-granted 
ways of working for hcP [30,32]. to date literature has not explore 
the phenomenon of Pa and exercise from this perspective for 
persons living with advanced Ms, nor explored the wider breadth 
of meaning towards physical exertion, beyond the confines of 
predefined classification of exercise or Pa. thus, this inquiry sought 
to apply a phenomenology approach to explore this gap in knowl-
edge by investigating the phenomenon of physical exertion from 
the perspective of persons living with advanced Ms.

Materials and methods

an interpretive (hermeneutic) phenomenological approach was 
adopted to explore the meaning and structure of physical exer-
tion, as it manifests through participants’ lived experiences. 
Drawing upon the philosophical underpinning of Martin 
heidegger’s hermeneutic approach towards phenomenology, the 
principal researcher took an interpretivist approach, one that 
recognised that knowledge is unique and subjective [30]. 
adopting a world view of minimal hermeneutic realism, they 
acknowledge that meaning and reality are contextual and per-
sonal [33]. that individual’s realities evolve from interpretive 
process that are influenced by and inseparable from the world 
that they live. the approach acknowledges that the world 
becomes part of their subjective, pre-reflective, way of 
being-in-the-world, where the hyphens between each word rep-
resent the connection between the being and the external world 
[30,34,35].

the principal researcher sought to uncover the hidden, implicit 
meaning of experience within participants’ accounts, by adopting 
a “phenomenological attitude”. an open-minded approach to 
exploring the phenomenon from a new perspective by bridling 
(or holding back) their past knowledge and preconceptions, and 
being open to being surprised [34]. the principal researcher’s 
preconceptions, were identified through a process of introspective 
self- reflexivity, whereby existing beliefs and opinions were iden-
tified and critically evaluated as to their influence on their under-
standing and interpretation [36]. the principal researcher 
approached the inquiry as an able-bodied, white, heterosexual, 
female who has been educated and worked within a Western 
medical model as a Physiotherapist and had extensive experience 
of treating plwMs. the principal researcher acknowledged that 
their pre-understanding could not be fully removed from the 
interpretation, instead, they sought to develop a respectful atti-
tude towards the phenomenon, by remaining attentive and sen-
sitive to participants’ experiences but acknowledged their role in 
giving body to the phenomenon and in the explication of mean-
ing [34].
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Recruitment

eight participants were purposefully recruited to the inquiry from 
an Ms therapy centre in the south of england. the therapy centre 
was a charitable organisation, with membership demographics of 
predominantly white, caucasian, english-speaking persons. 
Participants were recruited from the principal researcher’s place 
of work, where pre-existing therapeutic relationships could have 
existed. an email was distributed to the whole centre membership 
providing information about the study, participant criteria, and 
recruitment procedures; and information posters displayed in the 
centre building. individuals who expressed interest to participate 
were screened for eligibility and provided with a participant infor-
mation sheet  to read before providing written consent to par-
ticipation. to minimise the risk of participant coercion, the centre 
Manager acted as a gate keeper for recruitment and it was made 
explicit to participants that the research was in no way  
connected to, or would influence their treatment at the ther-
apy centre.

Participants

the number of participants varies within phenomenological 
research, but the literature suggests that interpretative approaches 
lend themselves towards smaller numbers to avoid losing the 
voice of participants [37]. smith et al. [38] suggest 3–6 participants 
is sufficient to enable in-depth and rich analysis of individual 

cases whilst exploring the variation in meaning. existing literature 
that has explored Pa and Ms and applied a phenomenological 
approach have interviewed up to 15 participants [21,39]. in this 
inquiry, a small homogenous group of 8 participants were 
recruited in order to achieve depth of phenomenon description 
and sufficient to explore similarity and differences between par-
ticipants [30]. Persons were eligible for the study if they met the 
criteria for having advanced Ms, which for the purpose of the 
inquiry, was determined by a self-reported diagnosis of Ms and 
an inability to walk unaided (with a maximal walking ability of 
20 metres with walking aid). in the absence of a consistent clas-
sification system within research, the inclusion of demographical 
and clinical characteristics was included to aid the clinical appli-
cation of findings (table 1) [15]. individuals were excluded who 
competed in the sport at a regional, national, or international 
level; and those with an unstable health status within the prior 
3 months, or with a health condition that could impact their ability 
to physically exert themselves (such as cardiovascular, respiratory 
disease, arthritic or orthopaedic conditions). this was based upon 
factors which could have influenced exertional experience beyond 
that of their Ms. Regular use of mood-related medication was 
noted as the researcher acknowledged it could influence exer-
tional experience, however it was not deemed to be an exclusion 
criterion due to the recognised high prevalence of anxiety and 
depression in plwMs [40].

Data collection

at the time of data collection, the United Kingdom was under 
social distancing restrictions due to the global covid-19 pandemic, 
and face-to-face interviews were not permitted, therefore inter-
views were conducted online using Microsoft teams. Participants 
were encouraged to keep cameras on to enhance communication 
which enabled the researcher to note any pertinent changes in 
body language within the context of conversation [41]. the inter-
views were audio recorded and lasted on average 45 min. they 
were transcribed verbatim, and pseudonyms were used to protect 
participant identity and confidentiality. all data was stored securely 
on a university’s OneDrive in accordance to the Data Protection 
act and Data Management Policy. ethical approval was received 
for the study from the University of Brighton ethics and Governance 
committee prior to commencing participant recruitment.

(Reference 2020-6999).
an interview guide, that was formulated from a practise inter-

view between the researchers prior to commencing the study, 
acted as an initial framework for conversation (see supplementary 
information 1). During the interviews notes were taken which 
acted as a prompt for the principal researcher to return to points 
of interest, but questioning remained purposefully open to facil-
itate participants to explore physical exertion from their perspec-
tive. conversation was initiated through the collection of 
demographic data and acted as an ice breaker to the interview. 
to ensure conversation was directed to the phenomenon of inter-
est, an opening question asked participants their understanding 
of the term “physical exertion” and they were asked to give specific 
examples of their experiences of physical exertion which posed 
to clarify their thoughts and ideas of what the term meant. Next 
concrete lived-through experiences were sought by using varia-
tions of the question “can you think back to a time when you 
experienced physical exertion……take your time to go back to a 
specific moment….can you tell me about that in as much detail 
as possible, as though i could imagine i was there?”. the principal 
researcher adopted an empathetic, active listening approach, using 

Table 1. Participant demographic information.

anonymised 
name 
(pseudonym) Gender age

time 
since Ms 
diagnosis Mobility level

Regular use 
of 

prescription 
medication 
for mood 

related 
illness

David Male 72 years 10 years Walk maximum 
20 m with 2 
walking poles

no

Julie Female 50 years 25 years Walk maximum 
20 m with 1 
walking stick

yes

louise Female 67 years 20 years Walk 4 m with a 
frame or uses 
an electric 
scooter

no

Carrie Female 61 years 15 years Full time 
wheelchair 
user. Can 
transfer 
independently

yes

isobel Female 70 years 12 years Full time 
wheelchair 
use. Requires 
assistance and 
Rotunda to 
transfer

yes

John Male 75 years 10 years Walks maximum 
10 m with a 
frame and has 
a powered 
wheelchair

no

adele Female 45 years 20 years Walks maximum 
15 m with a 
wheeled frame

no

anne Female 56 years 18 years Full time powered 
wheelchair 
user. Requires 
a hoist to 
transfer

no

https://doi.org/10.1080/09638288.2023.2252329
https://doi.org/10.1080/09638288.2023.2252329
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probes such as “if i were to relive the experience in your shoes 
how would it have felt… what was going through your mind….
what were your actions at that time…. What did you do and how 
did you do it?”. this enabled experiences to unfold and rich 
descriptions to develop, whilst steering conversation to remain 
as close as possible to the phenomenon of interest and used 
concrete descriptions to elicit detail [30].

Data analysis

the principal researcher adopted a sequential, stepped approach 
to analysis, allowing the meaning of physical exertion to develop, 
whilst continually holding back existing and evolving percep-
tions. an idiographic approach was adopted in the analysis, 
which recognised the individuality of each participant’s experi-
ences, and care was taken to treat each transcript distinctly and 
rein in evolving understanding before moving onto the next 
transcript. the researcher initially immersed themself in the data 
by relistening to recordings and rereading the transcript, making 
initial notes, and dwelling in the data over a period of days. 
each transcript was divided into discrete meaningful units and 
the semantics of the language explored through its descriptive, 
linguistic, and conceptual attributes (see supplementary 
information 2). connections were explored to illuminate patterns 
and contradictions within individual accounts. Reference was 
made to interview notes which described participants’ body 
language and emotional responses, and were used to convey 
deeper meaning [41]. as themes developed from within the 
data, transcript extracts were used to describe the characteristics 
and authenticate the meaning of physical exertion (see 
supplementary information 3). the integration of the hermeneu-
tic cycle into the analysis enhanced the depth and rigour of the 
findings. the cycle of continually moving between parts (such 
as words or extracts) and the whole (sentences or whole inter-
view), enabled the exploration of both explicit and implicit 
meaning [34].

the next stage of analysis sought to find similarities and dif-
ferences between all participants by synthesising and integrating 
themes, whilst remaining conscious of the philosophical under-
pinnings of interpretive phenomenology. an overarching super-
ordinate theme, and four underpinning subthemes developed, 
that represented the meaning and structure of physical exertion 
for the participants. the final stage of analysis involved the craft-
ing of hermeneutic stories which were used to bring alive the 
phenomenon and illuminate the intertwined relationship between 
superordinate and subthemes [31]. stories representing each indi-
vidual participant’s account were crafted by retaining sentences 
containing meaning and then removing elements of repetition or 
extraneous detail. linking words were used to bring sentences 
together and, where necessary, sentence order was changed to 
enhance the flow of the story [42]. the explicit, detailed, stepped 
approach to analysis enhanced the systematic rigour of the 
inquiry. Quotations were used to illustrate characteristics of 
themes and to illuminate implicit meaning and perception that 
was embedded within the language. attributes of themes were 
collated in tables as points of reference (see supplementary 
information 4). the second researcher, an experienced qualitative 
researcher, reviewed all transcripts and commented on all steps 
of the analysis, at each point entering a dialogue with the prin-
cipal researcher to explore alternative interpretations and varia-
tions on perspectives. the principal researcher’s reflections were 
kept as written records and acted as a constant source of refer-
ence through the research process and became integral to the 

analysis of findings and hermeneutic circle of interpretation 
[31,43].

Results

the results summarised the findings of the 8 participants, of which 
6 identified as female and 2 as male, and were aged between 45 
and 75 years old, and had been living with Ms for between 10 
and 25 years. they all identified as being unable to walk more 
than 20 m with a walking aid but 3 identify as full-time wheelchair 
users, and one of which required a hoist to transfer. the partici-
pants conveyed their experiences of physical exertion as a means 
of engaging with the world through their body. Four subthemes; 
Sense of Self, Lived Body, Attributes of the World and Purpose of 
exertion, and a core (superordinate) theme, Body-World engagement 
were identified, that described the structure, and encapsulated 
the meaning of physical exertion for the participants. each sub-
theme was conveyed through unique explicit and implied char-
acteristics of participants’ experiences and are illustrated as a 
jigsaw puzzle (Figure 1), where the dovetail connections between 
pieces demonstrates the intertwining relationship between the 
subthemes and the central superordinate theme.

the subtheme, Lived Body encapsulated the sense of the body 
as a physical object. it was conveyed strongly through participants’ 
exertional experiences where their accounts illuminate an acute 
bodily consciousness. their descriptions of having to “drag” legs, 
limbs feeling “heavy” and “stubbing toes” highlighted how their 
physical body had been pushed to the forefront of consciousness. 
Participant’s appraisal of their body was frequently critical and 
negatively perceived. they recognised differences in themselves 
when compared to their pre- Ms self, or to others. their bodies 
were portrayed as unpredictable, and impairments such as fatigue 
and loss of movement control, exposed a sense of vulnerability, 
as illuminated by adele in her recollection of biking over undu-
lating terrain, when exhaustion set in

“I felt marooned and couldn’t get myself out of the situation” 
(adele). Recollection of exertional experiences conjured a wealth 
of emotional responses from participants, their bodily ability 

Figure 1. the ‘physical exertion jigsaw puzzle’, illuminates the intertwined rela-
tionship between the subtheme pieces and core superordinate theme, where 
the dovetails between jigsaw pieces imply a sense of connection.

https://doi.org/10.1080/09638288.2023.2252329
https://doi.org/10.1080/09638288.2023.2252329
https://doi.org/10.1080/09638288.2023.2252329
https://doi.org/10.1080/09638288.2023.2252329
https://doi.org/10.1080/09638288.2023.2252329
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acting as a catalyst to emotional outpourings. these were con-
veyed in the subtheme Sense of Self, where participants’ subjective 
feelings and attitudes towards themselves during physical exertion 
were collated, such as independence through “doing something 
for myself” (adele), or frustration at having “force yourself to put 
one foot in front of another” (John).

an inability to move as desired accompanied descriptions of 
frustration and conjured a sense of loss of their identity as an 
upright, able-bodied person and illuminated their beliefs about 
perceived ways of being-in-the-world. conversely, all the partici-
pants recalled select exertional experiences that had enhanced 
their Sense of Self. their descriptions of recreating past physical 
sensations, such as muscular aches, or achieving physical targets 
of lifting weights, illuminated the impact of exertion on their 
sense of wellbeing and agency over their bodies and actions. 
Participants’ accounts described, and implicitly portrayed, a sense 
of seeking a perceived “normal” in how they viewed themselves, 
or how they were identified by others. their accounts conveyed 
a sense that physical exertion could both hinder, or enable, their 
quest for normality, as highlighted by isobel’s contrasting descrip-
tions of feeling like a “puppet on a string” when being assisted to 
transfer by carers, yet using an arm cycling machine gave “a sense 
of satisfaction that you are actually doing it and not somebody else 
doing it for you” (isobel).

the subtheme Purpose of exertion encompassed the multiple 
purposes, or intentions, behind their experiences. it included a 
range of activity from structured exercise, to accessing the com-
munity, engaging with friends, and activities of daily living. their 
accounts conveyed an implied sense that purpose was the cat-
alyst to how they approached deliberate exertional activity and 
this shaped their self-beliefs towards the experience. in contrast, 
every participant recounted exertion within activities of daily 
living and they were frequently portrayed with descriptions of 
frustration and anxiety. Performing activities fundamental to life 
were conveyed as unavoidable necessities, involving exces-
sive effort.

“Skinning and chopping an onion can probably take me 20 min….
you feel like you want to give up. It’s exhausting because you become 
so frustrated” (louise).

they often involved the use of assistive devices, such as walk-
ing aids, or the support of other people. these adjuncts, along 
with characteristics such as the environment and the structure 
of tasks, were highlighted as significantly meaningful and thus 
are summarised in the subtheme Attributes of the World. this 
subtheme illuminated the influential effect these characteristics 
could have on the participants’ ability to engage with the world 
through exertion, such as adele’s description of her powered 
trike being able to give her legs a “boost”. their influence was 
portrayed as double-edged, having the potential to be both 
enhancing and disempowering, depending upon the context and 
impact of the other components of the physical exertion jig-
saw puzzle.

the superordinate theme, Body-World engagement, encapsu-
lated how physical exertion could influence participants’ sense of 
connection with the world. it was portrayed as a spectrum, where 
physical exertion could strengthen the connection, illuminated by 
participant’s positively portrayed accounts which included descrip-
tions of emotional wellbeing and pride in achievements and cre-
ated a sense their being-at-one-with-the-world. in sharp contrast, 
at the opposite end of the spectrum, participants’ less positively 
perceived exertional experiences conveyed a sense of participants’ 
being-in-discord-with-world. their accounts describing character-
istics of subthemes that became barriers to their engagement in 
physical exertion and weaken their connection with the world. 

to illuminate the spectrum of Body-World engagement that natu-
rally occurred in participants’ accounts, their descriptions were 
individually crafted into (hermeneutic) stories, which revealed the 
idiographic meaning of physical exertion, and illuminated the 
unique and contextual relationship between subthemes. the fol-
lowing 4 participant stories have been selected to illuminate this 
relationship. the remaining 4 participants stories are included as 
supplementary information (see supplementary information 5).

David’s story

Some days the energy is just gone. Getting out of bed is hard work. 
I feel worn out on waking and I need to sit down to rest and recover 
after getting dressed. Standing up is hard, I am constantly moving 
to try and stay upright. It is so much effort. My bad leg just doesn’t 
want to go, and the effort makes my breathing heavy and I have to 
sit down and recover.

After breakfast, I try to do some work in the garden. I can’t stand 
up but sitting down I can’t manoeuvre things. All of a sudden, I run 
out of energy, the tank goes to negative. I’m left feeling useless with 
nothing left in me. If I carry on, I know I would wreck it. I have 
knackered myself. There’s no use crying about it, I just have to sit 
and rest for 5 min and then I see if I can carry on. It makes me feel 
fed up, annoyed, but I just have to cope with it. With MS you have 
bad days and OK days, you really do not know what is going to 
happen. It makes planning your life very difficult but over the years 
you just have to accept what is happening.

Despite the unpredictability of my energy levels, I like to maintain 
my fitness by going to the gym and lifting weights or rowing. When 
I work out in the gym, I feel a “good worn outness”, I’ve done some-
thing normal, like everyone else. It’s not the same as the fatigue I get 
at home. It’s like when you do any form of cardiovascular exercise 
and you push yourself, there comes that point when you are worn 
out, a physical knackeredness, a tired feeling.

I like doing group rowing sessions with a coach. I really push 
myself, something I never do outside the gym. I think when you are 
exercising by yourself it is very easy to give up but, in a team, there’s 
a herd feeling of being part of something and it is encouraging. We 
are all putting ourselves through it and pushing each other. The 
interval sessions are hard work. We go faster and faster, pushing 
harder and harder, but you know there is always a definite stopping 
point when you can rest and recover. The endpoint is important, 
knowing it is coming is mentally encouraging and you feel as though 
you can do more. I come out of the gym feeling drained but it’s the 
worn-out that anybody experiences in the gym. It makes me 
feel normal.

David story naturally conveyed two contrasting experiences. 
his recollection of physical exertion through activities of daily 
living, and structured exercise in a gym, illuminated the breadth 
of activities he characterised as exertion. David’s story strongly 
conveys the influence of his Lived Body, on his Sense of Self. When 
his abilities fail to meet his expectations, such as standing to the 
garden, his Lived body is pushed to the forefront of his conscious-
ness, his language articulating his frustration. his story attributes 
a strong desire to stand, and his inability to engage with the 
world from an upright position resonating a sense of lost identity. 
David refers to his “drained” energy tank twice in his story. When 
recalled in the context of working in his garden, it is conveyed 
as problematic, a sensation that illuminates his disability and 
accompanied a sense of frustration and despondence towards his 
Lived Body. Yet, when he describes coming out of the gym feeling 
“drained”, he attributes it to feeling “normal”, conveying a sense 
of regaining his lost identity. his description of “good wornoutness” 
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conveys his body in the forefront of his consciousness but in a 
desirable manner and association with recreating past sensations 
of achievement and enjoyment.

David drew positively upon Attributes of the World, such as 
the conveyed comradery of exercising as part of a group and 
the structure of the interval sessions. they were portrayed as 
a means of overcoming barriers, by having an enabling influence 
which strengthened the connection between the body and the 
world. Not all attributes were consistently perceived. Rest points, 
pre-set by the coach were conveyed as acceptable within the 
gym session, yet those initiated by himself, such as when he 
recalled needing to sit and rest in the garden, were less posi-
tively perceived. here, his recollection of needing to rest con-
veyed a sense of being a reminder of his inability and loss of 
bodily control. similarly, the influence of exertion on David’s 
wellbeing was contextual. the undesirable effort he portrays 
during activities of daily living reflected a sense diminished 
body-world engagement and being-in-discord-with-world. 
Whereas his portrayal of gym-based effort was as an opportunity 
for him to take control of his Ms by facilitating a sense of 
agency over his actions, and in doing so, strengthen his 
Body-World engagement and enhance his connection with 
the world.

Julie’s story

I can’t walk far these days, but it’s different in my garden. I love being 
in my garden and it doesn’t feel like a hardship when I’m walking in 
it with my rollator. I love taking in the views and picking blackberries. 
I try and do several circuits every day. My mind often thinks I can do 
more but physically I know I couldn’t. I keep trying though as I have 
been inspired by Captain Tom. I figure if he can do it at 100 years 
old then I can do it at my age! My walker has a seat, so I keep going 
until I need to sit down and have a rest. Fifteen minutes is usually 
enough rest then I have a go at another 20 steps or so before I need 
to sit down again. I’ve become very patient, I am conscious of moving 
slowly, concentrating on lifting my legs. I imagine a wall that I’ve got 
to get over. I can stop as many times as I want but I am determined 
that I will get over it. The concentration can be exhausting but the 
elation of achievement succeeds it. I just love being-in-my-garden, 
feeling safe surrounded by the trees.

If you put me in a town centre and told me to walk with my 
frame, even if it were the same distance as the garden, I would 
instantly feel horrified. All I would see is concrete everywhere, and 
fear would develop that my legs were going to turn to jelly and I’d 
end up stranded, stuck, and unable to get back. If I did start walking, 
I’d worry my muscles would stop suddenly, unresponsive to my request 
to move; I’d be paralysed… terrified that I couldn’t move my body. 
I’m learning to recognise the signs that paralysis is close. Butterflies 
in my stomach, pins and needles in my hands and my breathing 
becomes shallower. I start to stub my toes as I walk and I know I 
need to stop, sit down, rest until I regain control and feel ready to 
start again. It all feels so different in the garden, I know if I fall in 
the garden, I haven’t got far to get up. Someone, family or friend, 
will help me by lending me an elbow, a prop to get back up. Even if 
they don’t come straight away, I know they will find me. That makes 
me feel safe.

Julie’s story illuminates the breadth of characteristics of 
attributes of the World, such as the environment, walking aids and 
other people, and their impact on her sense of Self during her 
exertional experiences. her story demonstrates the importance of 
environmental aesthetics in enabling her to feel safe and of having 
autonomy over her actions. exerting herself in her garden were 

meaningfully related to a sense of being-at-one-with-the-world 
and strong Body- World engagement. her repeated use of “love” 
and description of being free of walking “hardship” in the garden, 
conveyed a sense that her Lived Body was no longer at the fore-
front of her consciousness, instead, she was able to dwell upon 
the scenery and activities. her recollection of her rollator, evoked 
a sense of it becoming embodied to her exertional experience. 
the tree-lined border of the garden conveyed a sense of security, 
a boundary, and a sense of being concealed from the critical gaze 
of other people. conversely, her recollection of exertion in the 
town centre depicts a sense of disharmony with the world. her 
description of “concrete everywhere” conveyed an implied sense 
of exposure and vulnerability. the environmental aesthetics sud-
denly interrupting any enabling influence of Attributes of the World, 
and negotiating her Lived body through it became the focus of 
her attention.

there is a sense of acute bodily consciousness resonating 
through Julie’s story, portrayed through her description of learning 
to identify and adjust to change in her Lived Body. she recalls 
past experiences and their influence on her beginning to recog-
nise how her Lived Body and Sense of Self are interconnected. she 
seeks to identify methods of maintaining control, such as moving 
slowly and resting, as a means of self-preservation. Julie’s story 
portrays a sense of being-at-one in her own company when exert-
ing herself, where being alone enables her freedom to engage 
with the world at her own pace. Unlike David who thrived on 
exertion amongst likeminded people, Julie’s reference to other 
people was in the context of “props”, which conveyed a sense of 
them as an alternative source of assistive device. she recalls the 
walking achievements of captain tom as a source of inspiration, 
yet also comparison, which suggests an implied inward critical 
gaze towards herself.

Anne’s story

I think it is very easy to underestimate the effort of everyday activity. 
At home I push myself in my wheelchair, it’s tough, my limbs feel like 
they have got weights tied onto them, making everything harder. 
Then someone leaves their shoes out, or a door closed, the obstacles 
make it harder, and I get so angry, the frustration uses up energy 
and it’s like a catalogue of events, that ends in an energy wipe out. 
Other times I’ve sat for a quarter of an hour looking at a cup, just 
to focus my mind and summon the energy to pick it up to drink. You 
wouldn’t believe how much energy it takes to concentrate on my 
fingers. It sounds pathetic but it is so incredibly challenging, it’s mind 
over matter. I will be determined to do it, and when I get my fingers 
to move, it’s a lovely feeling.

I underestimate familiarity and the ease it adds to movement. 
Negotiating unfamiliar toilets is exhausting. Trying to get yourself in 
the right position to open the door, then move around poorly posi-
tioned sinks or bins is stress-provoking. Panic sets in, manoeuvring 
backwards and forwards in poorly ventilated rooms, getting hotter 
and hotter, tireder and tireder until I pause; refocus, and take a 
moment, gather my thoughts, and plan my escape. There’s a sense 
of sheer relief once I get out. Being with other people can be helpful, 
but then you need to consider their thoughts and wishes, which 
means more to coordinate and plan.

I like going to the centre and standing in a frame in therapy 
sessions. I know that I am using energy, I feel tired when I get home 
but standing feels like I am putting energy into my body, to hold it 
in position. Standing up feels like I have re-joined the “normal” world. 
I’m doing something that everyone else takes for granted. Being 
upright and talking with friends is exciting and time flies. Even if it 
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feels harder than normal, I won’t get down. I’m too stubborn, I enjoy 
it too much! I’ll recover at home in the chair. I’ll close my eyes and 
before I know it, I’ve fallen asleep for half an hour! Rested and ready 
to re-engage.

anne’s story illuminates the intertwined relationship between 
the Lived Body and Sense of Self through her descriptions of the 
physical and mental effort required for her to exert herself. her 
recollection of energy highlights a sense of it as her fuel for 
effort. activities of daily living were conveyed as energy-sapping 
and highly effortful, yet expending effort to use a standing frame 
was portrayed as energising. her description of “re-joining the 
normal world” when using the standing frame, illuminated her 
self-beliefs and suggests a sense of reclaiming a lost “upright” 
identity, where enabled her disability to be pushed into the 
background of the experience. Not all Attributes of the World 
were empowering and her story conveyed the subtle changes 
in characteristics that had a significant disconnecting effect on 
her exertional experience, such as a misplaced shoe or poorly 
positioned bin. the resultant “energy wipe out” illuminated a loss 
of Body-World engagement and sense of total disconnect with 
the world.

Carrie’s story

I have always been active, I used to play sport competitively and took 
it pretty seriously, winning various trophies. It was a major bereave-
ment when I could no longer play when my physical ability was 
utterly pooped by MS. I try doing an interval weights programme in 
the gym. I was sceptical at first, I hadn’t done anything like that 
before. Gradually the weights increased and I enjoined the challenge 
of increasing my strength, recording the changes on my phone. I 
regained my competitiveness, that I had lost when sport stopped. I 
hadn’t realised that I missed it, but the one-and-a-half years’ worth 
of statistics on my phone has become a source of pride and achieve-
ment for me.

When I use the weights, it gives me a very erect back and keeps 
my shoulders back. It makes me hold my core in a decent position, 
upright rather than slumping in my wheelchair. I feel safe in the gym, 
and that gives me permission to push myself. Sometimes I’m gripping 
onto the weights thinking “oh my god can I do this?”…… and I do, 
and I feel really good about it. When I use the leg press and feel the 
exhaustion in my buttock and hip muscles, it reminds me of being 
active in the past. I enjoy being able to recreate that feeling of some-
thing that I used to be good at, challenging myself and the feeling 
of exhaustion afterwards.

The left side of my body is “the weakest link”, “it” is a source of 
crapulence for me. There are activities in the gym that really highlight 
the discrepancy between “it” and “my” right side and I find that 
absolutely bereaving. It’s terrible knowledge, and it feels like my MS 
is being rubbed in my face. When I’m doing weighted pull-downs, I 
can see I’m losing my grip in the left hand, but I can’t re- engage the 
curve of the fingers to hold on properly. I have a feeling of surmount-
ing terror that there is going to be a ghastly crash as the thing goes 
flying back and I’m terrified at the thought of drawing attention to 
myself. It makes me feel like a failure; my hands physical inability 
and my incompetence to avoid it happening, like I have been 
caught out.

carrie’s story illuminates how the Purpose of exertion, weight 
training in the gym, enables her to enhance her Lived Body and 
regain her competitiveness, which she reflects was a core com-
ponent of her pre-Ms identity. the account conveys a fragility to 
her Body- World engagement, one that is influenced by the ability 
of physical exertion to draw the Lived Body to the forefront of 

her consciousness. the double-edged nature of physical exertion 
is illuminated by her description of how physical exertion could 
enhance her Body-World engagement by disguising her perceived 
disability, but when uncovered it enhanced her self-criticism and 
sense of disconnect from the world. the importance of Attributes 
of the World on her Sense of Self is conveyed by her description 
of how the accessible gym environment was portrayed as a place 
that she felt safe to expose both her physical and emotional 
vulnerabilities, whilst providing an opportunity to recreate a sense 
of self, otherwise lost to Ms.

Discussion

this inquiry portrayed the meaning of physical exertion for per-
sons living with advanced Ms, as an opportunity to influence 
their connection between their body and the world. Participants’ 
accounts illuminated their holistic view of the body through the 
integral relationship portrayed between the themes Sense of Self 
and Lived Body. the concept of phenomenological embodiment 
considers the body as something that a person both interacts 
with the world through (the objective body) and, how they view 
the world (the subjective body) [30]. characteristics of the Lived 
Body echo those of the objective body, as a physical object 
which engages with the world. Whilst characteristics of the Sense 
of Self, are comparable with those of the subjective body; a 
person’s bodily sense, that is influenced by memory, perception, 
emotion, and cognitive relations [34]. Participants’ accounts illu-
minated their role as “beings-in-the-world”, not self-contained 
objects but beings that were immersed in, and open to the 
world around them [30].

the sense of connection conveyed through Body-World engage-
ment resonates with the concept of connectivity, where persons 
define themselves through their connection with entities around 
them [27]. a strong connection made the relationship between 
subthemes appear seamless and conveyed a sense that partici-
pants were “being-at-one-with-the-world”, where their feelings 
implied a sense of belonging, within a taken-for-granted world 
[30]. Whereas exertional experiences portraying a diminished con-
nection, illuminated a fragmented relationship between sub-
themes, where participants conveyed a sense of being detached 
from the world.  connectivity concept takes a new materialist, 
non-anthropocentric perspective by considering the interaction 
of persons with assemblages, such as other people, objects, envi-
ronment, and ideas [27]. the characteristics of Attributes of the 
World illuminates the breadth of meaning of assemblages for 
physical exertion for participants, and included walking aids, 
wheelchairs, the environment, and other persons. assistive equip-
ment was a prominent feature of attributes of the World and 
accompanied a sense of participants learning a new style of 
being-in-the-world, where the device could become embodied, 
or part of their being [44,45]. Participants’ acceptance of their 
new style was varied and aligns with the suggestion that a per-
son’s being-in-the-world, and ability to adjust to new styles, is 
influenced by the meaning and value they attribute to the inter-
action and objects involved [46].

the physical body featured frequently in participants’ accounts 
and was illuminated in the subtheme “Lived Body”. at times par-
ticipants’ explicit descriptions conveyed a sense of the body-as-
machine, an object that they analysed and judged upon its ability, 
yet analysis of their accounts illuminated the implicit meaning of 
the body that expanded beyond the biological and physiological 
boundary. they portrayed a sense of the body-as-it-lived, a sub-
jective body that bore style and identity which influenced how 
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participants engaged with the world [30]. it has been suggested 
that illness disrupts the harmonic relationship between the body 
and the world [47]. During less positively perceived experiences 
of physical exertion, participants’ accounts give a sense of bodily 
dissonance, where they dwelled on their bodily impairments. their 
focus aligns with the concept of bodily dys-appearance, where 
the ability to engage freely and spontaneously with the world is 
disrupted, resulting in the body becoming an obstacle to their 
engagement with the world [48,49]. in these situations, partici-
pants conveyed a sense of lost self-agency, whereby they no 
longer had control over their own situation. in more positivity 
portrayed exertional experiences, participants conveyed a sense 
of enhanced self-agency, through an implied autonomy over their 
actions and ability self-regulate according to the needs of their 
bodies. these findings concur with previous research that found 
that plwMs who felt in control of their actions, were more likely 
to repeatedly engage in physical activity [50]. in this inquiry, 
exertion portrayed the potential to both enhance and diminish 
agency, illuminating the significance of understanding the influ-
ence of all the subthemes on a person’s body-world connection.

the sense of bodily consciousness that accompanied exertional 
experiences illuminated how perceived bodily ability, or inability, 
conveyed a strong shaping effect on individuals’ perspective of 
the world and perception of self [38]. the theme Sense of Self 
conveyed how exertional experiences portrayed disparity between 
desired and actual ability, and participants’ eagerness to “be like 
everyone else” or “normal”. these findings resonate with philosoph-
ical underpinnings of phenomenology, which recognise that per-
son’s existence is dependent on interaction with others, and 
conforming to shared communal norms, one where the self is 
determined, in part, by social, cultural, and historical influences 
[30,46]. however, society’s influence on individuals’ sense of self 
has been argued to be biased towards valuing citizens who are 
persons of able body and mind, who are deemed to be productive 
and viable to society. the view, defined by Disability concept, 
argues that society leads persons to have an ability- based (ableist) 
understanding of oneself; one’s body, others, and the world [51]. 
Participants’ lived experiences conveyed a sense of desire to main-
tain an upright identity, which could be interpreted as a desire 
to maintain a bodily appearance that adheres to societal normal. 
however, for some participants, the influence of social identity 
was portrayed as a positive influence on physical exertion. David’s 
enthusiasm for exercising amongst likeminded individuals illumi-
nated the influence that others can have on shaping an individ-
ual’s perception of the world, and how they view themselves [30]. 
his expressed desire to achieve behavioural norms and values of 
the group concur with existing literature that suggests that for 
plwMs exercising amongst others can enhance well-being and 
motivation [12,52].

a diverse meaning of physical exertion was conveyed through 
the subtheme Purpose of exertion, and it illuminated how some 
participants identified exertion as a means of taking back control 
of their bodies from the impact of Ms through regaining or cre-
ating a new identity. these findings echo existing literature that 
highlight the role of exercise and Pa as a coping mechanism, in 
regaining some control and enhancing wellbeing when living with 
Ms [15,53]. in this inquiry, not all physical exertion was empow-
ering. exertion involving activities of daily living (aDl), was fre-
quently portrayed less positively by participants, and was 
associated with negatively perceived effort and emotional distress. 
their accounts concur with existing literature that suggests hcP 
may underestimate the effort required for plwMs to perform aDl 
[54]. it has been argued that aDl form the foundations of a 
person’s engagement with the world from birth, and as a 

consequence can become an implicit source of comparison of a 
persons’ pre and post-illness identity [47]. Participants’ accounts 
conveyed an implicit sense of this, their description portraying 
bodies that could no longer function as they did pre-Ms during 
tasks fundamental to life. there have been suggestions in previous 
research that aDl could be an untapped source of Pa for plwMs, 
but the findings from this inquiry suggest approaching this idea 
with caution [22].

in this inquiry participants positively portrayed their interac-
tions with hcP, and their membership to an Ms therapy centre 
where specialist staff may have contributed to this portrayal. 
Previous research has suggested a gap in hcP theoretical knowl-
edge and practical application of exercise and Pa for plwMs [26]. 
this phenomenological inquiry provides a more in-depth, nuanced, 
understanding of the day-to-day realities of physical exertion for 
persons living with advanced Ms. it did not aim to formulate 
theory, but to enlighten readers by giving voice to participants’ 
experiences, which can generate new insight and understanding 
[31,32]. it is hoped that readers will take time to dwell in these 
participants’ stories and consider how the physical exertion jigsaw 
puzzle may hold meaning for persons receiving their care. the 
insight can enhance hcP understanding in relation to exercise 
and Pa prescription and encourage a holistic, person-centred 
approach to therapy.

the inquiry’s findings support the diversity of meaning of phys-
ical exertion, conveying a sense of opportunity, and the capacity 
to enable but also disempower individuals depending upon the 
circumstances. self-beliefs, past experiences, and identity shaped 
exertional experiences, as did the importance for participants to 
appear “normal”. this inquiry’s findings encourage hcP to consider 
the wider context of the body in physical exertion, beyond the 
object that can, or cannot move, but one that is embodied with 
a persons’ sense of self. Participants were acutely aware of how 
their bodies failed to meet their expectations. as a result, hcP 
are encouraged to consider how they portray the body in their 
language, that could heighten their sense of failure and inhibit 
further the ability for a person to engage freely with the world. 
instead, they could consider characteristics of the “physical exer-
tion jigsaw” to challenge beliefs about where bodies begin and 
end and find means of enhancing persons’ connection with the 
world in different ways [27]. By taking time to explore a person’s 
beliefs, past experiences, and identity, hcP can begin to under-
stand the body from the perspective that encapsulates a person’s 
wishes, dreams, and hopes. in doing so they can begin to under-
stand how connections between the components of the physical 
exertion jigsaw puzzle can be strengthened.

Limitations

this inquiry presents findings that reflect data that was 
co-constructed and framed between the researchers and 8 par-
ticipants, some of whom had a prior therapeutic relationship with 
the principal researcher. this, and the principal researcher’s prior 
knowledge of the phenomenon, was acknowledged within the 
interpretive process. the principal researcher was committed to 
engaging in reflexivity and bridling of presumptions throughout 
the research process, seeking to maintain an open-minded, “phe-
nomenological attitude” towards the phenomenon of physical 
exertion. the principal researcher’s engagement in the hermeneu-
tic cycle enhanced the credibility of findings, through a process 
of questioning and answering relationships between implicit pre- 
understanding and explicit understanding [30]. Participant valida-
tion of findings was not incorporated into the analysis, as it was 
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not deemed compatible with the principal researcher’s adoption 
of the phenomenological attitude, but self- critical reflexive anal-
ysis by the principal researcher enhanced the dependability and 
conformability of the interpretation of findings [30].

a systematic approach to analysis with an auditable trail of 
evidence contributed to the inquiry’s rigour and transparency [30]. 
the incorporation of participants stories to present findings is a 
novel approach but contributes to the resonance of the phenom-
enon of physical exertion, by encouraging readers to dwell and 
be drawn into the experiences with vivid and rich detail [42]. 
their evocative nature sensitises readers to the complexities of 
physical exertion, and push boundaries of the taken for granted 
[30,55]. Whilst the researcher recognises that the findings are not 
representative of all persons living with advanced Ms, they have 
relevance to hcP practice by providing insight into the challenges 
of living with Ms.

a characteristic of all participants was their membership to an 
Ms therapy centre that provided physical activity opportunities. 
this may have influenced their perception of exertion; however, 
their concrete examples described a spectrum of activities beyond 
those offered at the therapy centre. additionally, the number of 
participants enabled sufficient data analysis to identify meaningful 
similarities and differences in their accounts of physical exertion, 
whilst the hermeneutic stories acknowledged the idiographic 
nature of the inquiry. the research was conducted under the 
backdrop of the covid-19 pandemic, national lockdowns, and 
social distancing restrictions. literature has suggested that glob-
ally, many adults were less physically active than usual due to 
covid-19 restrictions, and this may have influenced the findings 
from this study [56]. the inquiry aimed to explore the experiences 
of persons with advanced Ms and recruitment was based upon 
participants’ self-reported assessment of physical capability and 
was subject to their interpretation, however, it acknowledges the 
interpretative basis of reality. the inclusion of participant demo-
graphics provides context and enables readers to evaluate and 
transfer findings to contexts more or less similar to this study, 
whilst acknowledging that the experiences of the participants are 
temporal [38].

Conclusion

these findings illuminate an alternative perspective on the phe-
nomenon of physical exertion for persons living with advanced 
Ms, by considering it as a means of influencing the connection 
between the person and the world. Participants’ accounts convey 
the embodied relationship between their sense of self and their 
body, and their intertwined relationship with the world; a world 
that encompassed people, objects, the environment, and society. 
the hermeneutic stories illuminate the empowering potential of 
Pe on enhancing the sense of self by creating agency and a 
source of identity, yet also highlight the impact Pe can have on 
enhancing bodily consciousness and illuminating variation from 
normal, leading to a sense of disconnect from the world. hcP 
are encouraged to take time to explore a person’s self-beliefs, 
past experiences, and identity to better understand how exer-
tional experiences can be enhanced for persons living with 
advanced Ms.
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