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RESEARCH PAPER

Living with multiple sclerosis in South Africa: how is multiple sclerosis
experienced in the workplace?

Hermine Kruger and Bronwyn�e J. Coetzee

Department of Psychology, University of Stellenbosch, Stellenbosch, South Africa

ABSTRACT
Purpose: The aim of this qualitative study was to explore how individuals living with multiple sclerosis
experience their disorder in the South African working environment. In this paper we present the experi-
ences of office-based workers living with multiple sclerosis, their challenges, and coping mechanisms.
Material and methods: We purposively recruited seven participants who have been diagnosed with mul-
tiple sclerosis in the last five years. Participants were interviewed telephonically. Interviews were guided
by a semi-structured interview schedule which was supplemented with additional probes. Interviews
were analysed thematically using a qualitative software programme.
Results: We identified two superordinate themes: bringing multiple sclerosis into the workplace and
adapting to multiple sclerosis in the workplace. The findings demonstrated the diverse manner in which
participants chose to disclose their multiple sclerosis and manage co-workers’ perceptions of multiple
sclerosis. Participants employed practical strategies, such as making using of mobility aids, taking notes,
conserving energy, and adapting responsibilities. Participants also negotiated accommodations, such as
changing working hours, to overcome their unique challenges. Participants emphasised the importance
of keeping a general positive attitude but showed reluctance to prepare for their future decline.
Conclusion: Our findings indicate that participants manage the disclosure of their diagnosis of multiple
sclerosis in order to maintain a favourable relationship with the workplace. Further, despite various phys-
ical and psychological limitations, participants were mostly able to adapt to their work environment.
Although further research is required, employers and clinicians should consider focusing on the current
needs of individuals living with multiple sclerosis to mitigate work-related challenges, rather than plan-
ning for future decline.

� IMPLICATIONS FOR REHABILITATION
� For individuals living with multiple sclerosis and in employment in South Africa, disclosure, manage-

ment of perceptions and providing accommodations are key aspects in the experience of multiple
sclerosis in the workplace.

� Finding ways to help those in employment disclose their MS diagnosis to employers and co-workers,
is an important avenue and next step for intervention research in this field.

� Early adjustment and adaptation to MS in the workplace is challenging and further negotiation with
line-managers regarding accommodations is often required.

� Employers and clinicians should focus on accommodating the needs of those diagnosed with mul-
tiple sclerosis as they arise, rather than focusing solely on the accommodations needed in the future.

ARTICLE HISTORY
Received 9 July 2019
Revised 24 October 2019
Accepted 6 November 2019

KEYWORDS
Multiple sclerosis;
adjustment; work;
experience; thematic
analysis; South Africa

Introduction

Multiple sclerosis (MS) is a chronic autoimmune inflammatory pro-
gressive disease that targets and destroys the myelin sheaths and
axons in the central nervous system [1–3]. Some of the most
common initial symptoms include sensory disturbances such as
numbness and tingling in the face and extremities, burning and
pins-and-needles, double vision, vertigo, and lack of muscle
coordination [4,5]. Individuals living with MS are grouped, accord-
ing to the occurrences and severity of symptoms, into four cate-
gories, including relapsing-remitting MS, secondary progressive
MS, primary progressive MS, and progressive-relapsing MS [5,6].
The exact cause of MS is unknown but is thought to be a combin-
ation of genetic and environmental factors [7]. The diagnosis of
MS is based on evidence of the presence of at least two different

lesions in the central nervous system white matter, the occurrence
of two different episodes of symptoms, and chronic inflammation
of the central nervous system [8,9]. Although no true epidemio-
logical data is available on MS, South Africa is considered to be a
medium frequency country with a prevalence of between 5 and
29 out of every 100 000, giving some indication of the import-
ance of recognising MS as a serious neurological disorder in
South Africa [10,11].

Despite few studies on the prevalence of MS, there have been
a multitude of qualitative studies done on MS’s impact on every-
day life. For example, research has focused on the impact of MS
on interpersonal relationships [12–14], caregivers [15,16], sexuality
[17,18], and physical activity [19]. In a study conducted in the
Western Cape, South Africa, the authors explored the personal
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experience of individuals living with MS, focusing on their per-
ceived challenges and resources [20]. The individuals living with
MS indicated that they found the diagnosis, daily living, invisible
illness and medical aid schemes to be challenging, while social
support, mobility aids, religion and knowledge about MS were
considered tremendous resources for overcoming these chal-
lenges. Of particular interest was the participants’ concern sur-
rounding work-related issues, reporting that due to the invisibility
of MS, colleagues would often treat them as if they were pretend-
ing to be ill. As a result, some participants feared losing their jobs
[20]. A review by Schiavolin et al. [21] investigated the relation-
ship between quality of life and employment, as well as factors
influencing employment status and early retirement. It was found
that 59% of individuals living with MS are unemployed, with the
percentage increasing with increased age and disease progression
[21]. The main factors contributing towards work-related chal-
lenges were fatigue, mobility impairments and cognitive deficits
[21]. Furthermore, employers’ lack of support and accommoda-
tion, and hostility were recognised as causes for perceived dis-
criminations [21]. Although individuals living with MS showed to
have a significantly higher quality of life than their unemployed
counterparts [22], absenteeism from work has been shown to
rise with increasing disability, fatigue, depression, anxiety, and
reduced quality of life [23].

Although employment retention contributes towards a higher
quality of life, there exists compelling evidence that illness-related
difficulties often hinder employment retention and productivity.
Employment retention is further complicated by the late onset of
MS (between 20 and 30 years of age), which influences the main-
tenance of an already established career, rather than the obtain-
ing of a career. The challenges could possibly have tremendous
repercussions on the psychological, social, and economic well-
being of individuals living with MS [24].

The literature describes the importance of work for those indi-
viduals living with MS as it provides financial benefits, a sense of
identity and purpose, and an opportunity for social interaction
[25,26]. However, MS often compels individuals to redefine their
work by reprioritising, identifying resources and challenges, and
taking control [27]. To adapt to MS-related symptoms and a shift-
ing work environment, individuals living with MS reported that
certain changes had to be made. The process of change involved
the awareness of precipitation factors (such as fatigue, cognitive
changes, and external stressors), acknowledgment of these fac-
tors, and construction and evaluation of strategies to manage
these changes [27]. This relationship between work and MS-
related factors are often described as a constant balance between
work and illness [25,27]. In addition to the costs and benefits of
working, individuals living with MS described their confrontation
with several social and physical barriers, including, concerns about
the reactions of colleagues, following disclosure, avoiding the use
of accommodation and making accommodations inside and out-
side the workplace in order to conserve energy [25,28].
Furthermore, it has been shown that individuals living with MS
face uncertainty regarding the future, specifically showing worry
about future decline and cognitive challenges, while simultan-
eously feeling a sense of loss as they experience lowered self-con-
fidence and career challenges, and start questioning their
competency [28]. From these findings it is evident that, although
there is a fine balance between the costs and benefits of working,
employment is highly valued when it is still feasible. This again
highlights the importance of assisting those living with MS to tip
the scale in favour of work retention.

The issue of employment among individuals living with MS is
of special relevance to the South African context where the
Employment Equity Act’s [24] goal for affirmative action towards
disabled individuals has not yet been reached [24]. It has been
suggested that the lag in the achievement of this goal is due to
the physical inaccessibility of the work environment, transport
issues, attitudes of employers and colleagues, additional costs per-
taining to the management of the disability, and the lack of social
support programmes [24].

The current literature available highlights the need for effective
intervention, rehabilitation and support for employed individuals
living with MS. In order to further this cause, more insight into
the specific challenges and support regarding MS and the work
environment is needed. Consequently, in the current study we
aimed to explore the general work experience of individuals diag-
nosed with MS, to discover the challenges these individuals face
in the work environment and which coping mechanisms are
employed by these individuals to overcome these challenges.

Material and methods

Research design

We used an exploratory qualitative research design [29] and pur-
posive sampling to recruit participants. Semi-structured interviews
with open-ended questions were used to ensure the collection of
rich, thick and meaningful data [29].

Participants

We used purposive sampling to invite participants meeting the
inclusion criteria to partake in this study. The inclusion crite-
ria included:

a. Older than 18 years of age.
b. Confirmed diagnosis of MS [8] by a qualified physician within

the last year.
c. Currently employed full time in an office-based job (exam-

ples include but are not limited to: clerical, managerial, and
administrative related work).

d. Self-report of competence to fulfil the requirements of
the job.

e. Fluent in either English or Afrikaans.

In the context of this study, employment was understood as
being engaged in any form of full-time work for which formal com-
pensation is received. Criteria (b), (c), and (d) ensures a homogen-
ous sample group in which participants have similar levels of
disability and working environments, thus enabling relevant conclu-
sions and the transferability of the data to this type of occupations.

Recruitment strategy

An informational flyer and a contact permission form were distrib-
uted among members of the Multiple Sclerosis South Africa soci-
ety via their communicational platforms (i.e. Facebook and email).
Potential participants were required to give permission to be con-
tacted about the study either by sending the contact permission
form via email or by following the online link provided on the
flyer. Upon receiving each contact permission form, we contacted
the potential participants via email to arrange a phone call to dis-
cuss any questions or concerns they had regarding participation.
We then screened potential participants to establish adherence to
the inclusion criteria. Interview dates and times were set and we
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instructed the participants to send the signed consent forms
before the commencement of the interview.

Participants were recruited using two waves of recruitment,
following the strategy as mentioned above, with minor differen-
ces. During the first wave of recruitment we distributed informa-
tional flyers and contact permission form via the Multiple
Sclerosis South Africa society’s national emailing list. Due to the
poor response and lack of eligible potential participants, we con-
ducted a second wave of recruitment. We redistributed the infor-
mational flyer and contact permission form via Multiple Sclerosis
South Africa society’s closed social media group. We also relaxed
the inclusion criterion (b) to include participants that received a
diagnosis of MS by a qualified physician within the last five years.
Following both waves of recruitment, a total of seven participants
were interviewed.

Data collection

We used telephonic interviews as the method of data collection as
face-to-face interviews involving travelling might be too demand-
ing for participants who often experience fatigue [30]. The inter-
views lasted on average 40.12min and ranged between 17.03 and
51.18min. The interviews entailed two measures for data collection,
an interview schedule and a demographic measure.

Measures
Demographic measures. The participants were asked to report on
their age, gender, ethnic group, home/first language, current
occupation, how many hours a week they work, if and when they
were diagnosed with MS and what type of MS they are currently
diagnosed with.

Interview schedule. The interview schedule was semi-structured in
nature and consisted of open-ended questions that encouraged
free and spontaneous responses from the interviewees. The par-
ticipants were asked questions that explored their typical day,
how they experience their work environment, what challenges
they experience at work and how they overcome these, what
kind of support they receive at work, and what their ideal work
environment would entail. The full interview schedule is available
in Supplementary Table S1.

Data analysis

We analysed the data thematically with the use of ATLAS.ti ver-
sion 8, following the recommendations of Braun and Clark [31].
One reviewer (the first author) began analysis with the verbatim
transcription of the data. Special attention was given to intona-
tions and non-verbal cues and these were indicated using sym-
bols. We then became familiar with the data by rereading
transcripts and corresponding field notes and listened to each
interview. One reviewer highlighted noteworthy and relevant quo-
tations from the transcripts and gave a descriptive code to each
quotation. A subset of coded transcripts were then checked by
the second reviewer (the second author). Both reviewers dis-
cussed these initial codes to gain insight and consequently revis-
ited these codes to make the appropriate changes. The first
reviewer then clustered related codes to form overarching themes
and subthemes. Lastly, code extracts were reread, while revisiting
the contexts of participants, and listened to recordings, which
guided the rearrangement and refinement of the initial themes.
This process was repeated, with the input of the second reviewer,
until the themes and subthemes formed a coherent pattern that

reflected our interpretation of the data. The write-up of the
results was an iterative collaboration between the two reviewers.

Trustworthiness

To ensure the trustworthiness of this research study, we
employed measures and principles to adhere to the criteria of
truth value, applicability, consistency, and neutrality as set out by
Guba [32] and Guba and Lincoln [33].

We regularly made use of spot member checking during data
collection [34]. The spot member checks entail paraphrasing, ask-
ing probing questions, and follow-up questions to ensure that our
understanding and interpretation of what the participants are
communicating is the same as they intended. We also transpar-
ently and meticulously documented and described each step
taken during the research process, enabling the reader to scrutin-
ise and critique our research. We ensured the clarity of our con-
clusions by showing the manner in which we collected, analysed
and interpreted the data and situating the findings within the
larger context of relevant literature. Furthermore, we made use of
bracketing [35,36] and reflexivity by keeping a research diary to
reflect on our own thoughts, assumptions, preconceptions and
values and how this may affect our research at all stages.

Ethical considerations

This research study was approved by the Research Ethics
Committee: Humanities at Stellenbosch University, South Africa.
All participants provided written informed consent prior to
participation.

Findings

Participants

A total of seven participants formed the final sample. All the par-
ticipants self-reported as being of white ethnicity and female, and
most (4/7) indicated that English was their first language. An all-
white female sample group is to be in some sense expected, as
the prevalence of MS in South Africa has been shown to be
higher among women (73.6%), and those of white ethnicity
(62.8%) [11]. The participants worked in a variety of occupations
and worked an average of 40.2 hours per week (ranging from 30
to 45 hours per week). The participants were interviewed, on aver-
age, 1.7 years post diagnosis (ranging from 0.16 years to 5 years).
Detailed demographic information of each participant is outlined
in Table 1.

Two superordinate themes and eight subordinate themes were
identified following analysis (Table 2). The main themes included
“bringing MS into the workplace” and “adapting to MS in
the workplace”.

Themes

Bringing MS into the workplace
Participants spoke about their experiences of MS in the work-
place, following diagnosis. Participants recounted that their deci-
sion to disclose their diagnosis was complex and entailed the
careful consideration of the possible consequences and benefits,
and how, when, and to whom they should disclose. Furthermore,
disclosure was often immediately met with offers of accommoda-
tions, demonstrating a relationship between disclosure and nego-
tiations surrounding accommodations.
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Fearing the consequences of disclosure. Participants were con-
cerned with the possible social implications of disclosure. They
feared the possibility of losing their job; of being considered
incompetent or unproductive, and of colleagues treating them
differently or pitying them. Sonja explained why she feared dis-
closing to her line-manager.

I was afraid that if I told him that he will say “no but if you can’t do
your job then sorry”.

Voluntary disclosure. Despite these fears of disclosure, participants
engaged in some sort of voluntary disclosure. The decision to dis-
close in this manner, however, varied among participants.
Participants indicated that they disclosed their MS as their col-
leagues were often confused about certain accommodations or
changes that had been made, or questioning their commitment
to their work. Cathy indicated that she perceived her colleagues
as irritable towards her:

I think in the beginning it was a bit like “ugh she’s always off” and you
know, people don’t kind of understand, because people don’t know
what it is.

Upon disclosing, however, participants indicated that they per-
ceived that colleagues treated them with more understanding
and patience. Sonja explained how her colleagues’ attitudes
changed after she had disclosed her MS to them:

They asked so many questions that they couldn’t understand why I
leave every day at one o’clock, they couldn’t understand certain things
that happen, but now that they’re also in the picture it’s almost like
they are more patient with me too.

Participants also wished to be honest about their MS and
would often engage in certain behaviours to communicate their
MS to others, such as having their treatment delivered at work, or
using their treatment as a topic in conversation. Cathy, who felt
MS was not something to be ashamed of, explained how she
used her treatment to converse with her colleagues:

I’m really open with it. If people don’t know, I’d talk about it, I’d be like
‘yea you know wow my injections hurt me last night’ or stuff. Not like
trying to find attention, but like in conversation.

Participants perceived their colleagues as family. Consequently,
participants saw disclosure as a part of the personal relationship
with their colleagues. Participants indicated that it was important
to them that their colleagues understood their experience and,
consequently, created an awareness of MS by talking openly to
their colleagues about their condition.

Whilst initially struggling with the decision to disclose, partici-
pants acknowledged that disclosing made them feel understood
by their colleagues, consequently enabling access to a valuable
source of support. Carla explained how her colleagues reacted to
her disclosure:

They were all very understanding and very supportive and they
immediately wanted to know, you know, if I needed days off or if I
needed assistance or what they could do basically to try and make
things easier for me.

Participants who were concerned about the relationship with their
colleagues often overcompensated for accommodations and changes
in the workplace to demonstrate that they were still committed to
their work. Participants did so by not “abusing” sick leave, despite
feeling unwell due to the MS-related symptoms or the side-effect of
treatment. Sonja explained how, even though she has flexibility sur-
rounding working hours, she does not always make use of it:

I did to a certain extent but I feel guilty to make use of it, but I know I
have that flexibility (… ) I have that option.

Involuntary disclosure. Aside from this apparent decision to dis-
close, participants also reported that, in many cases, they felt
compelled to disclose to their colleagues. Participants indicated
that they felt obliged to provide colleagues with an explanation
for their absences from work and the sudden onset of visible
symptoms during relapses. Carla explained how her disclosure
was the result of the visibility of her relapses:

Because I was having my flare-up, that I can’t walk is incredibly
noticeable obviously (… ) and obviously everyone was incredibly
concerned, you know, when someone comes to the office and can’t
work properly and after that, you know, they were asking me for
updates about what was happening and so then after I got my
diagnosis I told people.

Table 2. Themes, subthemes, and examples discussed by the participants.

Superordinate theme Subordinate theme Example

Bringing MS into
the workplace

Fearing the consequences of disclosure I was afraid (to disclose) because MS is not a recognised disability
Voluntary disclosure I’m all like ‘let me tell you what it’s like I want to I want to share with you’
Involuntary disclosure a lot of my colleagues know that I have MS and they know that because I’ve been off

so often
Adapting to MS

in the workplace
Getting to know MS when I can walk and I’m feeling strong then I go with them but I have days where I can’t
Changing perspectives I think my perspective on life has changed in terms of just life being really short
Coping with MS in the workplace In the office it’s easier for me with the walker
Discussing accommodations

with employers
I asked that certain pieces of work could be given to another person rather so I could lessen

my workload during that time
Preparing for the future it’s unpredictable you don’t know when something’s going to happen that’s going to stop

you from doing your job

Table 1. Characteristics of participants.

Pseudonym Age Occupation
Hours worked
per week

MS
subtype

Years since
diagnosis

Carla 31 Digital marketer 40 RR 0.16
Linda 41 Personal assistant 30 RR 2.25
Cathy 38 IT technician 40 RR 1.75
Sandra 35 Pharmacist 45 RR 2.25
Sonja 46 IT trainer 45 RR 0.42
Hannah 27 High school teacher 45 RR 0.25
Louise 43 Medical assistance operator 40 M 5.0

RR: relapse-remitting; M: Malignant.
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However, participants felt that their illness was of a private
matter and would often engage in behaviour to avoid disclosing
to their colleagues. Sandra explained how she hid her symptoms
from her colleagues:

I dragged my leg so it was, you know, you feel kind of ashamed (… )
you know, you try and avoid situations where people will notice it, you
come in early to work and go home late so that they don’t see it.

Participants also eluded personal questions surrounding changes
in their work environment or physical symptoms, in order to avoid
disclosure. Louise explained how she would avoid disclosing her
condition by simply acknowledging questions from others, when
they hinted at an explanation for her use of a walking cane:

They know I walk with a cane (… ) ‘is that a cane?’ ‘yes it’s a cane’.

Regarding accommodations, participants would often deny
themselves the necessary accommodations in order to prove their
competence to their colleagues. Sandra takes her intravenous
medication during work hours:

I don’t abuse my sick leave so I go to work with my IV and go to the
hospital afterwards.

However, when participants felt that they need certain accom-
modations in order to do their job, they would only disclose to a
select few, for instance line-managers and human resources, who
are required to know about their MS, in order to negotiate these
accommodations. Louise explained:

The people that need to know of you, daily management of the work,
is the human resources, because those guys have a contract and they
have to maintain communication with you.

Adapting to MS in the workplace
Participants reported on how they adapted to their MS in the
workplace by becoming aware of their limitations and employing
strategies to overcome the challenges they faced in the work
environment.

Getting to know MS. Participants indicated that they are currently
in the process of becoming aware of their symptoms and how it
affects them in their working environment. Common symptoms
often reported were weakness and numbness in limbs, fatigue,
blurry vision, short term memory loss, and tremors. Many partici-
pants worked in multi-storied buildings, which they accessed with
stairs and/or lifts. Participants who experienced mobility problems
tended to describe the challenge of using stairs when no lift was
available. Sonja, who makes use of a walker, expressed her neces-
sity for a lift:

I just said (… ) if I come in in the morning and the lift is not working
then I’m going to climb back into my car and go home.

Furthermore, these individuals found driving themselves to
work to be a challenge. Participants who made use of mobility aids
expressed the challenge of walking long distances to bathrooms
and using their mobility aids in activities such as opening doors,
going to the bathroom, and carrying objects. Some of the partici-
pants explained that they sometimes struggled to work on work
devices, such as computers and cell phones, due to tremors and
weakness and numbness of their hands. Carla, who constantly uses
her computer for work, describes her challenge to do so:

I lose the feeling in my right-hand side of my body, including my arm
and my leg, so obviously I am struggling to walk and using my hand to
work on the computer is difficult.

Two of the participants reported that short term memory loss
made day-to-day responsibilities, such as remembering

conversations that were held via telephone, difficult. The most
salient challenge for the majority of the participants, however,
entailed fatigue. Many of the participants experienced fatigue that
was often exacerbated by office noise (in the case of open plan
offices), high intensity of work, long work hours, and driving in
traffic. Linda described her experience of fatigue in the context of
her work environment:

I just get extremely tired, so fatigue is a very big thing, but it’s not
tired like you would know tired, like it’s on a different level, like when
you are getting to that fatigue zone you can’t function, like you can’t
think properly, you can’t, you know, sometimes your speech can get a
bit slurry.

Participants also identified the unpredictability of their
relapse symptoms and the side-effects of treatment as physical
challenges. Participants admitted that the side-effects of the
treatment often left them with flu-like symptoms, making it diffi-
cult to work productively. Furthermore, the sudden onset
and worsening of symptoms during relapses often exacerbated
the physical challenges they experienced in the work environ-
ment. This, in turn, resulted in participants needing to take
sick leave.

Changing perspectives. Participants indicated that, shortly after
receiving their diagnosis, many began to reorganise their priorities
(in and outside of work) and future career goals, in order to
accommodate MS. The priorities among participants varied. Some
participants indicated that they valued their work as it brought
compensation, a sense of pride, an opportunity to socialise, and
created meaning in their lives. Cathy explained how working pro-
vides a sense of purpose in her life, following her MS diagnosis:

I feel that it motivates me, it does, it helps get through the day almost,
you know, somewhere to come. So yes, it’s important, otherwise I
would be sitting around and I would drive myself mad.

Other participants however, valued their life outside of work
and placed importance on family activities. Many of these partici-
pants indicated that if it were not for their financial obligations,
they would choose not to work. Sonja expressed how she wants
to enjoy life more:

At this stage I would say I wouldn’t want to work, like how MS makes
me feel at this stage, I really loved my work, but at this stage it feels
like I’m only working because it’s still financially necessary for me to
work, but if I had a choice, I wouldn’t work. I would’ve just taken life
more easy. I want to enjoy life more.

Participants also expressed that, due to MS, they had to adjust
their career goals. Hannah explained how she is still busy figuring
it out:

I’ve learnt to let go of the fact that my plans for the future might
change. What they might change to be I can’t say I’ve gotten my head
around that.

Coping with MS in the workplace. Participants indicated that they
employed many different practical strategies in order to accom-
modate MS in the work environment. Participants who experi-
enced mobility issues, explained how they made use of lifts, held
on to railings when using stairs, used assistance such as canes
and walkers, and replaced their manual vehicles with automatic
vehicles. Linda explained how she wears special shoes to ease the
pain in her feet during work hours:

I wear trainers to work every day I know it’s a corporate environment
I’ll still wear trainers my sketchers which are memory foamed so that
helps my feet.
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Louise explained how she can deal with both her memory
issues and challenges with working with devices such as
cell phones:

I can record conversations and I can go back and listen to them again
or, you know, have a larger surface to type on, a tablet would be
easier. So there’s a few things that I can do to adapt, to keep up.

Participants also described the necessity of conserving energy,
in order to deal with their fatigue and the stressors in the work
environment. Participants reported the necessity of using time at
home to rest and to exercise, in order conserve energy and build
strength. Linda described how she set up her schedule for resting
during the week:

So on Sunday I’m resting to that I could go to work on Monday on a
Tuesday I rest so that I could get to work on Wednesday.

It was, however, found that participants had trouble with these
self-management strategies at home, due to their responsibilities
as a partner and/or mother. Linda explained her roles at home:

You know and then you got to come home and got to cook dinner
‘cause oh right you’re still a mom and you’re still a wife (… ) you know
what I mean? Life goes on.

Due to external responsibilities, participants reported that
changes in these home roles were often necessary to balance the
work- and home-related responsibilities. Sonja described how her
husband and stepson took over some of her responsibilities:

I still have to work because I have financial obligations but at home I
can’t get to everything and my husband’s just wonderful (… ) they
cook their owns meals (… ) he goes to do the shopping for me.

Participants indicated that their families’ willingness to make
these necessary changes were a great source of support. Sandra
claimed that the support from her significant other was what
enabled her to keep working:

And I think from everything in my life is the support that I have from
my husband and my family without that you wouldn’t be able to do
it anyway.

Discussing accommodations with employers. Participants indi-
cated that they had discussions with their line-managers to make
informal accommodations, in response to their MS-related chal-
lenges and needs. Participants indicated they require low-stress
working environments with flexibility surrounding working hours
and location. Flexible working hours would allow them to address
the challenges they experience and decrease the severity of
symptoms, that are aggravated by the working environment.

Participants explained that, to accommodate their fatigue and
treatment side-effects, they were allowed to work remotely on
days following their treatment. Furthermore, their work hours
were either lessened or changed to accommodate their fatigue
and to avoid driving in traffic. Two of the participants also
reported that changes in their job responsibilities were made to
accommodate them. Sonja explained the change in her
responsibilities:

They took me off that I don’t have to go out to clients anymore and do
the training there I’m more based in [redacted] now where I train the
personnel and be there to supervise.

Furthermore, many participants reported that it was much
more acceptable for them to take sick leave now, than it had
been previously. Participants indicated that these accommoda-
tions were easy to make, as their work environment and job
descriptions allowed for such changes. Sonja described the
accommodations that have been made, regarding her work hours:

Half past four I drive to work and then I work in the office from let’s
say five o’clock half past five the morning until one o’clock the
afternoon and then I drive home again before the afternoon peak
begins and then I work from home again for the rest of the afternoon
and. That is what they also accommodated for me. It’s a big
accommodation that they made, that I can split that, that I don’t go
into peak traffic. It would’ve driven me crazy.

Preparing for the future. Although the participants claimed that
they had confidence, in their current job, that further accommo-
dations would be possible, if they were to require them, many
feared the consequences of their illness progression possibly leav-
ing them unable to do their jobs. Sandra, although certain of her
current ability to do her job, was insecure about her ability to
work, if her illness were to progress:

You can still do it despite your challenges that you have. You can still
do your job and do what is expected of you. So you can still do it. I
think that is something that bothers everyone, the fact that you know
maybe in the future you will maybe be in a wheelchair. What about
your job? Will you still be able to do your job and get an income and
care for your family?

Despite this fear, however, participants were quite unwilling to
contemplate how they would accommodate further progression
in their illness. They acknowledged that they were scared of the
consequences of illness progression but chose to focus on the
here-and-now. Participants did, however, express that they feel
they wouldn’t be able to cope if their illness were to progress, or
their current work environment were to change. Sandra expressed
her conviction that she will never be in a wheelchair, which sug-
gests some denial about her illness progression:

In myself I prepared myself I cannot be in a wheelchair.

Participants also distanced themselves from other severely dis-
abled individuals, indicating that the confrontation of their pos-
sible illness progression was threatening to their current illness
identity. The ways in which participants distanced them from
other ill individuals varied. Methods of distancing included: avoid-
ing certain behaviours in order to not be associated with the ill,
highlighting their own capabilities that others did not possess,
showing gratitude for their own health, or avoiding support
groups for individuals living with MS. Hannah expressed why she
doesn’t want to join an MS support group:

I don’t want to actually physically join and MS group yet. I’m sort of in
denial. I feel like, because I’m doing so, like, I’m so okay, I don’t feel like
I need that support yet.

In summary, participants employed different strategies in dis-
closing their MS to their colleagues, managing perceptions of
themselves, and negotiating accommodations. Furthermore, in
order to adapt to their MS in the workplace, participants engaged
in problem-focused strategies to address the MS-related chal-
lenges they experienced in the work environment. These strat-
egies to overcome their challenges were mostly self-employed,
but participants did enter into discussions with their employers,
concerning accommodations. Although participants were posi-
tively adapting to their MS in the workplace, they showed reluc-
tance to prepare for the future progression of their illness.

Discussion

To understand the work experience of participants living with MS,
we investigated how participants generally experienced their
work environment, the challenges they experienced in the
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workplace, as well as the strategies and coping mechanism partic-
ipants employed to overcome these challenges.

Participants indicated that they were concerned about the pos-
sible social implications of disclosing their illness to their col-
leagues and line-managers, such as losing their jobs and/or being
regarded as incapable or incompetent to fulfil their current duties,
or being pitied. In comparison with the study by Bogenschutz
et al. [28], where participants’ competencies were questioned by
line-managers, participants in this study indicated that their dis-
closure was mostly met with support and accommodation, rather
than opposition. Despite the varying reactions, in both studies
participants indicated similar fears surrounding disclosure. This
variation in reaction might suggest that the fear surrounding
incompetency might stem from personal beliefs surrounding their
illness identity, which can be denied and/or confirmed by the
external work environment, rather than originating from the reac-
tion of the external work environment. Furthermore, participants
also indicated that they feared that their colleagues would treat
them differently or pity them. As suggested by Grytten and
Måseide [37], over-emphasising MS in the workplace, by pitying
and exaggerating its impact, leaves the individual with no other
identity in the work environment other than an ill-identity.

Despite the aforementioned fears, all participants in this study
engaged in some form of disclosure. To our knowledge, there is
no literature dedicated to the motivation behind disclosing MS in
the workplace. Drawing upon social identity theory [38], it might
be suggested that the work environment acts as a natural group
of which individuals living with MS are members. This group
membership helps individuals instil meaning in the work environ-
ment, define themselves within this environment, and determine
how they engage with their colleagues. In order to maintain this
membership, individuals living with MS attempt to adopt or main-
tain characteristics that are valued in the work environment, such
as competence and commitment. However, the limitations of their
illness often hinder this relationship with the group, necessitating
compensatory actions to maintain this relationship. These actions
often take the forms of how, when, and to whom disclosure
occurs. Furthermore, negotiations surrounding accommodations
play a role in bridging the gap between the illness identity and
the social identity, ultimately enabling continued membership to
the group and continued employment. Supporting the findings of
Butler and Modaff [39] and Clair et al. [40], participants in the cur-
rent study showcased three types of disclosure and motivation for
doing so.

First, participants voluntarily disclosed to ensure continued
employment. Participants indicated colleagues were often con-
fused and questioning about accommodations that were made,
or of the individual’s commitment to their work. By continually
disclosing to colleagues and asking for accommodations, credibil-
ity within the work environment can be re-established. According
to Butler and Modaff [39], managing colleagues’ perceptions
allows the individual to engage in productive discussion regard-
ing accommodations, which in turn enables them to retain their
job. Furthermore, it might be suggested that individuals living
with MS reveal their invisible identity through normalising their
condition within the work environment [40]. For example, partici-
pants living with MS ask and make use of accommodations sur-
rounding flexi-hours, which are commonplace accommodations
that can be made in office-based settings.

Secondly, participants voluntarily disclosed to enact their val-
ues [39]. Participants in this study emphasised that they disclosed
because they do not have anything to hide, which highlights the
need to live authentically. Furthermore, participants also reported

on the personal relationships they had with their colleagues, and
that disclosure formed part of that personal relationship. These
individuals reveal their invisible social identity through differenti-
ating themselves from their colleagues and others with more
sever disability, by highlighting their differences but presenting it
as equally valid [40]. For example, by having their treatment deliv-
ered at work, or using their treatment in conversation to disclose
their MS. Clair et al. [40] states this group of individuals would be
more likely to use their differences to negotiate or “demand”
necessary accommodations. However, supporting Butler and
Modaff [39], the findings of the current study suggested that the
negotiation of accommodations are facilitated by the relationships
with colleagues, which are, in turn, maintained by sharing their ill-
ness identity and creating awareness among their colleagues of
the differences in identity. Moreover, these participants often
overcompensate for the accommodations that have been made
by, for example, offering to work overtime, in order to maintain
the relationship and demonstrate their commitment to their work.

Thirdly, participants felt it necessary to disclose in order to
manage how others perceive them [39]. Initially, these individuals
employ certain tactics, such as concealment and discretion, in
order to pass their invisible social identity as the identity of the
group, in order to enjoy the privileges associated with the group
identity [40]. Participants in this study attempted to conceal their
invisible identity [40] by actively hiding symptoms, for example,
avoiding to walk during work hours, so others might not see
them limping. Participants also engaged in discretion by eluding
personal questions. However, these tactics do not always work, or
are not always persisted, causing colleagues to notice their condi-
tion through absences and physical symptoms. When colleagues
began to notice their condition, participants reported feeling
socially obligated to provide their colleagues with an explanation,
in order to manage how they are consequently perceived [39].
Furthermore, these participants also disclosed in order to negoti-
ate accommodations, and usually only to the selected individuals,
for instance, line-managers and human resources, who are
required to know, in order for these negotiations to occur.

In order for individuals living with MS to manage their identi-
ties but still receive the necessary accommodations, an awareness
of limitations due to the symptoms associated with MS is
required. Participants in this study, being fairly newly diagnosed,
are in a period of getting to know the illness and how it affects
them. Similar to other studies, participants indicated a number of
MS-related symptoms that posed as challenges in their work
environment, such as weakness and numbness in limbs, fatigue,
blurry vision, short term memory loss, and tremors [25,27,28]. The
initial phase of becoming aware and accepting the limitations
that MS places on functioning within the work environment, has
not received much attention in existing literature on MS in the
work environment.

Participants also reported on a change in work-related prior-
ities. Participants indicated that the diagnosis of MS and the
awareness of limitations caused them to re-prioritise their goals
[27]. Some participants also indicated that, although they have
not re-established their goals yet, they acknowledge that their
goals will have to change, due to their MS, and will most likely
change throughout the progression of their illness. This prioritis-
ing of goals allows individuals living with MS to allocate their,
now more limited, resources to what they regard as important
[27]. These changes in goals and priorities will ultimately influence
how much an individual living with MS will participate in their
work environment and how much resources will be spent to
maintain this participation. Consequently, participants employ
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different types of strategies to different extents in order to main-
tain this participation.

Participants mostly engaged in problem-focused coping [41]
by employing practical adjustments to address their physical limi-
tations. It was reported that many work environment-related fac-
tors often exacerbated these physical limitations [25,27].
Participants reported that environmental factors, such as noise,
often worsened their experience of their symptoms, specifically
fatigue, showing the reciprocal relationship between physical
impairments and environmental factors. In these instances, partici-
pants indicated the need for self-management and preparation
[27]. Participants, who showed awareness of this relationship,
often engaged in self-managing activities, such as resting at
home and exercising, as an attempt to conserve energy and build
strength to curb the effects of work-related factors.

In addition to the personal strategies that individuals
employed, all participants engaged in discussions with their line-
managers about accommodations to further enable the adjust-
ment of MS in the work environment. These accommodations
took place in the form of modifying work schedules [25]. By modi-
fying work hours and being allowed to work from home, partici-
pants indicated that the flexibility in their work schedules allowed
them to manage their MS-related symptoms, as well as their treat-
ment side-effects, consequently enabling them to participate con-
tinuously in the work environment.

It should be noted that many of the strategies discussed are
extremely dependent on the resources available to those imple-
menting them. All of the individuals in this study were employed
in office-based jobs, which grants them some form of flexibility
surrounding accommodations. Furthermore, although participants
indicated the financial strain that MS treatment places on them,
they recognised that they have the financial means to make the
necessary accommodations to retain their employment. This is
however, not representative of the average South African.
Consequently, it would behove further research to investigate
how individuals in other work environments manage and accom-
modate their MS in the workplace.

The avoidance of the prospects of future decline can be con-
ceptualised as denial, which is traditionally seen as being mal-
adaptive and unhelpful. However, as Dennison et al. [42]
suggested, and as was confirmed by the findings of this study,
the unpredictable and variable course of MS complicates what, in
fact, needs to be accepted, adjusted to, or prepared for. This
might ultimately differ between the types of MS and the specific
progression of the disease, indicating that acceptance and adjust-
ment is an ongoing process, requiring different strategies for each
work-related challenge that may arise. However, this provides the
opportunity for affective intervention, as helping individuals living
with MS to adopt the necessary skill-set to deal with this ever
changing illness might prove helpful in the long-term adjustment
to MS in the workplace.

According to Paterson [43], individuals living with chronic ill-
ness shift between concentrating on either their wellness or their
illness, but have a dominant preference. Furthermore, individuals
favour encounters and experiences that do not damage their
dominant preference. The participants showed preference for
wellness in the foreground, as they are determined to overcome
the challenge of MS in the workplace, and avoid reminders of
their illness progression, as this is detrimental to their preference
for wellness. Similar observations were noted in the study by
Dennison et al. [42] who investigated early adjustment of individ-
uals living with MS (less than 8 years since diagnosis), but in con-
trast with the findings of Giovannetti et al. [44] whose

participants showed a larger variation in time since diagnosis
(ranging from 0.5 to 22 years). This discrepancy in the findings
could suggest that wellness in the foreground might be the pre-
ferred perspective of newly diagnosed individuals, with perspec-
tives changing with illness progression. However, further
investigation is required to determine the validity of this observa-
tion. Nonetheless, the findings have important implications for
the workplace. When discussing accommodations with employees
who are living with MS one should be mindful whether these
accommodations are congruent with how these individuals
choose to adapt to their MS in the work environment. For
example, discussions surrounding the long-term implications of
their illness, and the accommodations that would be needed,
might be unhelpful and even threatening to these individuals.
Consequently, coping and accommodating for challenges that are
currently experienced and requested by the employee themselves,
might prove to be more constructive and supportive of their
adaptation process.

Limitations

The study had several limitations. Firstly, recall bias may influence
the accounts that have been presented, especially concerning
those who have experienced a longer duration of time since their
diagnosis, consequently having had more time to reflect and
come to terms with their MS. Therefore, the results should be
interpreted as reconstructed experiences, rather than objective
truths. Secondly, as it is often noted in qualitative research, the
samples for qualitative research is not representative of the gen-
eral population, and the findings can therefore not be general-
ised. This is especially true for the current study, due to small
sample size and slightly skewed demographics. It would be of
interest for future researchers to either investigate the work
experience of a more inclusive and representative sample group,
concerning gender and ethnicity, or to approach the raw data
from a feminist approach, as women often experience the work
environment differently to men.

Conclusion

The findings of this study suggest that individuals living with MS
found it challenging to maintain their membership to the social
group of the workplace. To maintain this membership, partici-
pants engaged in compensatory actions that informs how, when
and to whom they disclose their illness, how they manage the
perspectives surrounding their condition, as well as how they
negotiate necessary accommodations. Accommodations are not
only necessary for maintaining work group membership, but also
to retain employment. Further, the findings suggest that individu-
als living with MS used practical problem-focused strategies to
adapt to their MS in the workplace. Despite these attempts of
adaptations, participants found it necessary to negotiate certain
accommodations with their line-managers. The accommodations
that were requested served to foreground the current well-being
of the participants and disguise their symptoms and impairments
as they were reluctant to contemplate the implications of the pro-
gression of their illness. Consequently, how participants chose to
disclose, manage the perceptions and approach accommodations
were integral to the participants’ experience of their MS in their
work environment. The findings of this study may help to guide
the development of suitable interventions and support for those
newly diagnosed with MS and still in employment. These
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interventions may help those living with MS better adapt to their
workplace and enable them to retain their career.
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