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Abstract Purpose To explore solutions that people with
a chronic disease use to overcome difficulties they experi-
ence regarding participating in work, and the support they
require to identify or implement these solutions. Methods
Focus groups were held to explore solutions and support
requirements of people with a chronic disease. Partici-
pants were recruited through a research institution’s patient
panel, a patient federation and personal networks. Analy-
sis was conducted by means of open and selective cod-
ing, using the MAXQDA software package. Results Five
focus groups were held with 19 participants with different
chronic diseases. Solutions that were identified included
learning to accept and cope with the disease, which is fre-
quently supported by family and friends. Disclosing the
disease to employers and colleagues, identifying active
ways to help with duties, and implementing adaptations
to the work environment were all effective solutions with
the help, empathy and understanding of people in the work
environment. Solutions mostly supported by patient asso-
ciations included providing sufficient information about
the disease, relevant help and protective legal regulations
regarding work participation. Finally, health profession-
als could support solutions such as incorporating periods
of rest, promoting self-efficacy and gaining insight into an
individual’s ability to participate in work. Conclusions Peo-
ple with a chronic disease suggested various solutions that
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can help overcome difficulties surrounding participating
in work. Support from friends and family, patient associa-
tions, employers, colleagues and occupational health pro-
fessionals is needed to help identify and implement suitable
solutions.
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Introduction

A substantial number of people are affected by a chronic
disease [1], with 28% of working-age people having a
chronic disease [2]. According to the World Health Organi-
zation, a chronic disease is defined by a long duration and
a generally slow progression [3]. A chronic disease can
negatively affect work participation because of experienced
limitations through the disease [4—7]. Consequently, many
people with a chronic disease work fewer hours or are not
employed at all [8, 9].

There is an increasing focus on the individuals® self-
management of the disease and its effects [10—14]. In addi-
tion, in the Netherlands, people with a chronic disease have
a shared responsibility regarding participation in work
[15], in which they are expected to work with occupational
health professionals to determine a plan of action to over-
come the difficulties they experience [15]. In this plan of
action, steps and solutions are established, in which both
employer and employee are responsible for the execution of
these steps to improve work participation of the individual
[15].

Previous research shows that research on experiences
of people with a chronic disease mainly focuses on the
experienced limitations and difficulties [5-7, 16, 17]. This
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study adds by focusing on the solutions that are used by
people with a chronic disease to overcome these difficul-
ties. Earlier research regarding solutions only reported on
work accommodations [18, 19]. We aimed to extent this
knowledge and to gather information on other solutions as
well. Because earlier research found that many aspects are
not related to a specific diagnoses [20, 21] we aimed to find
solutions, irrespective of diagnosis.

Although people with a chronic disease share responsi-
bility in their process of participation in work, some situa-
tions challenge people to develop and implement solutions,
in which support from others is needed. A pre-requisite for
providing effective support to enable people with a chronic
disease to participate in work, is to have a good understand-
ing of their needs. This includes learning what type of solu-
tions are used by people with a chronic disease, what type
of support is required and who needs to provide the sup-
port. Therefore, this study focuses on obtaining informa-
tion on the following research questions: What solutions do
people with a chronic disease use in order to facilitate and
manage their participation in work? And what support do
they need in this regard?

Method

For this study we used a qualitative approach, to explore
the perspectives of people with a chronic disease with
respect to their participation in work. Since work plays an
important role in the lives of people with different diag-
nosis and both with or without employment, we aimed to
gather information on solutions used by people irrespec-
tive of their diagnosis and work status. We ran focus groups
to help individuals -by gaining greater awareness of solu-
tions others use- to become aware of the range of solutions
they (un)consciously use themselves to participate in work.
Items of the consolidated criteria for reported qualitative
research (COREQ) [22] were used in order to improve
the design and quality of reporting qualitative research.
The Medical Ethics Committee of the Academic Medical
Center determined that no ethical approval was required for
this study (trial number: W15_174 # 15.0211).

Participants

We recruited participants for this study by sending invita-
tions to members of a patient panel of the NIVEL research
institution and to a large patient association (Ieder(In)).
The members of both the patient panel and the association
included people with a range of different chronic diseases,
which they generally suffered from over a long period of
time. In addition, members of both the patient panel and
association had a relation with work, meaning that they
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either had employment or that they wanted or needed to
return to work. Participants were also approached via a
standardized notice posted on the social media sites of vari-
ous patient associations. Lastly, we recruited participants
through the researchers’ personal networks.

Those people who indicated interest in participating
received an information leaflet and were invited to send an
email to one of the research team members (MV), provid-
ing their gender, age, chronic disease, work status and con-
tact details. The researcher (MV) then contacted the appli-
cants by telephone to provide additional information about
the study and to explain the sampling procedure. The sam-
pling strategy aimed to include an equal division of gender,
age and work status and the inclusion of people with dif-
ferent diagnosis in each focus group. People were eligible
to participate if they suffered from a chronic disease, were
aged between 18 and 65 years and were either in employ-
ment or seeking employment. We defined a number of spe-
cific categories of chronic diseases and included no more
than three people from each in our overall sample in order
to achieve an equal representation of various chronic dis-
eases. We then scheduled focus groups with between four
and six participants. Informed consent was obtained from
all participants included in this study.

Data Collection

The focus groups were held between October 2015 and
December 2015, at the Academic Medical Center (AMC)
in Amsterdam, the Netherlands. The duration of the focus
groups was a maximum of 2 hours. The groups were run
by a moderator and an observer, both working in the field
of occupational health. ML, a female researcher, moder-
ated the discussion in four focus groups and HW, a male
researcher, moderated the discussion in one focus group.
The observer (MV), a female researcher, took notes on
non-verbal communication, group dynamics and the top-
ics covered during the focus groups on a standardized form.
At the start of each meeting, the moderator explained to
the participants the purpose of the study and the role of
the moderator and observer. In addition, participants were
informed that all information obtained prior to or dur-
ing the study would be handled confidentially and that an
audio-recording would be made of the groups’ discussions.
In our aim to provide insight in the role of the individual
with a chronic disease in their work participation, we for-
mulated the questions: What solutions do you currently use
or have you used in the past to overcome difficulties you
face in relation to work participation? What support do you
currently need or have you needed in the past to identify or
implement those solutions? Who do you need or have you
needed support from and in what form? No other people
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were present during the focus groups besides the partici-
pants and the researchers.

Data Analysis

The recordings of the focus groups were transcribed ver-
batim. The transcripts were coded using the MAXQDA
software program (Verbi GmbH, Marburg, Germany),
applying open and axial coding [23]. First, two research-
ers (MV and ML) coded one of the focus group transcripts
independently using open coding [23], after which they dis-
cussed the codes until they reached a consensus. The first
researcher (MV) then coded the remaining four transcripts
using open coding, followed by an additional check on one
of these transcripts conducted by the second researcher
(ML). Thereafter, the retrieved open codes were catego-
rized in themes [23], which are described in the results.
During the process the list of open and axial codes was
repeatedly discussed by the entire team to check the codes
and to establish consensus.

Results

As previously stated, we originally scheduled focus
groups containing four to six participants. However, due
to last minute cancelations, some focus groups contained
only three participants. We initially conducted four focus
groups, after which we decided to conduct another focus
group meeting by means of a final check of data saturation.
The fifth focus group yielded results in line with our previ-
ous findings; we therefore decided that data saturation had
been achieved.

We conducted a total of five focus groups, each includ-
ing three to six participants having different chronic dis-
eases, such as: whiplash, kidney disease, rheumatic arthri-
tis, osteogenesis imperfecta, visual handicap, dysmelia,
Lyme disease, thrombophilia, repetitive strain injury, dia-
betes, cancer, and dystrophy. The total sample contained 19
participants; 10 women and 9 men. The mean age of the
participants was 50 (SD: 10.7; range 28-62) years old. A
total of 15 people had employment, of which 11 worked in
an organization and four people worked as a freelancer.

Results Per Theme

Our findings are presented according to theme: the vari-
ous solutions are set out first, followed by support required
or received. Most of the results relate to those in employ-
ment, who shared their solutions for either retaining work
or returning to work after a period of absence due to ill-
ness. Four of the participants were not currently employed,
which we have specifically noted in our results. We

included quoted statements made by participants during the
discussions to illustrate our findings.

Acceptance and Coping

The participants stated that having a chronic disease was
difficult to accept. One solution reported was to actively
work on accepting the disease and its effects. In terms of
coping strategies, the participants recommended focusing
on what they could still do rather than what they could no
longer do due to the disease.

“But you need to focus on what you can do, rather
than on what you can’t do. That is my motto in life.”
[Participant 18]

Some participants mentioned that they had to ‘start from
scratch’ to rebuild their personal and working lives. Others
coped by ‘pushing through® when they felt out of energy or
when experiencing the limitations imposed by the disease.
In contrast, one participant coped by concealing the chronic
disease, so that others were not aware of it.

In terms of support, the participants indicated that they
needed help learning to accept the disease, which they
generally received from family and friends. Occupational
health professionals also helped by acknowledging the
disease. Participants found it valuable to receive guidance
from a professional who had experience dealing with their
specific disease. One participant with multiple morbidity
needed a professional who could provide a useful overview
of all the diseases concerned. The participants stated that it
was important not to struggle with the disease alone.

Insight into Abilities and Limitations

Participants stated that one solution for facilitating work
participation was to gain insight into their own abilities
and limitations in relation to work, which they had done
by reaching the limits of their abilities on one or more
occasions.

“It’s mainly about finding your own limits. The say-
ing goes “once bitten, twice shy” — well ... I think I’ve
been bitten at least ten times already ...” [Participant
11]

Participants would have liked to receive help identifying
their abilities and limitations from others, e.g. employers,
coaches, family members, occupational health profession-
als and other patients. One unemployed participant sug-
gested that occupational health professionals could help
by providing information about what kind of jobs could be
performed by people with specific chronic diseases.
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“After I stopped the chemo, I felt I was ready to go
back to work again just like before. Well, it didn’t
quite work out that way — and it took me far too long
to realize it. And also if you are then applying for
40-hour jobs, you are certainly not on the right track.
Someone should have pointed this out to me.” [Par-
ticipant 17]

Boundaries

Another solution, according to the participants, was learn-
ing to set boundaries for both themselves and others, to
help prevent participants from exceeding their physical
abilities and to manage expectations.

Many participants had difficulty maintaining their
boundaries, but found ways to help them to do so, such as
setting an alarm in order to avoid working too long. Others
received help from their employer in this regard.

“Whenever I work too long, my supervisor says ‘Time
to go home!”. Then she simply says: ‘Since you’ve
worked half an hour more today, tomorrow you can
leave half an hour earlier.” So now she’s really the one
who sets my limits.” [Participant 10]

Participants also indicated a need for skills training to
learn to communicate their boundaries to others.

Disclosure

A further solution reported was disclosing the chronic dis-
ease to employers and colleagues and making them aware
of how it affects the participants’ work and work environ-
ment. Participants stated that opening up about their abili-
ties and limitations as a result of their disease generated
understanding from employers and colleagues.

“So, being open allows you to let other people see
what you can or can’t manage and what your needs
are.” [Participant 1]

One participant added that the explanation has to be
given in simple and easily comprehensible terms to enable
others to relate to it. Other participants noted that it helped
to use humor in the explanation. Some unemployed partici-
pants stated that they preferred not to disclose their disease
due to previous negative experiences. In contrast, however,
one participant chose to tell a potential employer about the
disease during the salary negotiations, which proved to be a
positive experience. Disclosure also paved the way for set-
ting boundaries, making relevant agreements and enabling
help from colleagues.

With regard to support, participants expressed a need for
empathy, interest and understanding from employers and
colleagues after disclosing their disease.
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Obtaining Information

Unemployed participants put forward obtaining informa-
tion about companies who hire people with chronic dis-
eases or about the advantages of hiring employees with
chronic diseases for employers as a solution.

“So, basically it would help me to know of any com-
panies that say “We hire people like you™.” [Partici-

pant 12]

Participants indicated that they needed support to
acquire information about the disease itself, the types of
help available, possible adaptations and how to communi-
cate with health professionals. They stated that they cur-
rently acquired this information from patients’ associations
and hospital outpatient clinics. For those without employ-
ment, support was required to obtain information on regula-
tions concerning work participation and organizations that
are willing to hire people with a chronic disease. According
to one unemployed participant, employers could also pro-
vide support by familiarizing themselves with the rules sur-
rounding hiring people with a chronic disease.

Self-efficacy

The participants listed various solutions that centered on
the need to believe in their own qualities and to effectively
communicate these qualities in order to participate in work.
They observed that had they succeeded in obtaining or
keeping their jobs by knowing their value to the organiza-
tion and persuasively communicating this to their (poten-
tial) employer.

“Eight years ago, during a job interview, I said “I
know perfectly well what I’'m capable of. Once I'm
hired, you’ll see that I’'m an extremely good worker.
Except that, in this situation, I also have certain limi-
tations. Unfortunately, I can’t do any night work.”
That’s essentially how I put it.” [Participant 16]

Participants indicated a need for courses to help gain
insight into their strengths in order to become aware of
what value they could hold for an organization.

Skills Development

The participants reported that taking courses and skills
training is a valuable solution. Unemployed participants
also mentioned that training on social skills and job appli-
cation skills would be useful.

“I’ve received training on applying for jobs where |
learnt how to write application letters. And during
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those sessions, I also learnt to take things step-by-
step, focusing on one step at a time: not expecting to
immediately get the job, but first focusing on writing
a good letter. And only after that starting to look for-
ward to being called for an interview. Then to just see
the interview as a chance to gain interview experience
— this in itself is a positive thing — instead of immedi-
ately expecting to get the job.” [Participant 19]

In addition, another unemployed participant put forward
staying ‘active’ by doing voluntary work as a means of
developing and applying necessary skills.

Support that could be provided in this regard included
receiving information about courses that are avail-
able, which is currently mostly provided by patients’
associations.

Managing Energy Levels

Another solution introduced by participants was incorpo-
rating rest periods before and after work, in order to be able
to effectively work the following day. One participant also
incorporated rest periods during work by assigning certain
tasks to his employees.

“But your body automatically starts operating at half-
capacity. And as soon as you notice this, you have to
accept that you are no longer capable of functioning
at full capacity. Fortunately, in my line of work, this
usually doesn’t mean getting less work done. It only
means that people need to work more independently
and show me the results. In this way, I can take a
short nap and return after an hour to take a look at
what they have done with the scenes.” [Participant
13]

A second participant incorporated rest periods in both
the private and working life by learning to strive for smaller
goals. A third participant hired an assistant for the house-
hold in order to save energy, to help maintain a balance
between work and personal life. In contrast, other partici-
pants chose to put all of their energy into their work and
simply deal with the consequences of this effort, such as
resulting lack of energy or pain, at home. Work was their
first priority and their personal life came second. One
unemployed participant sought a job involving less strain
in terms of duties and hours in order to sustain work in
combination with managing their chronic disease. Another
solution mentioned was inquiring whether it would be pos-
sible to work on a part-time basis instead of full-time.

Suggestions relating to support included a coach who
could help participants learn how to manage their energy
during the day and to identify tasks that could be assigned
to others. The participants also expressed a need for skills

training to learn to set smaller goals in order to maintain
their ability to work.

Asking for Help

Various participants advocated actively asking others for
help, for example, help from colleagues to perform certain
work tasks that they were no longer able to perform due
to their disease. They also recommended trading particular
work tasks with colleagues in order to be able to perform
more suitable tasks in view of their disease.

“Can you take care of the printing work for a bit,
while I take over some of your tasks during that
time?” Simply keep negotiating over the tasks to be
done and, with a bit of help from your colleagues,
you can manage.” [Participant 4]

Employed participants enabled help regarding neces-
sary adaptations in their work or to their work environment.
Unemployed participants reported asking help from occu-
pational health professionals in order to deal with problems
regarding the rules governing or payment of their disability
benefit now or in the near future. Some asked for help by
spreading the word that they were searching for employ-
ment so that others could help find vacancies. One par-
ticipant arranged the reintegration into work by actively
approaching others for help.

The participants advised that here they needed informa-
tion from occupational health professionals on what forms
of support are available. Employers could provide support
by responding to the requests of employees with a chronic
disease for help. One participant indicated that skills train-
ing on asking for help would be valuable.

Mutual Agreements

Making clear agreements with employers about work
duties, hours, location and doctor or hospital appointments
during work hours, and communicating these agreements
to colleagues was put forward as an additional solution.
This helped participants to manage expectations and conse-
quently they received fewer negative comments from their
colleagues.

“During my performance appraisal interview, I
agreed with my supervisor to make Friday my regular
day off and to work at home on Tuesdays. So now it’s
down on paper and everyone knows about it.” [Par-
ticipant 2]

Participants indicated a need for empathy and under-
standing on the part of both employers and colleagues so
that they could feel that they had the opportunity to make
and communicate such agreements. One participant found
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it helpful to have the occupational health professional set
down details of the chronic disease in a report to take to
the consultation with their employer. This made the disease
‘official’ for others.

Unemployed participants preferred to receive support
in the form of mediation for both securing and retaining
employment. They felt this could help them make agree-
ments concerning hiring a person with a chronic disease
and ensuring that the employee’s abilities would not be
exceeded while working.

Autonomy at Work

The participants commented on the importance of having
the autonomy to work from home or schedule their own
work tasks. This helped them take the limitations imposed
by their chronic disease and doctor or hospital visits into
account when planning their work.

“If a deadline is set for Friday, for me it automatically
shifts to the preceding Tuesday or Wednesday, so that
if I have a bad day, I can still finish it on the Wednes-
day or Thursday.” [Participant 3]

The participants noted that employers could provide
support in this regard by allowing participants a degree of
autonomy in their work.

Adaptations to the Work Environment

A final solution the participants put forward was making
appropriate adaptations the work environment, depending
on their specific disease and needs.

They indicated that occupational health professionals
and patient organizations could give support in the form of
providing information about environmental adaptations and
supportive devices that are available. Employers can also
support participants by approving and financing supportive
devices and workplace adaptations.

“My employer paid for a specially adapted chair for
me.” [Participant 2]

Types of Support from Health Professionals

With regard to solutions and self-management, various
participants said that, in their experience, they themselves
were responsible for how they dealt with the effects of their
disease at work, but that they also needed support. The
preferred type of support from occupational health profes-
sionals was to take a personal approach. In addition, one
participant stated that professionals need to respond to the
needs and requests of individual participants.
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“I notice that there are many targeted solutions avail-
able, such as a specific course or a particular possibil-
ity. Whereas it should be the other way around — they
should listen to you and ask you what you need, what
kind of help you require. Asking the question is part
of the solution.” [Participant 11]

In a similar vein, a second participant reported receiving
unwanted support and agreed that the patient should be able
to specify what kind of help is needed. A third participant
wanted to be treated with trust instead of mistrust by occu-
pational health professionals. The participants preferred
proactive types of support in which professionals actively
provide solutions to participants. They also said that profes-
sionals should be both objective towards and easily acces-
sible to those in need of support. Many stated that profes-
sionals often focused on just one aspect of their life, e.g.
their medical status or work situation, whereas participants
needed them to consider the ‘big picture’ of the patient’s
life.

The participants mentioned that they felt as if occupa-
tional health professionals were not adequately prepared for
appointments and urged professionals to read participants’
files before meeting them. One noted that professionals do
not need to know all of the patient’s symptoms, but should
understand what complications their symptoms cause.

One participant said that employers also need to receive
support, because they are not trained on how to deal with
employees with a chronic disease. Another asserted that
organizations can support people with a chronic disease by
providing easy accessible professional support, such as a
company nurse.

Discussion

The purpose of this study was to explore the solutions that
people with a chronic disease implement to facilitate their
participation in work, and what support they need in find-
ing or implementing solutions to overcome the various dif-
ficulties they experience. The participants reported a large
number of solutions, either focused on themselves (e.g.
accepting and coping with the disease, gaining insight into
what they are now capable of, believing in themselves) or
focused on their job and workplace (e.g. having a degree
of autonomy at work, making adaptations to the work-
place), for which they generally required support from their
employer, colleagues and occupational health professionals.

Although focus groups were held with smaller groups
sizes than intended, which may have had effect on group
dynamics, we were able to gather various perspectives
and to obtain data saturation. A strength of this study was
the interaction amongst participants with various chronic
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diseases, in which we were able to gather information from
all perspectives, irrespective of diagnosis. Through this
interaction, participants were enabled to learn about other
participants’ experiences and solutions, which increased
their awareness of the range of solutions for participating in
work. However, our decision to focus on solutions that peo-
ple have already implemented, may mean that we missed
out on the perspectives of those who have difficulty finding
solutions to participate in work. It is also possible that the
participants who responded to our invitation, experienced
more difficulty in participating in work than other people
with a chronic disease. This may indicate that not all people
with a chronic disease require solutions in order to partici-
pate in work or do not require help identifying and imple-
menting them.

The themes in our study are in line with themes of other
studies concentrating on promoting or facilitating factors
regarding work conditions or quality of working life for
people with a chronic disease [8, 18, 19, 24]. One exam-
ple is the importance of accepting the disease and learn-
ing to cope with it. This seemed as an important step — one
that then facilitates the application of other solutions, par-
ticularly relating to work participation. Previous research
agrees that accepting the disease enables people with a
chronic disease to continue to work, provided that they
know how to look after themselves in the work environ-
ment [24]. This implies that non-acceptance of a chronic
disease can create barriers to participation in work. Our
participants suggested that it should be among the tasks of
occupational health professionals to support people with a
chronic disease in learning to accept and cope with their
disease.

With regard to disclosing their disease to others, some of
our participants opted for disclosure while others preferred
non-disclosure. In a positive sense, disclosure can certainly
facilitate the implementation of other solutions, such as
obtaining support and adaptations to the workplace [24],
being able to communicate a patient’s capacity for work
and setting realistic expectations [24, 25]. On the other
hand, negative experiences regarding disclosing the disease
led some participants to decide not to disclose their disease
to their employer or colleagues. Research has also revealed
that some people are afraid to disclose their disease [26],
often due to stigmatization [27]. In summary, disclosing
the disease may lead to more flexibility from participants’
work environments, provided that they have empathic and
understanding employers and colleagues.

Practical solutions, such as making adaptations in the
workplace, were frequently identified in our study, as
well as in earlier research as a means of facilitating work
participation [5, 18, 19, 24]. Our participants reported
that next to workplace adaptations, also a high degree
of autonomy provided a helpful solution. With regard

to having autonomy, both our study as well as earlier
research [18, 19] stated that facilitating people to work
from home, allowing them to plan their own work, trad-
ing work tasks with colleagues and incorporating rest
periods helped them to retain their jobs. This implies
that if people are afforded the opportunity to match their
working hours and location to their abilities and limita-
tions at the time by employers and colleagues, they are
more able to participate in work.

In contrast to practical solutions, previous research as
well as our participants, indicated that they have experi-
enced more problems due to lack of understanding from
employers and colleagues [18]. Support was reported to
be important because good support effectively promotes
participation in work [5, 24, 25, 28], and was found to be
necessary for people to obtain support in order to man-
age their disease and its effects themselves [29]. Our par-
ticipants likewise reported that people themselves must
allow and actively enable others to support them, so that
they could get the support the needed.

The results of this study demonstrate that people
with a chronic disease are capable of identifying effec-
tive solutions themselves and taking responsibility of
their own participation in work. Based on these results,
we urge occupational health professionals to involve peo-
ple with a chronic disease more closely in finding solu-
tions to their participation in work. This leads to, not only
greater acceptance, but also higher compliance with pro-
fessional advice [30]. In addition, based on the results of
this study, health professionals need to provide person-
alized advice to individual patients, taking account of
their specific situation and personal circumstances. With
regard to employers, we recommend that they communi-
cate with the individual what they need to return to work
or to retain work to facilitate in these solutions to the
level they are able to.

Conclusion

This study reveals a number of solutions for overcoming
difficulties in order to participate in work, from the per-
spective of people with a chronic disease. Various solu-
tions are reported, either applying to the person itself or
related to the work and work environment. Some require
the help of others, in which family and friends, employers
and colleagues, as well as health professionals can pro-
vide support to find and implement these solutions.
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