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Introduction n 

Thee work of Marcel Proust, the famous novelist of the twentieth cen-
tury,, is often associated with a recall of long-forgotten sensations 
arousedd by typically French delicacies, the 'madeleines'. However, it is 
nott just a case of vivid remembrance. In Sodom et Gomorrhe, part IV of 
hiss masterwork A la recherche du temps perdu, Proust states that "real-
ityy does not exist as long as she is not re-created by our thoughts. [It is] 
thee earliest feelings attempting to combine with the other more recent feel-
ing,, and melt together to form one element, with the result that the cal-
endarr of facts so often fails to coincide with the calendar of feelings."  l 

Whatt makes this quote particularly interesting is its referral to the 
subjectivityy of seemingly objective facts and reality. Stories we tell 
aboutt our lives do not necessarily reflect our lives as they are lived, but 
thesee stories become our experience of our lives.2 This becomes even 
moree clear when we listen to the stories of people with a chronic disease. 
Confrontedd with a chronic disease, these people need to integrate the 
experiencee of being il l into the narrative of their life. 
Fromm a medical point of view, chronic diseases are prolonged, are not 
resolvedd spontaneously, and are rarely cured completely.3 The term 
'chronicc disease' comprises a broad range of conditions and disease: 
fromm life-threatening or disabling disease to less severe and less disabling 
conditions.44 On an individual level, the experiences of a long-term ill -
nesss are numerous and complex. Disability is not present or absent, it is 
ratherr a matter of degree. Illness may cause a loss of confidence in 
thee body, difficulty in doing things which once were easy, a diminished 
self-esteem,, shame, a change in roles, emotional distress, uncertainty 
withh regard to future plans and social isolation. On an individual lev-
el,, illness can be seen as a biographical disruption in a personal life-sto-
ry2»5;; the accompanying impairments or disabilities are the tip of the ice-
berg.. From an individual viewpoint, strictly medical factors are often 
nott the most crucial for treatment.2 Personal experiences and needs 
definee the priorities and goals for treatment. Consequently, the type of 
treatmentt wil l depend on the individual patient. This applies to the 
healthh care system as a whole, but especially to rehabilitation medicine. 

Inn general, rehabilitation treatment is concerned with the consequences 
off  a disease. If a disease cannot be cured, a person may suffer from long-
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termm disabilities or handicaps. Rehabilitation treatment ultimately 
aimss at restoring a person's participation in society, despite persis-
tentt consequences of a disease, such as disabilities or handicaps. In 
essence,, rehabilitation can be seen as the link between health care and 
society.. Various methods are available to stimulate the achievement of 
rehabilitationn goals, such as the training of abilities, the prevention of 
secondaryy disabilities and complications, the provision of technical 
aidss and adaptat ions, education with regard to such subjects as 
ergonomics,, or advice concerning social support or employment poten-
tials.. Since different people lead different lives in different contexts, the 
treatmentt goals and the methods applied wil l differ significantly from 
personn to person. 

Inn view of this individual diversity, what then are the characteristics of 
'good'' rehabilitation treatment? According to the above concepts, at its 
best,, it is client-oriented. Representatives of various patient organisa-
tions,, gathered under the umbrella organisation of the Netherlands 
Patientt / Consumer Federation (NP/CF), support this view.6 In their 
opinion,, client-centredness is summarised in four themes: respect for 
individuall  autonomy, respect for individual diversity, respect for the 
patientt as a full member of society, and justice in terms of the accessi-
bilit yy of health care. This implies that the best technical care, if it is not 
congruentt with the goals or preferences of the individual, fails quality. 
Fromm the health care perspective, client-centred care is characterised by 
enablement,, empowerment, exchange of information, shared decision-
making,, and respect for individual choice.7-9 Whereas the medical 
modell  places an emphasis on a person's clinical status as defined by the 
rehabilitationn worker, a client-centred collaborative model focuses on 
definingg priorities and evaluation outcome together with the patient and 
increasingg a person's self-management abilities.7 Research findings 
indicatee that client-centred practice leads to improved patient satis-
factionn and adherence to health service programs.8 In the public sector, 
client-centrednesss is supported by legislation. In the Netherlands, five 
relativelyy new Acts reflect the client-centred concept of quality and 
improvementt of the position of patients: the 'Individual Health Care 
Professionss Act'[Wet Beroepen Individuele Gezondheidszorg, 1993], the 
'Medicall  Treatment Agreements Act' [Wet op de Geneeskundige 
Behandell  Overeenkomst, 1994], the 'Clients' Right of Complaint Act 
[Wett Klachtrecht Cliënten Zorgsector, 1995], the 'Participation by 
Clientss of Care Institutions Act' [Wet Medezeggenschap Cliënten 
Zorginstellingen,, 1996], and the 'Care Institutions Quality Act' 
[Kwaliteitswett Zorginstellingen, 1996].10 For example, the 'Medical 
Treatmentt Agreements Act' essentially regulates the right of a person to 
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obtainn information, and protects the privacy of the patient. Following 
thee introduction of the 'Participation by Clients of Care Institutions 
Act',, client councils have been established in all care institutions. 

Alsoo in rehabilitation, professionals endorse the view that, for treatment 
too be successful, people with a disabling condition should have the 
opportunityy to be involved in treatment. Most of the people who are suf-
feringg from a disabling condition are 'experienced patients': they have 
alreadyy lived with disability for years, they know the health care system, 
theyy are familiar with rehabilitation interventions, and they receive 
informationn via the internet or from patient organisations. A client-cen-
tredd approach provides both practitioners and patients with the oppor-
tunityy to value and actually incorporate this expertise in treatment. 

AA client-centred approach may seem logical and therefore easy to 
implementt in practice, but it is not. Research among occupational 
therapistss reveals many barriers that hamper client-centred practice, a 
differencee in treatment goals between therapist and patient being the 
mostt important barrier.11 This finding is in accordance with the results 
off  research in other fields of health care. Even if patients and health care 
workerss aspire to the same goal, they often emphasise different 
aspects.122 Furthermore, rehabilitation teams tend not to acknowledge 
thee patient goals that they are unable to deal with.13 As a result, the alle-
viationn of physical disability may take precedence over goals that are 
moree difficul t to express or handle, such as the maintenance of personal 
roles.. Despite repeated calls for a client-centred approach, rehabilita-
tionn treatment and its research are still dominated by medical view-
points,, physical disabilities and striving for objectivity, whereas the 
opinionss of the patients do not seem to be heard. Moreover, health care 
professionalss have more power than patients to structure the nature of 
thee interaction between them, which can easily lead to irrelevant goal-
settingg as far as the patient is concerned. 
Thee Netherlands Patient / Consumer Federation argues that the first step 
too quality care is a systematic evaluation of needs.6 Comprehensive 
assessmentt is necessary to obtain insight into the various experiences 
andd needs of people, because unknown aspects cannot be treated. A 
questionnairee that acknowledges personal situations can be a useful tool 
too determine specific needs. In a client-centred approach such a ques-
tionnairee should be person-perceived, i.e. address the perspective of the 
patient.. For people living with the daily reality of a chronic disabling 
condition,, long-term outcomes in terms of the impact of physical dis-
abilityy on social participation and autonomy, are paramount. Individual 
autonomyy is a vital concept when considering participation, because 
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long-termm disability asks for a reflection with regard to one's goals and 
valuess in order to find a way of living lif e as desired. Respect for indi-
viduall  autonomy is central to a client-centred approach. With a ques-
tionnairee directed at person-perceived participation and autonomy, this 
specificc type of needs and the impact of the disease on the individual's lif e 
cann be evaluated. Given the wide variety of life-styles and standards in the 
21stt century, this kind of measurement should be broad.14 

Outlinee of the thesis 

Inspiredd by these concepts that are inherent to the lives and rehabili-
tationn of people with a disabling condition, the aim of this study was to 
developp a person-perceived questionnaire, addressing participation 
andd autonomy, for use in client-centred rehabilitation treatment and 
research.. The following steps are involved in the design of a question-
naire:: exploration and definition of the construct of interest, selec-
tionn of the item-pool, item-scaling, item-reduction, and determination 
off  reliability, validity and responsiveness.15 It is these steps that were 
followedd in the study. 

ChapterChapter I explores the concept of autonomy related to participation in 
society.. Why exactly is this meaningful in rehabilitation treatment and 
research?? What important aspects can be distinguished in relation to the 
participationn of people with a disabling condition? The model of dis-
ablementt most often used in rehabil i tation, the International 
Classificationn of Impairments, Disabilities, and Handicaps (ICIDH)16, 
classifiess different aspects of participation, but autonomy is not specif-
icallyy addressed in either the 1980 version or in the most recent proposal 
forr a renewed version.17 ' This is surprising, since the renewed ver-
sion,, the ICIDH-2, embodies what is now termed the 'biopsychosocial 
model':: a synthesis between the medical and social dimension of dis-
ablement.188 In our experience, autonomy is related to participation, 
sincee restrictions in participation easily lead to restrictions in autono-
myy and vice versa. 

ChapterChapter II presents the results of the literature search aimed at identifying 
questionnairess addressing person-perceived participation. In this study, 
thee terminology of the 'old' version of the ICIDH is adhered to (handicap 
insteadd of participation16), because this is used in most of the question-
nairess studied. The analysis focuses on the various concepts of handicap, 
andd the contents of the various questionnaires. A clinical commentary and 
ourr reply are added to underline the topicality of the theme and the dif-
ferencess in opinion and emphasis with regard to this subject. 

11 In each chapter of this thesis reference is made to the most recent draft of the renewed ICIDH. 
Therefore,, wording or definitions of participation may differ between the chapters. 
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ChapterChapter HI departs from the conceptual framework and reports on 
thee newly developed questionnaire, addressing person-perceived par-
ticipationn and autonomy: the IPA (Impact on Participation and 
Autonomy).. The first draft of the IPA is tested in a group of individuals 
withh various disabling conditions. The psychometric properties of the 
IPAA are analysed in terms of homogeneity (internal reliability) and 
constructt validity. 

ChapterChapter IV elaborates on the homogeneity and construct validity of the 
IPAA in a different sample. In this study, the IPA is tested on persons with 
neuromuscularr disorders, stroke, spinal cord injury, rheumatoid arthri-
tiss or fibromyalgia. This chapter also reports on other psychometric 
properties,, namely the test-retest reliability, and the convergent and 
divergentt validity of the IPA. To evaluate convergent and divergent 
validity,, responses to the IPA are compared with scores on the domains of 
thee London Handicap Scale, the Sickness Impact Profile (68-version) and 
thee Medical Outcome 36-Item Study Short-Form Health Survey (SF-36). 

ChapterChapter V focuses on the evaluative properties of the IPA. When eval-
uatingg the effectiveness of rehabilitation interventions, responsiveness 
(thee ability to detect a clinically important change within an individu-
all  over time) is a crucial aspect of the properties of a measurement 
instrument.. This chapter reports on the responsiveness of the IPA, and 
alsoo discusses the different types of psychometric strategies to evaluate 
thee responsiveness of a measurement instrument. 

Inn Chapter VI it is not the IPA, but the perspectives of persons with a 
chronicc disabling condition who are the subject of the study. This 
chapterr describes the impact of various chronic conditions (neuro-
muscularr disorders, stroke, spinal cord injury, rheumatoid arthritis 
andd fibromyalgia) on participation and autonomy, as assessed by the 
IPA.. Person-perceived participation seems to be a complex concept in 
whichh many factors are involved. More insight into these factors could 
bee of help in the choice of treatment. In an effort to understand more 
aboutt the operating mechanisms, an attempt is made to identify vari-
abless that explain perceived restrictions in participation and autonomy. 

ChapterChapter VII presents a general discussion. The IPA is discussed in the 
lightt of current rehabilitation practice and research, client-centred 
caree and evidence-based medicine. Suggestions for further research 
andd potential applications of the IPA are given. 

AA  Summary in English and Dutch concludes this thesis. 
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Finally,, it should be noted that this thesis consists of articles which have 
beenn submitted or published separately. Therefore some overlap exists, 
mainlyy in the introductory sections of the various chapters. The author 
sincerelyy hopes that this does not interfere with the readability of the 
thesiss or the interest of the readership. 
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