
‘Always looking for a new balance’: towards an understanding 

of what it takes to continue working while being diagnosed with 

relapsing-remitting Multiple Sclerosis 

Abstract 

BACKGROUND: The aim of this study was to gain insight into the 

meaning of work in the everyday lives of people with relapsing-remitting 

multiple sclerosis, and the barriers and facilitators to staying in work. 

METHODS: Nineteen employed adults diagnosed with relapsing-

remitting multiple sclerosis participated in narrative interviews. All 

interviews were transcribed and coded for thematic analysis. 

RESULTS: For people with relapsing-remitting multiple sclerosis, 

continuing to work was a precarious balancing act. Five themes influenced 

this balance: becoming familiar with the disease, adjusting expectations, 

having an understanding and realistic line manager, seeing work as 

meaningful life activity, and strategic considerations. 

CONCLUSIONS: People receiving a diagnosis of relapsing-remitting 

multiple sclerosis have to refamiliarize themselves with their own body in 

a meaningful way to be able to continue their work. Rehabilitation 

professionals can support them herein by taking into account not merely 

functional capabilities but also identity aspects of the body. Medication 

that stabilises symptoms supports making the necessary adjustments. A 

trusting relationship with the line manager is vital for this adaptation 

process. Additionally, a match between being adequately challenged by 

work, while still having the capacity to meet those work demands, is 

needed, as is long-term financial stability 
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Introduction 

Multiple sclerosis (MS) is a chronic and unpredictable neurological condition 

with its diagnosis typically occurring between ages of 20 and 40 years (1). At 

this stage in their lives, people are often in the process of making decisions 

about job interests, just entering the workforce, or possibly already well-

integrated in professional life with a work history of ten or more years. There is 

a growing body of work focusing on the exploration of the impact of MS on 

employment status (2–5). Unemployment rates of 55–58% have been observed 

among people with MS (4,6). Naturally, unemployment causes increased 

financial strain on both individuals’ and public resources. In addition, the value 

of employment for the individual extends beyond the financial considerations of 

paid work. For many, work provides social legitimacy to live and it may be the 

principle source of personal identity (7,8). 

The physical and cognitive symptoms of MS represent a major barrier to 

employment (2,5,9). The most pervasive symptom of MS, fatigue, strongly 

affects physical, mental and social aspects of someone’s job (2). However, it has 

become increasingly acknowledged that the causes of unemployment in MS are 

more complicated than a simple relationship between symptoms and work 

capacity. Rather, they involve a complex interaction between disease-related 

factors, personal factors, and contextual factors (3,10,11). As such, there is a 

need to study this interaction from the perspective of the person with MS in 

order to understand how people with MS themselves meaningfully connect the 



various aspects that play a role in their employment (12). To date, most studies 

are focused on the barriers to and, to a lesser extent, the facilitators for job 

retention among people with MS (2,9,12,13). More insight into what people with 

MS themselves deem important for job retention and the motives and 

explanations they provide for succeeding in the work environment may offer 

more practical clues for rehabilitation practices, as well as potential avenues for 

further research.  

This study was conducted in the Netherlands. As in other Western 

welfare states, disability benefits have been tightened as of late and the 

government increasingly encourages labour market participation of people with 

chronic conditions. Meanwhile, the employer is primarily responsible for 

occupational health and is obliged to pay at least 70% of the salary of a sick 

employee for up to two years. During this two-year period both the employer 

and the employee have to cooperate on a return-to-work plan. If the employee is 

still on (partial) sick leave after two years, a government benefit called ‘Work 

and Income Act’ may be requested at the Institute for Employee Benefits 

Schemes.  

MS has several forms of presentation. This study focuses on people with 

MS with a relapsing-remitting disease course (RRMS), which accounts for about 

80% of the people who are initially diagnosed with MS (14). RRMS is 

characterized by periodic disease exacerbations, i.e. it features a sudden onset of 

or increase in symptoms, followed by a full or partial recovery. The aim of this 

study was to examine the meaning of work in everyday life and the barriers to 

and facilitators to staying in work from the perspective of people with RRMS. 

 



Method 

Study design 

This study followed a narrative design and used semi-structured interviews 

according to the method of narrative inquiry. Narrative inquiry is a form of 

qualitative research that is grounded in hermeneutic philosophy and focuses on 

the understanding of lived experiences via narratives (15). Narrative inquiry 

enabled us to identify critical events in the process of job retention from the 

perspective of the person with RRMS.  

Setting and ethics 

This interview study of MS patients’ experiences is part of a larger Dutch 

research project called the MS@Work study, which examines predictors of 

(changes in) employment status and work absenteeism in RRMS patients over a 

period of three years (5). The Medical Ethical Committee Brabant approved the 

study protocol of the interview study as a supplement to the protocol of the 

MS@Work study (NL43098.008.12). Participants were provided with a detailed 

information sheet and all participants provided separate written informed 

consent for the interview study. 

Sampling and participants 

The participants for this study were recruited from the database of the 

MS@Work study. The participants of that larger study were recruited from 

outpatient clinics in the Netherlands by neurologists and MS nurses according to 

the following inclusion criteria: (1) being diagnosed with RRMS according to 

the McDonald criteria 2010 (16); (2) being 18 years or older; (3) being currently 



employed or being unemployed for no longer than three years. Participants of 

the MS@Work study were separately informed of this interview study via two 

methods: 1) A letter was sent by mail to a randomly selected group of 40 people 

by the department of Neurology of the Elisabeth-Tweesteden Hospital. Twenty 

people responded by signing up by e-mail to take part in an interview. 2) A call 

for participation in the interview study was put in a newsletter that was sent by 

e-mail to all participants of the MS@Work study. In response, seven additional 

people communicated the wish to participate in an interview. The combined 27 

people who had registered were all included. 19 were currently employed and 

eight were no longer in employment. This paper’s main focus is on those 

participants who were still employed at the time of the study. We initially aimed 

for 20 interviews with employed people with MS but stopped at 19 interviews as 

no new themes emerged in the stories and saturation was reached (15). 

Procedure 

Data gathering took place between September 2015 and April 2016. The 

interviews were conducted by the first author in the homes of the participants. The 

participants were all from middle class backgrounds and were living in different 

cities across the country. The interviews lasted between 40 and 95 minutes, with 

an average duration of 61 minutes. The interviews were semi-structured and 

started off with a question about the participant’s occupation. Topics introduced 

by the researcher were: the process leading up to the diagnosis of MS, the 

participant’s response to the diagnosis, disclosure of the diagnosis in the 

workplace, the role of MS in performing professional tasks, important people and 

decisive factors that helped them remain at work, the meaning of work, and future 

prospects regarding work. The interviews were relatively open and the 



participants could choose to focus more on certain aspects or to introduce other 

topics. Table 1 shows the participants’ demographics.  

 Table 1 

Data analysis 

Upon their completion, the first author and a student assistant transcribed the 

interviews verbatim with all identifiable information removed from the 

transcripts. The transcriptions of the interviews were analysed following a 

thematic approach using the method of narrative inquiry. All narrative inquiry is 

concerned with content (‘what’ is said), but in thematic analysis the content is 

the exclusive focus. This is in contrast to structural analysis, in which attention 

is also paid to ‘how’ something is said, ‘to whom’ it is said and ‘for what 

purposes’ (15). Thematic analysis matched our research aim and involved the 

following phases: familiarization the with data, generating the initial codes, 

searching for themes among codes, and finally reviewing, defining, and naming 

themes (29). Writing a narrative report of each interview facilitated the process 

of familiarization with the data. To ensure the validity of the research, the report 

was sent by e-mail to the participants for member checking. In addition to 

checking whether the narrative corresponded to their experiences, participants 

were asked to give a title to their story (17). After some minor changes, all 

participants agreed with the report. Six participants could not come up with a 

title. The titles of the 13 stories are listed in table 2. Subsequently, the 

transcripts were imported into a qualitative data analysis program (ATLAS.ti. 

version 1.0.49). The first author coded the transcripts by assigning codes to the 

text based on words or phrases. Multiple coding was applied to a part of the 



interviews to enhance inter-rater reliability (18). The second and fourth author 

cross checked coding strategies and interpretations and their insights were 

discussed. Subsequently, the first author refined some of the codes and 

compared all codes to identify broader categories of subthemes and key themes. 

The list of key themes and subthemes was discussed with all three other authors. 

Since only the first author was trained in qualitative analysis, the whole process 

was also discussed with peers of the University of Humanistic Studies with 

extensive experience in qualitative research. 

Results 

The thematic analysis revealed 5 themes. These were: 

(1) Becoming familiar with the disease;  

(2) Adjusting expectations; 

(3) The understanding and realistic line manager; 

(4) Work as meaningful life activity; 

(5) Strategic considerations. 

The themes and subthemes are presented in table 3 and will be further explored 

below, illustrated by quotations.  

 

   Table 3 

 

1. Becoming familiar with the disease  

The process leading up to the diagnosis was different for everyone. Some had 

received a diagnosis of MS within a few weeks after the first symptoms 

occurred. For others the diagnosis provided an explanation for previously 



unexplained, longstanding symptoms. All stories started with the participants 

describing how they had noticed strange bodily sensations and the realization 

that something was wrong. It involved sensations such as numbness, tingling, 

double vision, loss of balance and dropping things.  

Participants described undergoing a series of medical tests before a 

diagnosis was made. Using current techniques, this process typically lasts no 

more than a few weeks. During these weeks, most participants called in sick at 

work. The reasons for this varied: hospital appointments being scheduled during 

working hours; people feeling overwhelmed by emotions like anxiety, confusion 

and stress during the diagnostic process; physical complaints; low energy; or 

side effects associated with prednisolone treatment commonly administered 

during a relapse.  

Although the diagnosis had turned everyone’s world upside down, its 

timing and impact depended on the type and severity of the experienced 

symptoms. The stories of the participants suggest that the diagnosis only became 

truly meaningful when physical and/or cognitive symptoms started impeding 

their daily (professional) activities. 

 I followed a two-year rehabilitation project with a psychologist; exercises, 

an all-in package so to speak. That has given me some peace, but still you 

have to go through the things yourself and see how you fit your MS into 

your life. In the beginning, I was like ‘What MS? I’ll just keep going!’ but 

you often have to face the facts, and then you have to learn to adapt to 

what your body says. (…) It’s important to make choices; it's just every 

time deliberating on how to handle it. (…) Sometimes my body still 

surprises me, it's a constant battle with your body. I think I succeeded, 

finally, but there are still situations that I think: and now I'm the boss (…) 

Now I realize that MS is more the boss than I would have wanted and if I 

don’t accept that, I will feel it. (Participant 8) 



Becoming familiar with the disease was described as a voyage of 

discovery, in which boundaries, i.e. what is still possible given the limitations 

imposed by the disease, were explored. Many stories contained episodes in 

which participants had to report in sick due to overburdening themselves, often 

labelled as ‘burn-out’. It felt to them like an iterative process of trial and error, 

as symptoms could vary and a relapse could suddenly bring the disease back to 

the forefront, requiring further adjustments.  

Everything that happens to you is like a learning process that you have to 

go through. It gets hard when symptoms occur again. When it’s kind of 

stable you can put it to the background giving you the feeling that nothing 

is going on. But then you encounter new complaints, things that you've 

never had before and that scares me. Recently, I was really shocked when 

in September I suddenly didn’t feel my arm anymore; that was awful. 

(Participant 11) 

Any sense of familiarity was always partial, because the disease could 

suddenly manifest itself differently. Participants indicated that the process of 

becoming familiar with the disease was primarily an individual matter in relation 

to their body. However, the MS nurse played a significant role in most of the 

stories and participants reported that knowing some general characteristics of 

MS felt helpful. Being aware that a relapse and the associated episodic disability 

was just temporary was reassuring and prevented participants from making rash 

decisions such as reducing working hours or quitting their job. Participants 

described both living more in the present, and a process of coming to accept that 

there were aspects of MS outside of their control. Indeed, besides knowing the 

fact that MS is incurable, it has so many manifestations that it remained unclear 

for the participants what the future would hold. One participant described MS as 



a grey zone: it is never black or white and some questions will always be 

unanswered.  

Getting to know the disease was experienced as an emotional, chaotic 

and intense process in which the participants were preoccupied with their own 

body. This left little room for reflecting on what the new situation could mean 

with respect to work. 

 

2. Adjusting expectations 

When participants had become acquainted with their changed bodies and had 

experienced what was and what was no longer possible, they were able to start 

the process of adjustment. In many cases, this was supported by successful 

disease modifying therapies that stabilized symptoms and allowed concerns 

regarding the ‘sick body’ to be shifted more to the background. Conscious 

decisions about life activities including work had to be made in order to restore a 

certain balance. This required social and emotional processing, because 

expectations of (working) life had to be adjusted and long-term career plans and 

aspirations often had to be altered. Fatigue was the most cited reason for making 

adjustments. 

In the beginning, I didn’t see my limits. I always biked to work, seven km, 

just to show that I could do it, to prove it to myself and to my environment. 

(…) It was confronting at work; I couldn’t remember stuff I had done a 

hundred times before. That’s very hard. I had to ask many things. (…) I 

would prefer to go back to work and bury my head in the sand. But my 

mind says that’s impossible. Work demands a lot of me now because I 

don’t want to make mistakes, I want to prove myself. But when I come back 

home I notice that I’ve passed my limits and that it just takes too much. 

(Participant 13) 



The changing course of MS meant that expectations frequently needed to 

be adjusted and therefore any achieved balance was always precarious. 

Participants felt responsible for adjusting the expectations of their colleagues 

and line manager, because their symptoms were often invisible and those people 

were typically unfamiliar with MS. 

I think my own role (in retaining work) is ultimately the most important 

because it obviously has a lot to do with how you position yourself. How 

open you are about what happens to you (…) how honest you dare to be 

about what it does to you, physically but also mentally for example. (…) 

But I think it’s especially important to keep communicating, explaining 

what's going on, why, how you feel about it.’ (Participant 7)  

 

That (openness) has become common for me, but that’s what I have 

learned over the years; I have to talk. (…) They (colleagues) don’t know 

how tired I am or how tired I am in my head. (…) You have to learn that, 

you have to really learn, yes. Because usually, I think to myself, I leave my 

misery at home. But that doesn’t work. Then I will be tired, grumpy and 

irritable at home. If you do not show them what’s really going on inside 

you, you cannot get the understanding of your colleagues. (Participant 2) 

During the early years of their disease and when disease progression was 

stable, seven participants had taken up a new position, four of whom had to 

change employers. An excessive workload and the level of physical load were 

put forward as reasons for this change. The stories showed that although the 

initiative to change jobs was taken by the participant, there was a heavy 

dependence on opportunities within the organization and especially on the 

willingness of the employer. Not every employer was able to empathize and see 

alternative possibilities. 

If I hadn’t suggested it myself… they said they were glad I came up with 

something. They didn’t see the link between someone who’s working with 



customers and someone at the audit department. Apparently, that didn’t 

make sense to them while I find it completely logical. Well, it's not up to 

one or the other. You have to do it together and you should have a 

willingness from both sides to give it shape. (Participant 14)  

 

3. The understanding and realistic line manager 

The process of becoming familiar with the disease emerged as a predominantly 

individual process. However, the line manager played a significant role in 

allowing the participants to invest time and effort in this process and in enabling 

the necessary adjustments. With one exception, all participants thought it was 

appropriate to inform their line manager of their diagnosis and considered 

disclosure a prerequisite for understanding. They often added that the line 

manager was already aware of existing symptoms. One participant with a 

temporary contract at the time of diagnosis decided to postpone disclosure until 

she had a fixed contract. Retrospectively, participants valued the time and space 

they had received from their line manager during the onset of MS to become 

familiar with the disease. In some cases, this was imposed upon them.  

The first symptoms occurred in September. In October, my line manager 

called me in sick for a few hours a day because she thought I was acting 

weird in the afternoon. (…)  

Interviewer: Did it make sense to you what she (line manager) said?  

Not at that time ... but now retrospectively, yes. I do understand now what 

she said, but at that moment I thought, that it was not too bad ... But now I 

realize she was right. She could explain it well. (…) 

Interviewer: But at that time ... 

No, at that time I didn’t recognize that... but then I had so many crazy 

things, so many complaints at the same time that I was a bit dazed... not 

really aware of the fact that I was acting differently in the afternoon than 

in the morning… I didn’t think about that at all. (Participant 3) 



Participants described an understanding line manager as someone who 

acknowledged the existence of the disease, was informed about the 

characteristics of MS, and was attentive to their personal experiences. 

Participants highlighted that having trust in their line manager facilitated 

openness in discussing their experiences and concerns, and that this trust had 

often evolved over a period of time. They also indicated the importance of clear 

agreements regarding mutual expectations. Having knowledge about (RR)MS 

enabled the line manager to accept the unpredictability of symptoms and 

resulting sudden illness reports. 

The stories described a line manager who took care of the well-being of 

the employee as someone capable of realistically assessing both the capabilities 

and limitations of the employees with MS. Because of loyalty towards their line 

manager and colleagues, participants frequently exceeded the limits imposed by 

their MS. The line manager, regularly informed by colleagues about the 

situation, played an important role in putting a brake on the participants. 

My manager said: it's done, you should go home. He noticed that I had 

problems with my commitment and loyalty to my employer.  

Interviewer: How was that for you when he said that? 

I was glad because I realized that I no longer knew how to get around. It 

was a relief that he said it. I myself I wouldn’t dare say it. My husband had 

already said a few times that I should stay home, but I felt I had to do 

things. In hindsight, I’m very grateful for giving me a few months to 

discover what MS means in my life. Where my limits are and how I can 

deal as well as possible with these limits. (Participant 6) 

 

4. Work as meaningful life activity  

Participants indicated that work continued to be important for them, but that it 



was no longer as important as it was before. Additionally, the motivation to 

make a career in the sense of striving for a higher position decreased, because it 

was no longer considered to be realistic. The knowledge of stress potentially 

having detrimental effect on the disease course of MS made participants 

reappraise their situation and renounce previously held career aspirations.  

I think I can put work into better perspective now. Unlike my colleagues, 

I’m able to hold a more down to earth view. This has no consequences for 

the quality of my work. I mean, it's not that I don’t care at all. Take for 

example the new computer system that will be introduced within a few 

months. My colleagues feel terribly worried about it. They’re afraid that 

things won’t work out. I think, well, we’ll see, let’s take each day as it 

comes. (Participant 18). 

In general, participants described adopting a more relaxed attitude 

towards professional life. Such a change in attitude was necessary to enable 

them to be able to ‘listen’ to their bodies and to adjust their expectations 

accordingly. The participants indicated that in order for work to be a meaningful 

life activity, a balance should be found between being challenged and having the 

feeling that their work could be performed satisfactorily. Having the option of 

working flexible hours and working from home, as well as having work that was 

not physically demanding, were perceived as supportive to the decision to keep 

working. The majority of the participants considered a good relationship with 

their line manager, as well as the perception that they were valued, important for 

job satisfaction.  

Feeling part of society, valued, and appreciated by others were important 

motivations to continue working as long as possible. The meaning of work was 

described by many participants as ‘participating in the real world’. One 



participant who only worked 3 hours a week at the time of the interview 

provided an analogy of the mainland and an island:  

I’ve always enjoyed working. Now, I feel as if I stand outside of society. It's 

like you're on an island, and you see the mainland well, you see what is 

happening but you’re not part of it. You observe it from a distance, how it 

really is, from the other side. That’s how I feel it. (Participant 13). 

5. Strategic considerations 

In the Netherlands, a meeting with an occupational physician takes place once 

an employee is on sick leave for six weeks or when a chronic illness has been 

detected. Participants were well aware that the occupational physician was hired 

by the employer. In their perception, the physician was obviously focused on 

them being able to function at work, rather than on their broader well-being.  

I have the idea that occupational physicians can never be neutral because 

they are paid by the company. That's my view though. She treated me well 

but it was not like she understood me. She didn’t really listen to me, 

especially the psychological part, which is also quite invisible and 

therefore very difficult. I mean, what’s the truth? That was a huge 

difference with my general practitioner and my psychiatrist who 

understood me really well. (Participant 9).  

Moreover, the narratives showed that occupational physicians had little 

knowledge of MS, and frequently assumed that MS was a progressive disease. 

This regularly led to misunderstandings and a sense of not being taken seriously.   

The legally defined two-year period during which the working relations 

remain intact, regardless of the actual working hours of the employee, played a 

key role in the narratives. This measure provided an incentive for the 

participants to do their utmost to resume working the full hours of their contract. 



At the same time, this caused some participants to go far beyond their limits, 

often resulting in a full sick leave. 

I just want to be back at 100% in October because in January, I’ll be on 

sick leave for two years. And then I'll see how long I'm going to keep that 

up. I am quite mean in that respect because when I’ll be working 100% for 

a month my two years will start again. (Participant 1). 

If returning to full hours was deemed infeasible, people preferred 

applying for a partial Work and Income Act, rather than voluntarily reducing the 

number of working hours. Participants who opted for the latter regretted this in 

hindsight, because their unemployment benefits would eventually be based on 

the final salary. Participants found applying for a (partial) Work and Income Act 

an emotionally difficult and fatiguing process, also because they assumed that it 

would turn into a permanent situation. For some, however, the declaration of 

being partially unfit for work had the reassuring effect of knowing that they no 

longer had to worry about finances. This contributed to setting priorities and 

enabled them to ‘listen to their bodies’.  

I no longer have the idea that I have to work no matter what it takes. Now I 

know that in case I cannot work anymore because of a relapse there will 

always be a financial safety net. And I don’t push myself any longer, I 

would rather listen to my body. (Participant 2) 

MS was a limiting factor when it came to work flexibility. Participants 

who received a partial benefit indicated that this type of benefit took away the 

motivation to take on a better paying position, because their benefit would then 

be reduced. Also, one participant stated that in order to qualify for a higher 

position one has to give something extra and this extra is precisely the problem 

for those living with MS. Participants who were fully employed also indicated 



that they would find it difficult to change employer. A new job would endanger 

the precarious balance and the relatively secure financial situation achieved in 

their current job. Moreover, the unpredictable course of MS would make this 

even more of a leap into the unknown. 

 

I would find it scary to start a new job now. In that case, you have to start 

with a one-year contract. If something happens in that year… I’ll lose 

everything. I mean, I currently have really good disability insurance. What 

I don’t want is that everything falls apart. (Participant 17) 

  

Discussion  

The aim of this study was to gain insights into the meaning of work in the 

everyday lives of people with RRMS, and the barriers and facilitators to staying 

in work. The narratives in our study showed that for people with RRMS, 

continuing to work was the result of a dynamic process that they could partly 

influence and that can be described as living in a state of precarious balance that 

can easily be disturbed. The analysis of the narratives yielded several themes 

that influenced this balance. Since we focused on people who are still working, 

the analysis particularly revealed themes that facilitate employment and to a 

lesser extent the impeding factors.  

The first theme, becoming familiar with the disease, indicates that the 

diagnosis of MS marks the beginning of a voyage of discovery in which 

individuals have to refamiliarize themselves with their own body. How people 

deal with the diagnosis of MS is considered an important factor for job retention. 

Hitherto, however, this process has been approached as merely a cognitive and 

psychological matter (19–22). The lived relation to one’s own body has rarely 

been thematised. Our study agrees with other qualitative studies on the 



experience of MS that highlight that in everyday life mind and body cannot be 

separated (23–28). Our participants indicated that they had managed – by trial 

and error – to learn ‘to listen to their (changed) body’, and considered this vital 

to continue working in a sustainable way and not to overburden themselves. 

Similar experiences have been described in the literature using the concept of 

body awareness: the felt and immediate experience of one’s own body (29,30). 

Several studies show that improved body awareness of people with a chronic 

disease may change their attitude to their own body, enhances their ability to 

listen to bodily symptoms, and increases their sense of control (31–33). Our 

study emphasizes the importance of the MS nurse or a psychologist in this 

respect, and indicates that the occupational physician could play a more 

supportive role than he or she currently does.  

Our findings corroborate quantitative studies that have established that 

receiving symptom-stabilizing treatment supports job retention (34,35). Due to 

the medication, the unpredictable body became slightly less unpredictable. This 

supported the participants in making the necessary adjustments. Participants in 

our study saw the management of expectations in their professional relationships 

as their own responsibility. Being open about what the disease meant for them 

was a prerequisite for receiving the understanding they sought from colleagues 

and superiors, in particular from their line manager. Sweetland et al. (2007) 

describe two key needs of people with MS for vocational rehabilitation services: 

managing performance and managing expectations (11). Our study underlines 

the importance of these two issues as well for job retention among people with 

MS.  



The third theme shows overlap with other studies that emphasize the key 

role of the line manager in, and the positive impact of early disclosure on 

maintaining employment status (36–40). The way that our participants described 

the role of an understanding line manager is in line with the assertion of Beatty 

and Joffe (2006) that compassionate line managers are important in 

accommodating employees with chronic illnesses (41). Compassion means that 

line managers are aware of both job-related and psychological effects of chronic 

illness, in particular its variable and long-term nature, and that they respect an 

employee’s autonomy and individuality. What our study adds is that compassion 

should be accompanied with realism. A line manager should make a realistic 

assessment of both the employees capabilities and their limitations. Employees 

with MS are dependent on their line manager in several respects, and trust is an 

essential prerequisite for a sustainable working relationship. Dejours and Gernet 

(2012) have emphasized the importance of the building of trust within the 

context of work (42). Researchers studying employment and RRMS should take 

these relational aspects into account in their work.  

Employment of people with MS has been described as a cost-benefit 

economy; the benefits should outweigh the costs, both figuratively and literally 

(43). The narratives demonstrate the inherent challenges of finding a balance 

between creating a work role that provides job satisfaction and one that respects 

the employee’s current capacities. This is in line with current literature on self-

efficacy and work ability (5,44). Also, the changed meaning of work as 

described by the participants confirms the idea that people with a chronic 

condition often shift from objective to subjective measures of career success 

(41).  



Long-term financial stability appears to be an important source of 

motivation for people with RRMS to do everything possible to remain at work. 

Although providing stability is the goal of Dutch social legislation, some of the 

narratives show the unintended effect of the rule that the height of the (partial) 

benefits is based on the last earned salary. As a result, people are inclined to go 

beyond their limits, thereby risking overburdening and an early departure from 

the work force. Other participants indicate that their partial benefits limit 

flexibility, and as such interfere with experiencing work as meaningful. This can 

have a detrimental effect on the cost-benefit balance. This issue should be 

further investigated, taking into account the (inter)national context of the social 

security system.  

For people with MS, remaining in the workforce is a dynamic process 

that requires a number of interacting factors. For example, an understanding line 

manager can enable individuals to develop an understanding of the impact of 

their diagnosis on their work activities, and can support any necessary 

adjustments. The duration and shape of this process varies, but its start should 

come shortly after the diagnosis. Whereas for some reducing the work pressure 

is sufficient, for others it is necessary to stop working entirely for some time. 

Also, meaningful work and financial reward are a prerequisite for the required 

commitment. The current sample varied greatly in terms of years since MS 

diagnosis. Our findings show that the process of balancing continues throughout 

their careers. Indeed, symptoms may change suddenly, as may the work 

environment. Our findings suggest there is no one-size-fits-all solution for job 

retention for people with MS. However, they do provide a direction for 

rehabilitation practices. Rehabilitation professionals often focus on physical 



rehabilitation and functional aspects of the body (45,46). Our study shows that 

processes of meaning-making and body awareness should also be addressed. 

This would enable the identification of appropriate interventions.  

We identified three limitations of our study. First, the results are only 

applicable to a specific sub-type of MS, namely RRMS. The participants in this 

study had few overt disabilities, and suffered primarily from fatigue and 

cognitive limitations. Our findings may not apply to more physically disabled 

people, such as patients with secondary progressive or primary progressive MS. 

Second, our findings may not be generally applicable to the working population, 

i.e. to other types of job responsibilities and educational levels. The majority of 

the participants worked in health care, education, and social services and twelve 

were highly educated. Thirteen participants worked in an office environment but 

the type of job responsibilities varied greatly. Third, the sample size was 

relatively small and varied greatly in terms of years since the diagnosis. 

Nevertheless, the data reached saturation (i.e. no new themes emerged in the 

later interviews).   

Our study shows that people with a diagnosis of relapsing-remitting 

Multiple Sclerosis have to refamiliarize themselves with their own body in a 

meaningful way to be able to continue their work. Medication that stabilises 

symptoms can support people with MS in making the necessary adjustments in 

their private and working life. A trusting relationship with the line manager is 

vital to be able to remain at work. Additionally, a balance between being 

adequately challenged by work, while simultaneously having the capacity to 

meet work demands is needed, as is long-term financial stability. 
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Table 1. Participant demographics 

 

Participant 

code 

 

Gender Age 

(yrs)  

Years 

since 

diagnosis 

Prior 

employment 

status   

Employment 

status 

current 

contract  

Actual 

working 

Occupation 

1 F 40 2 20 h/w 20 h /w  85%  Vocational 

teacher 

2 F 55 12 32 h/w 20 h/w 100% Elementary 

school 

counsellor 

3 F 29 2 40 h/w 15 h/w 100% Workforce 

reintegration 

assistant  

4 F 53 11 16 h/w 20 h/w 100% Elderly care 

assistant 

5 F 40 3 30 h/w 28 h/w 50% Legal 

assistant 

6 F 35 2 30 h/w 18 h/w 100% Policy 

advisor 

7 M 46 7 40 h/w 36 h/w 100% Business 

developer 

8 F  10 40 h/w 20 h/w 100% Secretary 

9 F 41 9 32 h/w 24 h/w 70% Workforce 

reintegration 

assistant  

10 F 42 5 24 h/w 15 h/w 100% Job coach 

11 F 48 2 16 h/w 16 h/w 100% Care home 

caregiver 

12 M 53 11 40 h/w 20 h/w 100% Vocational 

teacher 

13 F 46 2 38 h/w 38 h/w 8% Service 

representative 

DIY store  

14 M 48 6 40 h/w 32 h/w 100% Process 

controller 

15 M 50 25 40 h/w 20 h/w 100% Vocational 

teacher 



16 M 52 32 40 h/w 40 h/w 100% Professional 

soldier 

17 V 46 18 32 h/w 32 h/w 100% Project 

manager 

18 V 49 6 18 h/w 18 h/w 100% Library staff 

member 

19 M 55 6 40 h/w 40 h/w 50% Academic 

professor 

Prior employment status: employment status prior to the diagnosis MS. 
Employment status current contract: number of working hours per week according to the current 
labour contract. 
Actual working: actual working hours during the time of the interview as a percentage of the 
current labour contract.  
 

   



Table 2 Titles of narratives as given by participants 

 

- Working on and with my MS  

- Change 

- My life since the diagnosis of MS 

- Life is like riding a bicycle. To keep your balance, you must keep 

moving 

- My Story. MS, so what? I just keep going! 

- Continue working with MS can only be realized when necessary 

adjustments are realized 

- Diagnosis of MS, but I remain who I am 

- MS for 12 years and I still walk… 

- Continue working with MS is only possible with commitment and 

understanding of employee and employer 

- Keep enjoying life 

- How I have struggled during the diagnosis and afterwards 

- How MS changes your life 

- Always looking for a new balance 



Table 3 Thematic analysis narrative interviews: motives and explanations to 

continue working provided by 19 participants with RRMS 

 

Theme Subthemes 

1. Becoming familiar with the 

disease 

- The strange body 

- Dealing with uncertainty 

- Exploring boundaries 

2. Adjusting expectations - Acting in accordance with 

boundaries 

- Openness in the workplace 

- Joint process and relying on 

each other 

- Precarious balance 

3. The understanding and realistic 

line manager 

- Leaving room for uncertainty 

- Trusting relationship 

- Taking care of the well-being 

of the employee 

- Clear agreements 

 4. Work as meaningful life activity - Changing meaning of work 

- Being part of society and being 

meaningful 

- Job satisfaction 

5. Strategic considerations  - Occupational health service 

- Financial motives 

- Limited flexibility 



 

 

 

 


