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Employment is an essential issue of participation in our society. This is even more so for people with a chronic illness such as multiple sclerosis (MS) and it is applicable on a micro-,

meso- and macro level.

Employment on the micro level, thus on level of the patient and his immediate environment, is related to self-realization, autonomy, structuring of time, social
contacts and self-esteem. On the higher meso level, different organizations related to employment of persons with MS (PwMS), such as MS societies, MS centers, labor unions,

. dle

developing an increasing awareness of the importance of employment and its relevance for patients with MS. Ensuring the accompaniment and/or the pursue of employment can be
perceived as a measure of quality of care. Employment is an important contemporary issue on the macro level, the level of the society: there is a growing conviction in Europe that
everybody will have to work more and longer to maintain the current level of prosperity. Therefore a number of employment promoting policies have already been implemented to
enhance the employment degree of vulnerable individuals such as people with chronic ilinesses like MS.

Our goal was to develop a systematic approach through a comprehensive questionnaire to determine the spectrum of employment related problems encountered by PwMS.

An initial survey was issued to 32 patients with MS involved in an early guidance program. This care program focuses on assessment and tailor made advices supplemented with hands-

on interactions by experienced therapists, anc

is aimed at PwWMS novice to rehabilitation in the National Multiple Sclerosis Center in Melsbroek (B). 26 of them accepted to participate:

14 patients were employed, 7 patients recently quit their job and 5 patients were looking for employment at that time. This survey inquired about the possibilities and obstacles that
PwMS experience in the reality of their daily work or search for work. A systematic review of literature was conducted and relevant organizations were contacted for their insights on this
topic. This lead to the development of a systematic and comprehensive questionnaire.

w - Which organization?

- Which kind of guidance do they offer?

w - Why nat?

m - Which organization?
W - Which Information did you get?
m - Which actiens did the organization take?
w - Were you satisfied with the information and guidance offered?
m - Where there any referrals?
w - How was your follow-up organized?
® - Why not?
™ - Did you alreddy search for information about
arganizations involved in emplayment of PwMS?
m - I5 it clear what each crganization can mean for you?
m - Which potentlal barriers do you expect?

w - What are your questions amd expectations?
w - Why nut?‘]'

B.Have you been in contact with an organization
involved in employment of PwMS in the past?

C. Do you plan to contact an organization involved
in employment of PWMS in the future?

w -« Which information did you obtain?

w - What did you do with the Information?

w - What are you intending ko do with the infermation?
= - How would you proceed?
w - Would this have an influence an your emplovment status?

information at prasant?

® - Would you like to do something with the

w - Did you use the infermation?

]

W - Why not?
w - Would this have an influence an your emplovment status?

® - Would you like ko have more
information?

® - Do you know where to get
information when needed?

® - Which information did he abtain?

| 6. Action plan

A. Aré you currently accompanied by an
organization involved in employment of PwMS?

5. Organizations involved in
employment of PwMS

- Age?

- Gender?

- What's your family compaosition?
- Which vocational qualifications do you have?

background information

/‘

1. Demographic and - Which means of transportation do you have?
- When were you diagnased with M5? In which life situation was this?

= Which symptoms [ difficulbes do you have because of your M5?

- What was your professional career before you were diagnosed with M5?
- What are your most valuable {life) activities?
- What are the financial consequences if you deade to stop working?

A. Do you think you are
sufficiently informed?

m - WWhat was his reactiony

w = What did he do with the information?

- What are his intentions to do with the infarmation?

w - How should he proceed?

w - Does he consider these measures as sufficient and necessary?
w - Would this have an influence on vaur amployment status?

information at present?

® - Would he like to do something with the

w - Did he use this information?

4. Employmant encouraging
measures (in Belgium)

= - How do you feel about it?

= - Why not?

w - Would this have an influence on yvour employment skatus?
w - Do you agree there Is no use of employment measures?

Knowledge of MS

70 %

® - Would he like ko receive more
infarmationt

B. If your employer
knows about your
diagnosis:

do you think he has
sufficient information?

® . [Does he know where to abtain

more information?

® - Would vou like to inform him
personally?

indicates that in the society there exists a lot of misconceptions about MS in general but

also about employment of PwMS in particular. (macro level)

Organizations involved in employment of PwMS

60 %

channels. (meso level)
10 %

organizations. (meso level)
50 %

Employment encouraging measurements
35 %
20 %

labor market. (micro level)

Work Environment

65 %
their employer. (micro level)

60 %

100 %

believes that too much non-specific information is offered through too many different

received inconsistent opinions and advices regarding their employment from different

would appreciate more follow-up of their employment situation. (meso level)

is not informed about employment encouraging measurements for PwMS. (meso level)
would like to receive more spontaneous information about their rights as a PwMS in the

experiences fatigue and concentration problems at work but avoids discussing this with

needs support to explain to their employer what MS is and which specific employment
encouraging measurements could be applicable for their own situation. (micro level)

A, Are you currently employed? 1

- Where are you employed?

- Far how long have you been working in this company?

- What is your position in the company?

- What's your jobtime?

- How satistied are you with yvour job?

- Which needs are fulfilled by your work (social, financial,...)?

- Which difficultles do you encounter (M5 related | nof MS related)?

W |W |¥ |W |[W |W |[¥W ¥ |¥

- Why noty

- What's the source of your income?

- Are you currently searching for a new job?

m - What SoUrces do you use 1o search for & job!

*® - Have you already thought about the conditions for a new
job 5.4, where, position jobtime, M5 related difficulties,...

w - Why not?
w - Arg vou willing to search?

mSep 2.4

B. Were you employed when diagnosed? -| mSee 2 A
C. What are your questions and expectations

for your professional career in the future?

3. Does your working environment
know that you are diagnosed with M5?

}

T W W W W W W W

- Would vou like to tell it yourself?

- How did they react?

- How did you feel abaut it?

- What would you have done differently?

- Do you currently experience more oF less understanding?

- What are the consequences since they know your diagnosis?
- When would you like to tell your diagnosis?

- Which reactions and consequences do you expect?

- Whorn would you lke to infoem first about vour diagnesis?

w - WoUkd vou like to do it alome of wWould you like Some assistance?
w - Why not?
W - Who could perform this task {instead of you)?

NIEL™
/1] = Present
!/ = Future .

Each individual employment situation is influenced by several contextual factors. To
establish and to chart all the different facets, a systematic tool was devised. This tool has
taken the form of a questionnaire with a sequential structure and results in a
multidisciplinary (MD, SW, NP, P, OT, VT,...
actual and near-future employment needs of PwMS. As such, it composes an overview of
the employment situation and also documents associated obstacles. Thus information

) phased action plan, taking into account all

and advice can be provided in a systematic and pro-active way, finally resulting in an

referred to specialized organizations.

informed decision-making and a concrete action plan by PwWMS. If needed, PWMS can be

The encountered employment impediments detected in our survey are consistent with
the results in the literature, however, to our knowledge, exact quantifications of
obstacles in regard to employment of PwMS are not available.

We propose that our systematic and comprehensive questionnaire assesses and charts

the needs of persons with a work disability (wanting to be) active on the regular labor
market. However we also acknowledge that this questionnaire is meant as a guideline

and that in-depth interviewing is necessary to explore the whole employment context.

guestionnaire.

wants to inform their employer personally about their diagnosis. (micro level)

Our initial survey was limited by the restricted number of participants. Future research is
necessary to assess the effectiveness

of this systematic and comprehensive



