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This chapter describes the design and methods of the “Young Disabled at 
Work” cohort-study, a longitudinal prospective study following young 
adults applying for a disability benefit for a two-year follow-up period. The 
preparations for this study started in 2007, a pilot-study was held in 2008, 
and data collection started in 2009.

POPULATION
In our cohort study all young adults with disabilities applying for a 
disability benefit with the Social Security Institute (SSI) from January 
1st to December 31st 2009 in the three northern provinces of the Nether-
lands, Groningen, Friesland and Drenthe, were eligible to participate in 
the study. Only young adults with disabilities were included of whom 
the insurance physician of the SSI had indicated that they did have 
an ability to work or for whom an ability to work could not be ruled 
out, based on the present disability status of the young disabled adult. 
Written consent was provided by all claimants and the Medical Ethics 
committee of the University Medical Center Groningen, the Netherlands, 
approved recruitment, consent and field procedures prior to the study.

QUESTIONNAIRE DEVELOPMENT – EXPLORING THE LITERATURE 
AND INVOLVING ACTORS IN THE FIELD
In the first phase of the project (March to November 2008) factors relevant 
for finding and maintaining employment were explored, based on study of 
the literature and relevant policy documents, file research, and interviews 
with experts, employers and school supervisors in special needs education 
(Achterberg, Holwerda et al., 2010). The factors found were classified using 
the International Classification of Functioning, Disability and Health (ICF) 
model in disease-related, personal and social environmental factors (WHO, 
2001) (see also Chapter 1).
Based on literature and the interviews, 31 factors expected to be associated 
with work participation were included in the cohort-study. These factors 
were classified as disease-specific factors (diagnosis, comorbidity, secondary 
conditions), personal factors (demographic, psychological) and environmen-
tal factors (work-related and social context-related) (see figure 2.1). 

Because of the limited cognitive ability of part of the sample, it was not 
possible to use existing questionnaires. Therefore a questionnaire was 
developed using themes from the literature and items from other questionnaires 
which were adapted to be easily comprehensible. If needed, respondents could 
ask for help when filling out the questionnaire. To get a realistic picture of the 
young adult with disability, we chose a differential approach by asking partici-
pants from different perspectives (young adult with disability, parent, school 
teacher, insurance physician) to fill out questionnaires to provide information. 
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The questionnaire for the young adult with disability consisted of 90 items. 
The questionnaire for the parents consisted of 52 items and the question-
naire for the school teacher consisted of 62 items. These parent and school 
teacher questionnaires consisted mainly of items regarding the personal and 
social environmental characteristics of the young adult and had many items 
in common with the questionnaire for the young adult themselves. In the 
questionnaire for parents, also questions regarding educational level and 
work status of parents were included. 
The questionnaire for insurance physicians was developed in cooperation 
with the insurance physicians of the SSI and consisted of 12 items regarding 
diagnosis, comorbidity, secondary conditions, work ability and the possible 
need for support to find and maintain employment. 

MEASURES
Demographic information was derived from the SSI-registers and linked 
to the data from the questionnaires. In table 2.1 the topics which were 
adopted from existing questionnaires are listed and the topics for which self-
constructed questions were used.
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Figure 2.1: Factors included in the cohort study regarding young adults with disabilities classified according to the ICF-model  

 

The questionnaire for the young adult with disability consisted of 90 items. The questionnaire for 

the parents consisted of 52 items and the questionnaire for the school teacher consisted of 62 

items. These parent and school teacher questionnaires consisted mainly of items regarding the 

personal and social environmental characteristics of the young adult and had many items in 

common with the questionnaire for the young adult themselves. In the questionnaire for parents, 

also questions regarding educational level and work status of parents were included.  

The questionnaire for insurance physicians was developed in cooperation with the insurance 

physicians of the SSI and consisted of 12 items regarding diagnosis, co-morbidity, secondary 

conditions, work ability and the possible need for support to find and maintain employment.  

 

Measures 

Demographic information was derived from the SSI-registers and linked to the data from the 

questionnaires. In table 2.1 the topics which were adopted from existing questionnaires are listed 

and the topics for which self-constructed questions were used. 

Disease / disorder
Diagnosis
Comorbidity
Secondary conditions

Activities
Perceived limitations

Paricipation
Work ability

Environmental factors

Work-related
Vocational placement, vocational training,
work experience, voluntary work,
re-integration services,
work status prior to disability assessment

Social context
Parental education, parental employment,
employment status of friends,
perceived support from parents,
perceived support in general,
problems in social context,
attitude of parents regarding work,
attitude of social environment regarding work,
parental disability status

Body functions 
and structures

Personal factors

Demographic
Age, gender, highest education, living situation

Psychological
Perceived general health,
perceived psychological well-being,
self-esteem, self-knowledge, motivation,
socio-emotional & behavioural problems,
expectation future work level
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Table 2.1: Overview topics, measures and informants at baseline

Topic Measure Informant

Disease-specific factors

Diagnosis CAS-code, derived from the ICD-10 Insurance physician

Co-morbidity CAS-code, derived from the ICD-10 Insurance physician

Secondary conditions Self-constructed Insurance physician

Personal factors

Age Data Dutch Social Security Institute

Gender Data Dutch Social Security Institute

Highest educational level Adapted from question Dutch Social Security Institute Young adult

Perceived general health Youth Public Health Survey Young adult

Perceived psychological 

well being

Youth Public Health Survey Young adult

Perceived limitations POLS Basic Questionnaire adapted from the POLS Youth 

questionnaire (Permanent Study of Living Situation) 

Young adult

Work ability Data Dutch Social Security Institute Insurance physician

Self-esteem Youth Public Health Survey Young adult

Self-knowledge TNO questionnaire `Roadmap to work for adolescents with  

serious behavioural problems, investigation of successful  

guidance´ 

Young adult

Motivation Self-constructed Young adult

Socio-emotional & 

behavioural problems

Self-constructed Insurance physician

Expectation future work 

level

Self-constructed Young adult, parent 

and school teacher

Social environmental factors

Living situation Tracking Adolescents’ Individual Lives Survey (TRAILS) 

questionnaire T4Youth based on the National Monitor Youth 

Health in the Netherlands 

Young adult

Perceived support from 

parents

Self-constructed Young adult

Perceived support in 

general

Adapted from the POLS Youth questionnaire (Permanent Study 

of Living Situation) 

Young adult

Attitude of parent regarding 

work

TNO questionnaire `Roadmap to work for adolescents with  

serious behavioural problems, investigation of successful  

guidance´ 

Young adult, parent 

and school teacher

Attitude of social 

environment regarding 

work

TNO questionnaire `Roadmap to work for adolescents with  

serious behavioural problems, investigation of successful  

guidance´ 

Young adult, parent 

and school teacher

Parental education Questionnaire Occupational Care T4 (Arbozorg) Parent

Parental employment POLS Youth questionnaire (Permanent Study of Living 

Situation)  (young adult)

Youth Public Health Survey  (parent)

Young adult, parent

Employment status of 

friends

Self-constructed Young adult

Parental disability status Self-constructed Parent

Problems in social context Self-constructed Insurance physician

Work-related 

environmental factors

Vocational placement Self-constructed Young adult

Voluntary work Youth Public Health Survey Young adult

Vocational training Self-constructed Young adult

Work experience Self-constructed Young adult

Re-integration services Self-constructed Young adult

Work status prior to 

disability assessment

Data Dutch Social Security Institute
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DATA COLLECTION AND PROCEDURE
All eligible applicants for a disability benefit have been requested by the SSI 
to fill out a questionnaire before coming to the SSI for the disability claim 
assessment. Parents of young adults living at home with their parents were 
also asked to fill out a questionnaire. Furthermore, school teachers were asked 
to fill out a questionnaire when applicants attended special needs education. 
Applicants were requested to hand in the questionnaires when coming to the 
insurance physician of the SSI. When questionnaires were not filled out, the 
insurance physician gave a new questionnaire to the applicant with a return 
envelope and requested to fill out the questionnaire and send it to the SSI. 
The questionnaires were supplied with a respondent number and the data 
were supplied to the researcher anonymously. The paper questionnaires 
were stored in the SSI office. The follow-up started in the quarter following 
the final decision of the SSI regarding the disability benefit. Because the in-
clusion period lasted one year, the follow-up period per individual ranged 
from one year and three months to two years and nine months and ended at 
September 30, 2011 for all participants. 

RESPONSE
During the inclusion period 3455 people applied for a disability benefit in 
the three northern provinces of the Netherlands. Of these applicants, 2320 
(67.1%) were granted a disability benefit. Register data from the SSI as well 
as the data for work outcome were available for the complete sample. 
The insurance physician of the SSI filled out a questionnaire for 2545 
applicants (73,6%).
The response to the questionnaires for young adults with disabilities and 
their parents and school teachers varied considerable with the actor involved 
filling out the questionnaire. Of the young adults, 1966 (56.8%) filled out a 
questionnaire. These respondents did not differ from non-respondents with 
regard to gender, but did differ regarding age, diagnosis, disability status 
and work status. Respondents were younger, had more often a mild intellec-
tual disability and less often a psychiatric disorder, respondents were more 
often granted a disability benefit, and respondents worked more often for at 
least six consecutive months. Therefore, the results of the analyses based on 
self-report are mainly applicable to young adults with disabilities below 27 
years of age with intellectual and other developmental disorders, which is 
the focus of most articles in this thesis.
Of the parents involved, 1194 parents of young adults living at home with 
their parents filled out the questionnaire. Of the school supervisors involved, 
450 school supervisors of young adults attending special needs education 
filled out a questionnaire. As we do not know which percentage of young 
adult applicants was still living at home or attended special needs education 
during the disability assessment procedure, the percentage of parents and 
school supervisors that responded is unknown. 
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WORK PARTICIPATION 
Work participation was defined as finding and maintaining employment. 
Finding work was defined as work at any point during the follow-up. 
Maintaining employment was defined as work for at least six consecutive 
months during the follow-up.
Both work outcome measures, finding work and maintaining employment, 
were derived from the POLIS register data. The POLIS registry is a data-
base, in which all Dutch workers are included that have earned any wage 
(from regular, supported or sheltered jobs) and paid wage tax in the period 
concerned. Only paid work - for any number of hours - was included. Work 
related day activities or voluntary work are not included in this definition of 
work. The data were supplied anonymously (with respondent number only) 
to the researchers, who matched the data to the results of the questionnaires. 
In the period from December 2008 until September 2011 wage earning in the 
preceding month was assessed every quarter (twelve measurements). Only 
wage earning following disability claim assessment was taken into account. 

Application disability benefit

Finding sustainable employment
(6 months)

Sustainable employment

Employment at some point during
follow-up

No work at any point during 
follow-up

Finding sustainable employment 
(12 months)

No work at any point during 
follow-up

Employment at some point during 
follow-up

End-date follow-up
30 September 2011

End-date  inclusion
31 December 2009

Date final decision disability claim assessment (Jan 2009- Sept 2010)

Not working

Working

Figure 2.2 Flow diagram of possible work outcome of young adults with disabilities

Start inclusion
1 January 2009

2009 2010 2011

Follow-up

Mar Jun Sep Dec Mar Jun Sep
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STAKEHOLDERS INVOLVEMENT
Our cohort study has been accomplished through cooperation with 
different stakeholders in the field of social security and special education and 
rehabilitation. The project was supported by the SSI in the Northern 
Netherlands and the council of special needs education schools in the 
Northern Netherlands. The existing network with the special needs 
education schools made it possible to guarantee the contribution of these 
schools to the study and to disseminate the results for their benefit. To 
inform the parties concerned, the researcher regularly attended meetings of 
directors and school supervisors of special needs education. Furthermore, 
the researcher also attended meetings of networks around young adults with 
disabilities in their transition from school to work, in which the social security 
institute, special needs education, reintegration agencies and other support 
agencies were represented. A regional committee was established to create a 
support base within the institutes involved in the project and to support the 
implementation of the results of the study. In this committee the social 
security institute, special needs education, employers, sheltered workshops 
and the municipalities involved were represented. To inform all parties 
involved regarding the results of the cohort study, the results of the 
study have been presented at a symposium specifically organized for this 
purpose and attended by approximately 500 participants from the different 
institutes involved in the study. 

STATISTICAL ANALYSIS
Several statistical methods were used across this study in order to analyse 
the data. In general, analyses were performed with the statistical software 
package in PASW Statistics 18.0.3 (SPSS) (chapter 3 and 4), the multilevel 
ordinal logistic analyses were conducted in STATA 11.2 (chapter 3) and the 
survival analyses in STATA version 12.1 (chapter 6 and 7). 
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