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AbstrAct
Background: Multiple sclerosis (MS), because of its early age at onset, greatly impacts the working lives of those 
affected by it in ways linked to different factors, both professional and personal. It has been observed that only a small 
percentage (20-40%) of workers with MS retain their jobs after the diagnosis. When identifying factors determin-
ing job retention or loss in this setting, it is essential to consider the direct perspectives of people with MS (PwMS). 
Methods: A qualitative study, based on the conduction of two focus groups, was conducted to explore the personal 
experiences of PwMS who work. Results: The results show that there are numerous factors, both positive and nega-
tive, that can influence these people’s ability to retain their jobs. The climate established in the workplace and the rela-
tionship between workers with MS and their colleagues were fundamentally important aspects, as was knowledge of 
the disease at the level of public opinion. Conclusions: Managing work is a complex undertaking for people with a 
disabling condition like MS. There needs to be greater awareness of the employment rights of PwMS. Improving these 
knowledge-based aspects could undoubtedly improve the quality of the working lives of PwM.

1. IntroductIon

Multiple sclerosis (MS) is a chronic inflamma-
tory and degenerative disease of the central nerv-
ous system [1]. An estimated 127,000 people in 
Italy have MS and 2.8 million live with the disease 
worldwide, including a million in Europe [2].

Because of its early age at onset, MS greatly im-
pacts the working lives of those affected by it, in 
ways linked to different factors, both professional 
and personal [3, 4]. According to the literature, 90% 
of people with multiple sclerosis (PwMS) worked 
before their diagnosis, and around 60% were work-
ing at the time of it; however, only a small percentage 
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(20-40%) continued working after being diagnosed 
with MS [5]. Recent European studies showed em-
ployment rates ranging from 31% to 65%, which 
depended on many factors: sociodemographic, clini-
cal, therapeutic and related to working conditions 
[6-9]. Indeed, in a recent Italian study, work difficul-
ties were found to be related to invisible symptoms 
such as fatigue and mood disorders and not just to 
the presence of comorbidities and disability levels 
[10]. These findings suggest that PwMS find it dif-
ficult to work or remain in work. However, they also 
highlight areas ripe for potential interventions and 
developments.

This study was conducted as part of a broader 
project, funded by the Italian National Institute 
for Insurance against Accidents at Work, named 
“PRISMA: Prevenzione rischi, Reti collaborative, In-
clusione lavorativa nella Sclerosi MultiplA dalla con-
oscenza della realtà lavorativa delle persone con SM in 
Italia alla messa a punto di modelli e programmi in-
novativi per l ’inclusione lavorativa” (PRISMA: risk 
prevention, collaborative networks, work inclusion 
in multiple sclerosis: from knowledge of the work-
ing reality of people with MS in Italy to the de-
velopment of innovative models and programmes 
for work inclusion). It was conducted to improve 
the workplace inclusion of PwMS in compliance 
with their fundamental rights and with the princi-
ples of accessibility and health and safety at work. 
The findings reported herein refer to a qualitative 
study undertaken to explore, based on the experi-
ences of PwMS, the main factors associated with job 
retention/loss in this population. Particular atten-
tion was paid to relevant topics such as MS-related 
symptoms, the work environment, the attitudes of 
others in the workplace, financial considerations, 
as well as good practices to promote reasonable 
accommodations.

2. Methods

2.1 Study Design and Settings

The study involved creating two focus groups 
(FGs) which, because of the pandemic, had to 
meet using web conferencing technology [11]. 
The FG sessions lasted around two hours, and 

each saw the participation of five/six PwMS (the 
group included residents of both northern and 
central-southern Italy), as well as a moderator 
and two observers. The participants were identi-
fied through the local sections of the Italian MS 
 Association (AISM) based on the following se-
lection  criteria: male or female; being of working 
age (18-65 years); either being in work or out of 
work for no more than 3 years. The identified sub-
jects were contacted via email and invited by the 
researchers to participate in the FG activity after 
signing the relevant privacy information and in-
formed consent documents.

2.2 Data Analysis

Both FG sessions were recorded with the 
 participants’ consent, and in each one, the mod-
erator, who had an outline of the topics of inter-
est, guided the discussion. On the other hand, the 
interview’s analysis was guided by a (constructivist) 
grounded theory [12].

At the end of each FG session, two researchers 
(AV and EP) independently codified the raw tran-
scripts. Basically, after a joint discussion of the inter-
pretations, they developed a coding framework [13] 
and used the constant comparative technique (open 
coding) to identify emerging themes [14].

3. results

In total, 17 PwMS were contacted (12 women 
and 5 men). Of these, only 10 (all women) agreed 
to participate in the study. The participants  
(a healthcare worker, two office workers, a researcher, 
a freelancer, a hotel employee, two teachers, a social 
worker and a call centre operator) ranged in age 
from 30 to 65 years, and all but one were actually in 
work at the time of the survey. Most participants had 
a disease duration of less than 10 years; in just one 
case, the diagnosis dated back more than 30 years. 
The PwMS taking part in the study reported differ-
ent degrees of disability: two PwMS used walking 
aids (sticks), another had difficulty climbing stairs/
steps, one used a wheelchair, and all struggled with 
fatigue.
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3.1 Diagnosis Disclosure

Only one main topic emerged in this area of dis-
cussion, namely the role of colleagues and of the in-
dividual’s superior or employer.

Various interventions by the participants un-
derlined just how crucial it is to get on well with 
colleagues. Good working relations can help build 
a climate of trust in which PwMS find they can dis-
close their condition and talk about their difficulties.

…My colleagues were very sympathetic and support-
ive… they don’t discriminate against me or judge me in 
any way.

The findings differed regarding the role of 
 superiors/employers, given that these figures seemed 
to play no part in the participants’ decisions to dis-
close their diagnosis. Only one participant mentioned 
her superior, but more to underline that person’s par-
ticularly empathetic nature rather than any aspects 
linked to their role. In this case, the superior even 
took the trouble to identify the “best” hospital where 
the participant might seek a diagnosis.

…I really couldn’t understand what was wrong with 
me, and it was my boss who made the necessary enquir-
ies and got me admitted to an excellent hospital where I 
finally got the correct diagnosis.

In short, being met with empathy and under-
standing from colleagues and direct superiors is 
fundamentally important when a person with MS 
has to disclose their diagnosis. Having an under-
standing and sensitive colleagues or a boss with the 

same attributes, capable of putting the person with 
MS at their ease and reassuring them that their con-
dition will not be used as an excuse to slow down/
block their professional growth or career, emerged 
as an important aspect during the discussions.

…when I got my diagnosis, I didn’t mention it at 
work as I was afraid that I might end up being excluded 
from work projects or applications for funding… when 
we got a new supervisor, who is an understanding and 
helpful person, I did speak out about my illness; it didn’t 
change a thing at work, no allowances are made for me, 
which is fine by me!

Other participants in the public and private sec-
tors had no problems informing their colleagues 
of their diagnosis. In some cases, colleagues were 
the first to be told; in others, it was the superior/
employer.

Finally, it was found to be fundamental to have 
good relationships with colleagues in order to accept 
or enjoy certain benefits without feeling uncomfort-
able or fearful of being judged by others.

…colleagues made me feel bad about the remote 
working, they weren’t happy about it…

All the FG participants stated that they never 
used their illness as a way of “getting out of things” 
at work but only mentioned it to get help when 
necessary (e.g., in the case of the healthcare worker, 
who needed to avoid excessively physically demand-
ing tasks or patients).

…my colleagues help me out; they deal with the most 
challenging neurological and orthopaedic patients be-
cause I can no longer treat them. It’s too much of a strug-
gle for me…

3.2 Work Benefits

Three main topics emerged in this discussion 
area: the types of work contracts assigned to PwMS, 
their access to remote working, and reasonable ac-
commodations. All the participants except the 
freelancer had standard work contracts and could, 
therefore, be absent due to illness for a period of six 
months without significant consequences.

…I am allowed up to six months of sick leave per year 
by contract and I use it when I need to.

The discussion on work benefits also revealed 
that the possibility of working remotely, granted to 

Table 1. Topics that emerged during the FG sessions within 
the different areas of discussion

Areas of discussion Topics
Diagnosis disclosure The role of colleagues and 

superiors/employers
Work benefits, 
 especially during the 
pandemic

Contract types
Working remotely
Reasonable accommodations

Institutional figures 
of reference

The occupational physician

Aspects influencing 
job retention

The role of colleagues
Support for managing family life/
work
Getting to and from work
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…I got no suggestions on how my role at work might 
be adapted…

Furthermore, the participants tended to be rather 
“suspicious” of the occupational physician in the 
company’s employ and could potentially place ob-
stacles in the way of their professional advancement.

…after all, the doctor is paid by the company and, 
therefore, has the company’s interests at heart, not ours

This professional figure was found to be absent in 
public sector workplaces; only in one particular case, 
at the specific request of the participant, was a meet-
ing with an occupational physician organised. On 
the other hand, as reported by the participants, an 
occupational physician was more likely to be present 
in private workplaces.

…you don’t find them in schools, I don’t know of any. 
…but in the private sector, you do, and they can be a 
mixed blessing!

Finally, an unmet need came to light, namely the 
need for the presence, within the company, of a spe-
cially trained person capable of modifying the tasks/
duties of PwMS in the event of any worsening of 
their condition.

…our coordinator is very understanding and 
 supportive, and she talks over my situation with the 
bosses, but she is not trained… my area manager un-
derstands because he is in a similar position, but he is 
not trained …

3.4 Aspects Influencing Job Retention

In this area, the discussion centred on three main 
aspects, seen as factors influencing job retention, 
namely the role of colleagues, the presence of sup-
port for managing work-life demands, and the “bur-
den” of getting to and from work.

Once again, a plus point was being on good terms 
with colleagues, since they are in a position to en-
courage PwMS, and can understand the situations 
and problems they have to deal with. In some cases, 
colleagues could be a source of “gratification” for 
PwMS, when they recognise and acknowledge the 
strength and courage they show in addressing and 
overcoming their difficulties.

…I thought that my colleagues might discrimi-
nate against me, but instead they admired me for how 
bravely I face my daily difficulties. …I felt quite moved 

some participants during the pandemic, sometimes 
created difficulties, either because the women felt 
that their colleagues were not happy about it, or 
because they would prefer to have been assigned 
other duties so that they could continue to come 
into work.

…they got me to stay at home because I am immuno-
suppressed, but I would have preferred to change roles 
and work on refresher courses or something else…

Generally speaking, for all the participants, the 
expression “reasonable accommodations” had nega-
tive connotations, which made us realise that none 
of them really understood its true meaning.

In fact, they themselves admitted that they 
weren’t familiar with the term, or associated it with 
the idea of having to “make do” or “compromise”, 
and therefore with the idea of having to give up or 
forfeit something.

…it’s a compromise, a negative thing, because you 
have to give up one thing in order to get another… 
[it’s something] designed more to benefit the company 
than the person… [it’s] about having to give up a part 
of yourself... or having to adapt to what the company 
wants from you.

When explicitly asked, “What comes to mind 
if I talk of reasonable accommodations?” the par-
ticipants gave answers relating to settings that have 
nothing to do with work. Again, this suggests that 
none of the participants knew what “reasonable ac-
commodations” meant.

…Having to wait a year for a new car to arrive to 
have one with superior specifications…

Only one person knew the true meaning of rea-
sonable accommodations and the laws governing 
this field.

3.3 Relations with Institutional Figures of 
Reference

The only topic to emerge in this discussion area 
concerned occupational doctors and their role to-
wards workers affected by MS. While recognising 
the importance of the occupational doctor, the par-
ticipants generally felt that these professionals were 
“not experts” in the field of MS, as they had not 
managed to suggest suitable tasks/duties based on 
the severity of the condition.
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them at ease. Such colleagues can create a relaxed 
working environment and climate of trust in which 
PwMS can raise the subject of their condition and 
discuss their difficulties. An easy environment can 
also help them avoid feeling uncomfortable or criti-
cised whenever a benefit (such as remote working) is 
offered. Very often, however, participants, especially 
in the private sector, felt “inhibited” about inform-
ing their superior or employer of their diagnosis; 
conversely, public sector workers often informed 
their superior/employer of their illness before their 
colleagues. These results align with the literature, in 
which a fear of being discriminated against is re-
ported as the main reason for not communicating 
the diagnosis [15]. Finally, all the FG participants 
agreed that the reason they disclosed their diagno-
sis was never to obtain concessions or benefits but 
only so that they might get any help they needed. 
This shows that PwMS just want “normality”, i.e., 
to have a job and be treated like their colleagues, 
without any special favours.

The discussion of “work benefits” showed that 
PwMS, both in the public and private sectors, 
have standard work contracts that do not cater to 
disease-related needs. However, these contracts al-
low up to six months of sick leave, meaning PwMS 
can be off work without creating any particular 
problems. Remote working was found to be a help-
ful measure, but also difficult to manage. During 
the pandemic, some of the PwMS taking part in 
this study, depending on the nature of their work, 
were allowed to work from home; for some of them, 
however, this was not a positive experience since 
they felt that their colleagues were not happy about 
the decision, especially when it affected their work-
loads. In one case, remote working was a negative 
experience because it made the participant in ques-
tion feel excluded from the workplace, so much so 
that she offered to undergo specific training to be 
able to switch to another role. This led us to ques-
tion whether the participants knew the meaning of 
the expression “reasonable accommodations”. Their 
various answers, negative or unrelated to the work-
ing environment, suggested that the term is not very 
well known. Therefore, there seems to be a need for 
an awareness-raising campaign about MS, aimed 
both at employers and at PwMS who work.

when the principal, during a meeting, said that diver-
sity is a source of enrichment.

Juggling work and family life can be challenging, 
especially for women with MS. One of the partici-
pants, who still lives with her elderly parents, de-
scribed the situation as “heavy”.

…my mother has been looking after me for more than 
20 years, but it’s heavy, it stresses me out…

In many cases, the women needed external 
support to manage the home (once a week, or as 
needed), or their husbands contributed. One of the 
participants, who lives alone and uses a wheelchair, 
said she needed round-the-clock support.

…I live alone and am in a wheelchair, and so I need 
help. I have found a carer who lives in with me …

In one case, AISM was asked to provide support 
in managing the period immediately after the birth 
of the participant’s first two daughters.

…with my first two pregnancies, AISM helped me 
manage the post-partum period…

Getting to and from work was found to be a bur-
den either because public transport is not geared 
for those with walking difficulties or, in the case of 
those using their own cars, because it is onerous and 
time-consuming, taking away time that could oth-
erwise be spent on self-care.

…for me it’s a real problem getting to work. I strug-
gle with one leg and can’t use public transport, so I take 
the car, but parking is really expensive…; physiotherapy 
is really important, but you have to have time for it. If 
you work, and it takes you ages just to get to work, then 
there isn’t much time left over for physiotherapy…

The participant, who uses a wheelchair, said that 
she has to pay someone to take her from home to 
school (due to inefficient local council social ser-
vices) and someone else to help her get around once 
she is at work.

…I live 5 minutes away from my place of work, 
which is a quarter of an hour in a wheelchair, but I have 
to pay someone to take me to school because I get no help 
from council social services, they never got back to me.

4. dIscussIon

The PwMS taking part in the two FGs, talking 
about “disclosing the diagnosis”, revealed that it helped 
to have empathetic and sensitive colleagues, putting 
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emotional factors often interfere with the social and 
relational dimensions of these individuals’ lives.

5. conclusIon

These results show that managing work is a 
complex undertaking for people with a disabling 
condition like MS. They also show that there are nu-
merous factors, both positive and negative, that can 
influence these people’s ability to retain their jobs. 
The main influencing factor is the role that can be 
played by colleagues with whom they have a good 
relationship; colleagues who are able and willing to 
provide support at difficult times facilitate the abil-
ity to remain at work. Another aspect found to be 
crucially important in this setting is the need for 
greater knowledge of MS both at the level of public 
opinion (colleagues and superiors/employers) and 
among occupational doctors. Similarly, there needs 
to be greater awareness of the employment rights of 
PwMS. Improving these knowledge-based aspects 
could undoubtedly improve the quality of the work-
ing lives of PwMS.
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Society today generally demands that peo-
ple participate more actively in their own 
self-determination, but in the case of PwMS, this is 
complicated by the fact that they are often unaware 
of the range of opportunities, such as reasonable ac-
commodations, that are open to them.

Previous studies report that PwMS have a par-
ticular need for reasonable accommodations, which 
are essential to allow them to continue doing their 
jobs even as the disease progresses [16, 9].

During the discussion on “Institutional figures of 
reference”, it became clear that the role of occupa-
tional physician is poorly recognised. Indeed, these 
doctors are not always present, and even when they 
are present, they often fail to appropriately review 
the work roles of PwMS. This could possibly be due 
to a lack of specific training. In private workplaces, 
where occupational physician are more likely to be 
present, workers with MS have some misgivings 
about them since they are employed by the company 
and could, therefore, potentially interfere with their 
careers. In accordance with the literature, our results 
suggest that occupational doctors need to be pro-
vided with targeted and ongoing training to ensure 
that they are better able to respond to the needs and 
wishes of PwMS [9].

Finally, in the discussions on “aspects influencing 
job retention”, good relations with colleagues, help 
from family members, carers/home helps, and pa-
tient associations (e.g., AISM), and a short distance 
to work all emerged as elements making it easier 
to continue working. On the other hand, a lack of 
efficient local social services and a medium-long 
commute (deemed burdensome due to walking dif-
ficulties, a lack of adequate public services, or the 
expense involved) were found to be obstacles. Here, 
our results again reflect the evidence of elements 
that emerged during our FG discussions [16].

One major limit of our study is the absence of 
men among the PwMS taking part in the SG ses-
sions, given that it would certainly have been inter-
esting to have the perspectives of working men with 
MS. It is also to be noted that most of the patients 
who withdrew their consent to take part did so at 
the last minute, mostly due to feelings of anxiety 
or mood disorders. This latter aspect shows how 
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