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Introductio n 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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Introduction Introduction 

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 

Outlin ee of the thesi s 

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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CHAPTERR I 

Onn autonom y and participatio n 
inn rehabilitatio n 

Abstrac t t 
Objective:Objective: to explore the concept of autonomy as a basis for social participation, 
withh particular reference to rehabilitation. 
Methods:Methods: a study of relevant literature from the field of rehabilitation, building on 
theoryy developed in other fields {ethics, social sciences), and deriving important 
conceptss and strategies for rehabilitation practice. 
Results:Results: conceptions of autonomy vary among individuals and cultures, but a cru-
ciall  distinction can be made between decisional autonomy (the ability to make 
decisionss without external restraint) and executional autonomy (the ability to act as 
onee wishes). The liberal-individualist account of autonomy over-emphasises phys-
icall  independence and does not sufficiently recognise the inter-dependency of all peo-
ple,, including those with disabilities. An ethic of care, complementary to the prin-
ciplee of respect for autonomy, should guide the development of rehabilitation 
strategiess to enhance individual autonomy and participation in daily living. For reha-
bilitation,, this entails an attentive attitude, maximising opportunities for informed 
choices,, taking full account of each person's preferences, needs and social context. 
Conclusion:Conclusion: autonomy is central to client-centred rehabilitation since it is a pre-
requisitee for effective participation. We suggest that autonomy, conceived as a basis 
forr participation, is the ultimate aim of rehabilitation. 

Introduct ion n 

"From"From the time my [disease] was first diagnosed through my entry into 

wheelchairwheelchair life, I had an increasing apprehension that I had lost much 

moremore than the full use of my legs." 1 

Untill  recently, medicine has been more interested in disease than in the 
personn behind the disease. Responding to social and poli t ical pres-
sure,, health care pract i t ioners have started to move from a predomi-
nantlyy medical approach to one in which the individual takes centre 
stage.. Understanding the effect of illness on a person's lif e has become 
ass important as consideration of disease itself.2 The aim of this paper is 
too explore the concept of autonomy in relat ion to the part ic ipat ion of 
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peoplee with a disabling condition in society and to discuss its rele-
vancee for rehabilitation. We suggest that autonomy, as the fundamen-
tall  pre-requisite for participation, is a key concept for client-centred 
rehabilitation. . 

Thee publication of the ICIDH (International Classification of 
Impairments,, Disabilities, and Handicaps) in 1980 signalled an impor-
tantt advance in conceptualising the mechanisms of components of dis-
ablement.. Measures of function {e.g. strength, range of motion) were 
supplementedd by measures of functional ability (e.g. tasks such as 
walking)) and social functioning. 
Inn rehabilitation, evaluations of functions or (dis)abilities are of fre-
quentt occurrence, whereas handicap, defined as the social consequences 
off  disease, is seldom evaluated either in treatment or in outcome assess-
ment.. This is surprising and regrettable, given that the ultimate aim of 
rehabilitationn is to maximise a person's participation in society. In 
thee revised classification, the ICIDH-2 {International Classification 
off  Functioning and Disability), 'handicap' has been termed 'participa-
tion',, which is defined as 'the involvement of an individual in lif e sit-
uationss in relation to health conditions, body functions and struc-
tures,, activities, and contextual factors'.3 Participation is closely allied 
too the concept of disadvantage. As such, it depends on normative cri-
teria.. In the ICIDH-2, an individual's participation is compared with 
thatt of a person without disability. Participation, like handicap in the 
originall  classification, is therefore evaluated from a societal point of 
view.. This approach exposes a conceptual contradiction inherent in the 
WHOO scheme. While the terms handicap and participation purport to 
recognisee the impact of illness as lived experience, they are assessed in 
termss of externally imposed norms which may be totally at variance with 
ann individual's perspective. 

Thee concept of autonomy adds a personal perspective to the assessment 
off  participation. A person's participation can be demonstrated through 
lif ee roles such as the worker's role, but the extent of personal choice 
oftenn remains unknown. Similarly, lack of activity need not imply lack 
off  participation, and if it does, it has many possible explanations. 
Somee individuals actively choose to lead solitary lives, but many lack 
opportunitiess to participate. And even when a person declines oppor-
tunitiess for participation, the possibility of free choice may have been 
diminishedd by psychological and sociological pressures such as those 
experiencedd by residents of 'total institutions'.4 Thus, objective factors 
aree not the only cause of disadvantages. In the domain of participation 
thee main question to be answered should not be 'how does this indi-
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vidual'ss social activity differ from that of others?' but rather 'how 
doess this person experience her social existence?'. Quality of lif e instru-
mentss go someway towards addressing this question. However, they fail 
too give an adequate account of lif e as perceived by the individual, even 
thoughh they address a variety of indicators regarding behaviour and per-
ceptions.55 And they leave a further question unanswered: how much 
autonomyy - how much scope for social action and for interpersonal rela-
tionshipss - does an individual have? Quality of lif e measures cannot be 
acceptedd as global indicators of the impact of disease unless they assess 
participationn in relation to autonomy. In this paper we argue that a per-
son-centredd understanding of participation requires autonomy to be tak-
enn into account alongside the ICIDH-2 framework and quality of life, as 
currentlyy understood. 

Concept ss of autonom y in the contex t of disabilit y 

Thee principle of respect for autonomy (literally: self-rule) is based on the 
notionn of respect for the thoughts, will , decisions and actions of other 
persons.6»77 The most influential model of autonomy in Western countries 
iss the liberal-individualist view, which stresses freedom of choice and 
action.8"100 The liberal view has provided an important foundation for 
rights,, such as the right to self-determination and privacy, informed con-
sentt and protection from interference by others, but it has important 
limitations.8»111 Liberal individualism tends to equate autonomy with 
physicall  independence. As a result, dependency measures are widely used 
ass markers of quality of life.12»13 However, there is abundant evidence 
thatt physical disability is a poor predictor of quality of l ife1416 and that 
externall  perceptions of disability are misleading.17 The liberal view does 
nott sufficiently recognise that individuals are social beings. Inter-
dependencee is a characteristic of human life, not an aberration associ-
atedd solely with illness or disability.11 The liberal view is especially inad-
equatee in relation to the rehabilitation of people living with the daily 
realityy of disability.8'9-11 In chronic conditions dilemmas regarding 
autonomyy may be less obvious, more complex and more far-reaching 
thann in acute care. Decisions concern a person's way of life, not just 
choicee of treatment. Differences between the values of patients and of 
rehabilitationn workers are frequent sources of confusion or conflict. 
Theree may be disagreements and misunderstandings about what abili-
tiess or capacities are needed for participation, about what counts as an 
acceptablee quality of life, and about ultimate goals in treatment.18»19 

Conceptionss of autonomy derive from a cluster of value-laden ideas 
whichh differ between persons, social groups and cultures. In Western 
cultures,, autonomy is strongly associated with normative states such as 
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'health'' and 'adulthood' which allow maximal independence and free-
domm of choice. Different culturally-determined conceptions of adult-
hood,, illness, independence and social roles are encountered among oth-
err communities, including minorities living within western states. 
Communitiess which value inter-dependence within and between fami-
liess may not perceive individual autonomy as the pre-eminent goal of 
rehabilitation.. Such cultural variations have profound implications 
forr the contents of rehabilitation treatment.20»21 

Thee liberal conception of autonomy has been extended by proponents of 
ann 'ethic of care'. In some contexts, 'care' can appear to be inimical to 
personall  freedom, but the ethic of care endorses the idea of autonomy 
ass self-governance, while placing greater emphasis on the social context. 
Accordingg to Tronto care can be understood in four inter-connected 
senses.222 Care can be described as an exchange: care is thus a process of 
directlyy meeting practical needs (care-giving), and also something 
receivedd (care-receiving). Two further aspects of care, describe attitudes 
whichh can also be exchanged or shared: care as concern for another per-
sonn (caring about, attentiveness), and care as responsibility (taking 
caree of). An ethic of care views each person's individual needs within the 
contextt of their life's narrative11'2224, where all four aspects of care are 
likelyy to be expressed in reciprocal relationships. The liberal view of 
autonomyy is focused largely on maximising a person's scope for inde-
pendentt action. The care perspective is more ambitious. It aims to 
maximisee a person's opportunity to act authentically within a social 
frameworkk which does not deny the reality of inter-dependence. 

Decisiona ll  autonom y 

Too understand the meaning of autonomy in relation to a disabling 
conditionn it is important to distinguish decisional autonomy from 
executionall  autonomy.8'25'26 Executional autonomy is defined as the 
abilityy and freedom to act on the basis of decisions, e.g. actually dress-
ingg oneself as one wishes. Physical disability may diminish autonomy of 
actionn without necessarily diminishing autonomy of decision making. 
Decisionall  autonomy is the ability to make decisions without external 
restraintt or coercion, e.g. deciding when and how to get dressed. The 
firstt requirement for decisional autonomy is physical conditions which 
alloww chosen actions to be carried out. Such conditions are difficul t for 
peoplee with a disability to achieve, even where care systems are well 
resourced.. For example, reliance on wheeled transport inevitably 
reducess a person's ability to respond flexibly to the environment. Even 
thee simplest projects have to be planned in advance, and it is difficult to 
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makee 'spur of the moment' decisions. All too often, physical restrictions 
causee expectations to be lowered so that decisional autonomy is under-
mined.. The second requirement for decisional autonomy is psycholog-
icall  conditions which allow choices to be made freely. Ignorance 
restrictss decisional autonomy just as information facilitates it; a choice 
off  two alternatives may be offered, while other options are not dis-
closed.. Other psychological barriers to decisional autonomy are too 
complexx to be discussed fully here, but one everyday example is the 
restrictionn of an individual's autonomy by a rehabilitation worker 
whoo controls the choice or timing of daily activities. Psycho-dynamic 
mechanismss can be important, for example the dominance of a person 
withh a disability by a powerful partner (the reverse also occurs). 
Sociologicall  factors cause personal horizons to be narrowed by insti-
tutionall  life4, so that decisional autonomy is diminished. 
Ann important product of decisional autonomy is self-realisation: the 
abilityy not only to make choices freely and independently, but also to 
shapee one's lif e into a meaningful existence which expresses individu-
ality.277 A person requires psychological rather than physical indepen-
dencee in order to take control of one's life, and to choose among 
optionss what lif e to live and what risks to take.2 7 29 

Autonom yy and participatio n in rehabilitatio n 

Autonomyy is not a state of being, but rather something individuals 
developp in the course of their lives.8 Autonomy can be viewed as a 
continuouss and personally unique variable which exists in different 
degrees,, depending on a person's circumstances.8 Thus, autonomy may 
bee restricted by changes in the physical or social environment, just as 
itt can be affected by impairments, for example following trauma. 
Reducedd autonomy in some aspects of life, however, is compatible with 
fulll  autonomy in other aspects.23 Furthermore, the actual and desired 
degreee of decisional and executional autonomy wil l vary among different 
roless and activities.30»31 In rehabilitation, therefore, we should not strive 
forr some ideal state of autonomy. People should be enabled to choose 
whichh decisions should be made by themselves and which should be left 
too others to make.18 As Komrad stressed, the health professional must 
respectt the person's potential for autonomy at all stages of treatment.32 

Chronicc or progressive disability necessitates a renewed reflection on 
one'ss goals and values in order to find a new way of living lif e as 
desired.. In this process all aspects of autonomy should be taken in 
consideration:: decisional, executional autonomy and self-realisa-
tion.8»22'33'344 Rehabilitation workers can guide the individual in deter-
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miningg opt ions and strategies. They can provide meaningful informa-
t ion,, al lowing time and creating an environment in which autonomy is 
respectedd and encouraged to the extent of the individual 's abilit ies or 
wishes.3 5»366 Meaningful information gives people a sense of control 
overr their si tuations, even when they hand over decisions to others, and 
cann help people to accommodate themselves emotionally and practically 
too illness and disabil i ty.18 Individuals have different methods of adjust-
ment,, and each phase of rehabilitation generates choices and strategies for 
maximisingg autonomy and part ic ipat ion.37 At the outset, a comforting 
andd directive approach may take priority over enablement. Later, or in a 
differentt person, these strategies could severely restrict autonomy. 

Thee basic concerns of a person with a disability are the same as those of 
aa person wi thout a disabil i ty: to liv e a good or meaningful lif e and to 
part ic ipatee in the social and occupat ional activit ies of one's choice. 
Whenn disabil i ty restricts the range or qual i ty of activit ies, respect for 
autonomyy wil l be an especially impor tant issue in the domains and 
activitiess that contr ibute to the identity, self-esteem and roles which the 
individuall  va lues.3 0'31 The more impor tant an activity is to the indi-
vidual,, the more important it may be to 'be in charge', especially when 
onee is not able to perform the activi ty oneself. Accordingly, in the 
lightt of au tonomy, part ic ipat ion should be understood primari ly in 
termss of individual preferences, rather than in terms of general com-
pe tenc ies .9 ' 2 9 3 1' 388 Relearning to wri te or to play with a grand-chi ld 
mightt be far more important for an individual than learning how to 
dresss independent ly. 

Whenn advising on services, rehabi l i tat ion workers must be aware that 
thee terms on which a service is provided has a bearing on how far it is 
ann aid to au tonomy. Money is the single most impor tant means of 
enhancingg autonomy for people with a disability, as for others.39 A per-
sonn who pays for services such as house-cleaning or personal care may 
perceivee these as equivalent to paying for a taxi when one is not able to 
drivee a car, but unpaid help may be perceived as humil iat ing depen-
dency.399 Unfortunately, those who most need care are the least likely to 
bee able to rec iprocate.39 However they are provided, services must be 
designedd to maximise autonomy. In the Nether lands and in the United 
Kingdom,, services for people with a disabil i ty often restrict autonomy 
ratherr than promote it . For example purchasing the help one needs 
withh governmental funds [persoonsgebonden budget in the Netherlands, 
orr direct payments in the UK] is still not easy because of long wait ing 
listss or unclear procedures. 

Inn conc lus ion, we suggest that the pa t ien t -p ro fess ional encounter 
shouldd be a dialogue through which an indiv idual 's values and prefer-

22 2 



OnOn autonomy and participation 

encess are discovered.18 For the professional, respect for autonomy 
requiress a client-centred rather than a biomedical perspective. An eth-
icc of care complementary to the liberal view on autonomy can guide the 
developmentt of treatment strategies to enhance autonomy and partici-
pationn in daily living. An understanding of the uniqueness of people is 
paramount.. For the client, an equally radical shift from a personal to an 
interpersonall  perspective is required. Respect for autonomy does not 
licensee a person to do or say as he pleases. It entails responsibilities as 
welll  as rights, and demands negotiation which takes account of the 
viewss of others, including the therapist.40'41 Understanding inter-
dependencee can be a crucial first step in regaining autonomy. 
Inn recognition of the above mentioned aspects, we suggest that respect 
forr autonomy, and the process of enabling it, should be built into the 
definitionn of rehabilitation. The ultimate aim of rehabilitation is to 
regainn and retain the highest possible level of autonomy, in order to 
maximisee participation. 
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CHAPTERR II 

Handica pp questionnaires : 
whatt  do they assess? 1' 

Abstrac t t 

BackgroundBackground and Purpose: there is an increasing need to obtain insight into the 
sociall  and societal impact of chronic conditions on a person's life, i.e. person-per-
ceivedd handicap. The purpose of this study is to report on how current handicap 
questionnairess address aspects of the handicap concept. 
Method:Method: a literature search using both Medline and the database of the Dutch 
Institutee of Allied Health Professions (NPi) was conducted to identify handicap 
questionnaires.. Questionnaires were included if they addressed handicaps or life 
roles,, environmental influences or social consequences of a disease. Excluded 
weree questionnaires focusing on impairments, disabilities, quality of life, or only 
onee aspect of the handicap concept, as well as questionnaires addressing the 
sociall  consequences of a hearing impairment or mental retardation. 
ResultsResults and conclusion: 20 questionnaires were identified: 9 generic and 11 pop-
ulation-specificc questionnaires. Handicap is not uniformly defined in these ques-
tionnaires.. Based on different concepts, the various questionnaires encompass dif-
ferentt domains, and emphasise different aspects in similar domains. Fourteen 
questionnairess assess society-perceived handicaps, and do not address lif e roles, 
caree needs or individual problem-experience. Six questionnaires are to some 
extentt person-perceived, but no generic person-perceived handicap question-
nairee could be identified. 
Itt is concluded that the development of a generic person-perceived handicap 
questionnairee is essential for an adequate assessment of needs and outcome of reha-
bilitationn interventions from the individual perspective. 

Introductio n n 

Increasedd life-expectancy and advanced medical technology have result-
edd in more people with a chronic disease or long-term d isabi l i ty .1 

Policiess in health care are also changing, and more at tent ion is being 
paidd to problems related to disease and their impact on the functioning 
off  the individual in daily lif e and society. Most people with a disabling 
condi t ionn experience l imitat ions in their abil i ty to part ic ipate in daily 
life .. Therefore, not only the clinical course of the disease is impor tant, 
butt also the consequences it has for the individual in daily life. 
Thesee consequences for everyday lif e can be classified according to 
thee In te rna t ional Classi f icat ion of Impa i rmen ts, Disabi l i t ies, and 

"" The layout of this chapter differs from the traditional structure of an article: the results and dis-
cussionn are combined in one paragraph. This was a requirement stipulated by the journal in which 
thee paper was published. 
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Handicapss (ICIDH).2 In the ICIDH, impairment is classified in terms of 
abnormal i t iess in the structure or functioning of the body. Disabil i ty 
referss to the performance of activit ies or behaviour, and handicap is 
definedd as a disadvantage for a given indiv idual, result ing from an 
impairmentt or a disability, that limit s or prevents the fulfilment of a role 
thatt is normal (depending on age, sex, social and cultural factors) for 
thatt indiv idual. The handicap domain of the ICIDH consists of six 
d imensionss or 'survival ro les ': o r ien ta t ion, physical independence, 
mobil i ty,, occupat ion, social integrat ion and economic self-sufficiency. 
Thee ICIDH has triggered considerable discussion about its concept, its 
definit ionss and its use of the terms handicap and disabi l i ty .1»3 10 Some 
authorss have suggested the possibi l i ty of an ICIDH with two dimen-
sions:: impairments and (physical, mental, emot ional and social) dis-
ability.111 Others have proposed that the name of the handicap dimension 
shouldd be changed, because they considered the term handicap to be too 
negativee and judgemental.12 As a result of the ongoing developments in 
healthh care, and experience gained in the use of the ICIDH, a new ver-
sionn with revised definit ions wil l be publ ished in the near future.13 In 
thiss revised version, the hand icap domain wil l be main ta ined, but 
handicapp wil l be renamed 'part ic ipat ion' .14 Participation wil l be defined 
ass ' the nature and extent of a person's involvement in lif e situations in 
relationshipp to impairments, activities, health conditions and contextual 
factors '.. Part ic ipat ion may be restr icted in nature, durat ion and qual-
i ty . 1 4'155 In this way, 'handicaps' seem to be defined from a more social 
pointt of view, because the opportuni t ies, environment and lif e roles of 
ann individual are taken into cons iderat ion.16 In the present study, the 
currentt version of the ICIDH was used, because the existing quest ion-
nairess are based on this terminology, and the revised ICIDH with new 
definit ionss and terminology has not yet been publ ished. 

I tt is known that there is no linear relationship between impairments, dis-
abilit iess and handicaps: a reduction of impairments does not necessar-
il yy result in a reduction of disabilities and handicaps.3»5 Moreover, in the 
rehabi l i tat ionn of people with a chronic disabling condit ion it is some-
timess possible to reduce the severity of handicaps by influencing the 
environment,, even when no further reduct ion in impairments and dis-
abilit iess can be achieved. Therefore, handicaps can only be adequately 
addressedd after they have been proper ly assessed. 
Carrr and Thompson compared society-perceived handicaps with person-
perceivedd handicaps.17 In their opin ion, society-perceived handicap is 
aa useful concept when compar ing the impact of a disease on different 
popu la t ions,, for instance wi t h respect to the f inancial s i tuat ion or 
employabilityy of people with and without disabilit ies.17 However, in the 

28 8 



HandicapHandicap  questionnaires 

rehabilitationn of individuals with a chronic disabling condition, the per-
ceptionn of the individual is essential in order to obtain better insight into 
thee specific needs and problems people are faced with.17»18 When hand-
icapp is evaluated from a societal point of view, this can result in inad-
equatee interventions and the possibility that the needs of the individu-
all  are not met or wil l be misinterpreted.17 

Althoughh various methods have been developed to evaluate impair-
mentss and disabilities, very few have addressed the assessment of hand-
icaps.. Up until now, outcome measures in rehabilitation studies have 
mainlyy focused on impairments and disabilities. Only a few studies 
havee reported the assessment of handicaps.18 The reasons for this may 
bee confusion about the concept of handicap, changing opinions about 
thee domain of handicap, or the lack of adequate tools to assess handi-
cap.. However, the ultimate aim of rehabilitation for people with a 
chronicc disabling condition is to reduce handicaps and thereby hopefully 
improvee their quality of life. For that reason, the objective of this 
studyy is a) to present an overview of current handicap questionnaires, 
b)) to determine how these questionnaires defined handicap, and c) to 
comparee the content of the various questionnaires with the formal 
handicapp dimension as defined by the ICIDH. 

Method s s 

AA Medline search and a literature search in the database of the Dutch 
Institutee of Allied Health Professions (NPi) were conducted (period: 
Januaryy 1987 - March 1997). Additional studies were identified by 
reference-tracing.. The following keywords were used: handicap and dis-
abilityy evaluation, handicap and assessment, handicap and question-
naire,, and handicap and role (languages: English, Dutch and German). 
Givenn the importance of the perception of the individual, we also 
includedd questionnaires if they addressed problem-experience in the lif e 
roles,, environments or care needs of people, even if the instrument 
wass not designed as a handicap questionnaire. Excluded were ques-
tionnairess focusing on impairments, disabilities, well-being or quality 
off  lif e and mental retardation, as well as questionnaires concerning the 
sociall  consequences of hearing impairment and vestibular disorders. 
Questionnairess based on solely one specific aspect of the handicap 
conceptt (e.g. occupation) were also excluded. 
Thee questionnaires were categorised into generic questionnaires and 
population-specificc questionnaires. All questionnaires were evaluat-
edd to determine how handicap was defined. The different domains of 
eachh questionnaire were compared with the following formal domains 
off  the handicap dimension of the ICIDH: physical independence (includ-
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ingg mobility) and roles (including occupat ion and economic self-suffi-
ciency).22 'Influence of the personal environment' (physical, social, cul-
tural)) and ' ind iv idual percept ion' were also added, in view of the 
recentt proposal for revision of the ICIDH handicap dimension.14 The 
itemss addressing the social environment were considered to reflect the 
dimensionn of social integration of the ICIDH. In describing the domains 
off  the various questionnaires, the terminology of each questionnaire was 
maintainedd as much as possible. 

Result ss  and discussio n 

Inn Medl ine, 80 articles were identified in which a handicap question-
nairee was discussed. The database of the NPi produced another 12 
articless that were not found in Medl ine. After the appl icat ion of the 
inclusionn and exclusion criteria, 20 quest ionnaires were considered to 
bee suitable for further conceptual analysis. 

DescriptionDescription of handicap 
Basedd on the definit ions or concept, it is not possible to make a clear 
dist inct ionn between handicap quest ionnaires and quest ionnaires that 
weree not specifically designed as handicap quest ionnaires. Next to the 
ICIDHH itself, in five of the nine generic questionnaires the handicap con-
ceptt of the ICIDH has been used as a theoret ical f ramework, i.e. the 
Craigg Handicap Assessment and Report ing Technique (CHART), the 
Londonn Handicap Scale (LHS), the Perceived Handicap Quest ionnaire 
(PHQ),, the Rehabi l i tat ion Activities Profile (RAP) and the Functional 
Autonomyy Measurement System (SMAF) (Table 2.1). Eleven question-
nairess are disease-specific, or have been developed for a specific pop-
ulation,, e.g. elderly people (Table 2.2). None of the population-specific 
quest ionnairess defined handicap in accordance with the ICIDH. 

PhysicalPhysical independence and roles 
Thee contents of the generic and populat ion-specif ic quest ionnaires in 
relat ionn to the dimensions of handicap as described in the ICIDH are 
presentedd in Tables 2.3 and 2 .4. The Commun i ty In tegra t ion 
Quest ionnairee (CIQ)28 is the only quest ionnaire with no items per-
tainingg to physical independence (Table 2.4). In 12 of the 20 ques-
t ionnairess 2,19,20,22-24,26,27,30-32,37 physical independence is, in fact, 
addressedd as a disabil ity: 'are you (un)able to perform an activity inde-
pendent ly,, wi th or w i thout a ids '. This relates to society-perceived 
handicap:: when more help is needed, the disadvantage from a societal 
pointt of view wil l increase. This i l lustrates the exist ing confusion 
aboutt disabil i ty and handicap in the current version of the ICIDH. In 
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Tabl ee 2.1 Generic handicap questionnaires: description of handicap 

Questionnaire Questionnaire AbbreviationAbbreviation  Description  of  handicap 

Dutchh handicap scale19 AGAS 

Craigg Handicap Assessment CHART 
andd Reporting Technique 20 

Canadiann Occupational COPM 
Performancee Measure21 

Internationall Classification ICIDH 
off Impairments, Disabilities, 
andd Handicaps2 a 

Londonn Handicap Scale22 LHS 

Perceivedd Handicap PHQ 
Questionnaire23 3 

Rehabilitationn Activities RAP 
Profile24 4 

Re-integrationn to Normal RNL-index 
Livingg Index25 

Functionall Autonomy SMAF 
Measurementt System26 

beingg disabled 

conformm handicap dimension of 
thee ICIDH 

performancee and satisfaction with 
performance,, taking into account 
roless and the environment (not 
definedd as handicap) 

aa disadvantage for an individual 
preventingg fulfilment of a role that 
iss normal (depending on sex, age, 
sociall and cultural factors) 

conformm handicap dimension 
ICIDH H 

basedd on the CHART, provides 
globall measures of extent of per-
ceivedd handicap across each 
off 5 CHART dimensions (ICIDH) 

disabilityy scale, the questions 
aboutt relationships concern 
handicapp conform the ICIDH 

globall dysfunction and problems 
inn re-integration to normal living 
(nott defined as handicap) 

conformm disability and handicap 
dimensionn ICIDH 

hh the ICIDH can be used as an evaluation instrument, it was designed as a 
classificationn and not as a questionaire. 

ourr opinion, the dimension of (in)dependence should focus on autonomy 
{fromm the point of view of the individual), rather than evaluate the 
quantityy of tasks a person can perform with or without assistance. 
Onlyy six questionnaires address the economic aspects of a handi-
cap p 2,20-22,33,37 7 
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Tablee 2.2 Population-specific questionnaires: description of handicap 
andd target population 

QuestionnaireQuestionnaire  Abbreviation 

Revisedd Arthritis 
Impactt Measurement 
Scale27 7 

Communityy Integration 
Questionnaire28 8 

Diseasee Repercussion 
Profile29 9 

Environmentall Status 
Scale30 0 

Fallss Handicap 
Inventory31 1 

Functionall Disability 
Scale32 2 

Groningenn Social 
Disabilitiess Schedule33 

Lifee Strengths 
Interview34 4 

Millionn Handicap 
Index35 5 

Rankinn scale36 

Socio-economicc Scale37 

AIMS2 2 

CIQ Q 

DRP P 

ESS S 

FHI I 

GSB B 

LSI I 

Million n 

Rankin n 

DescriptionDescription  of  handicap 

impactt of rheumatoid 
arthritiss on health status 

problemss in community 
integration n 
(nott defined as handicap) 

functional,, social, 
emotional,, psychological 
andd financial disadvantage 

basedd on socio-economic 
scale,, concerns motor 
disabilitiess and their sequelae 

dysfunctionn associated with 
repeatedd falls 

disadvantagee related to 
activitiess of community living, 
exceptt work and personal 
activities s 

problemss in fulfilment of 
sociall roles 

disabilitiess and goals of 
people,, taken into account 
sociall context 

restrictionss in activities and 
life e 

levell of dependence related to 
previouss activities 

socio-economicc needs 
(nott defined as handicaps) 

Population Population 

rheumatoid d 
arthritis s 

traumatic c 
brainn injury 

rheumatoid d 
arthritis s 

multiple e 
sclerosis s 

personss with a 
historyy of falls 

rheumatoid d 
hand d 

psychiatry y 

elderly y 

backk pain 

stroke e 

multiple e 
sclerosis s 
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EnvironmentalEnvironmental  Influences 
Physical,, social and cultural environments can have a major effect on 
handicap.. Environmental influences are most obvious in individuals 
whosee abilities are reduced by illness, injury, or functional decline 
duee to ageing.38 In rehabilitation, adaptation of the physical (home) 
environmentt is often recommended to reduce handicap. Only three 
questionnaires,, the Canadian Occupational Performance Measure 
(COPM,, Table 2.3)21, the Environmental Status Scale (ESS)30 and the 
Socio-economicc scale37 (Table 2.4) address the physical environment by 
assessingg the need for adaptations. 
Thee social environment is evaluated in various ways. For example, the 
CHART200 quantifies the amount of social contact, whereas the questions 
inn the LHS22 attempt to grade the quality of social relationships (getting 
onn with people). 
Culturall  influences are incorporated in the definition of handicap in the 
ICIDH 22 ; yet none of the handicap questionnaires contains items about 
thee cultural environment. The Groningen Social Disabilities Schedule 
(GSB)333 is the only questionnaire (developed for use in psychiatry) 
thatt does assess problems in the performance of social roles in the 
contextt of social-cultural expectations, probably because the GSB is a 
semi-structuredd questionnaire. It seems difficul t to evaluate cultural 
influencess with closed questions, even when this concerns a concrete and 
universall  activity such as eating. 

Differencess in the scope and elaboration of the handicap concept make 
itt difficul t to compare the outcome of various handicap questionnaires. 
Furthermore,, in our opinion, it would be better to assess the social and 
societall  impact of disease or disability with questions such as: ' are you 
ablee to go where you want to go?', 'can you carry out your work 
accordingg to your wishes?', and 'what are your chances of communi-
catingg with others on equal terms?'. Phrased in this way, the items 
focuss more on person-perceived handicaps in terms of individual oppor-
tunities,, choices and person-specific situations. 

PerceptionPerception  of  the Individual 
Fourteenn questionnaires are society-perceived assessment scales, and do 
nott assess the needs or problem-experience of people. Six questionnaires 
aree to some extent person-perceived: three generic questionnaires: the 
COPM21,, the RAP24 and the Re-integration to Normal Living Index 
(RNLL Index)25, and three population-specific questionnaires: the 
Diseasee Repercussion Profile (DRP)29, the Life Strengths Interview 
(LSI)344 and the Revised Arthritis Impact Measurement Scales (AIMS2)27. 
Thee COPM is a semi-structured questionnaire, designed for use by 
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CHAPTERCHAPTER II 

occupat ionall  therapists to assess the problems which individuals per-
ceivee in daily lif e in the domains of self-care, productivity and leisure21. 
Thee COPM addresses different aspects of the proposed revision of the 
neww dimensions in the ICIDH: lif e roles, environments and needs of the 
individual.. However, the focus is on performance instead of on social 
d isadvantage. . 
Thee RAP was developed mainly for the assessment of disability, but the 
itemss on social relat ionships take handicap into considerat ion.24 The 
RAPP grades the severity of perceived problems, but does not contain 
quest ionss about individual care needs or lif e roles. 
Thee RNL Index addresses global functioning and measures both the per-
cept ionn individuals have of their own capabi l i t ies and the objective 
indicatorss of physical, social and psychological performance.25 The 
aimm of the RNL Index is to assess the magni tude of change in an indi-
viduall  (or in a group) in terms of how well they have readjusted to nor-
mall  livin g pat terns. Although it is not a handicap quest ionnaire, the 
RNLL Index is the only questionnaire which combines lif e roles with the 
percept ionn of the individual. However, each of the various roles are 
reflectedd in one i tem, so respondents cannot specify their needs or 
indicatee the magnitude of the perceived problem. 
Thee DRP is a combinat ion of open quest ions and rat ing scales to pro-
ducee an ind iv idua l ised prof i l e of perceived hand icap in di f ferent 
doma ins .299 The domains of the DRP are based on items which are 
assumedd to be important for people with rheumatoid arthrit is. Since the 
DRPP focuses on specific consequences of rheumatoid arthr i t is, not all 
aspectss of handicap are addressed. 
Thee LSI has been developed as a clinical f ramework to identify handi-
capp goals in the elderly.34 It consists of a focused interview with open 
questions,, based on issues which are important in the lives of older peo-
ple.. Semi-structured interviews are not standardised, and can therefore 
leadd to substant ial variat ion in the qual i ty and specificity of the infor-
mationn obtained. The main advantage of a semi-structured interview, 
however,, is that it can be person-perceived, by virtue of its design. 

Person-perceivedPerson-perceived  handicap  and quality  of  life 
Inn this study, quality of lif e (QoL) measurements were excluded, because 
i tt was decided to focus solely on instruments measuring the social and 
societall  consequences of a disease. However, when stressing the impor-
tancee of items addressing needs and individual percept ion, quest ions 
soonn arise concerning the difference between experienced handicaps and 
thee concept of QoL. Although these are two different concepts, they are 
sometimess used synonymously.39 For example, Whiteneck et at. defined 
handicapp as the objective component of QoL.20 The ICIDH does not 

36 6 



HandicapHandicap  questionnaires 

mentionn QoL, although this classification includes components of the 
conceptt of QoL, such as functional (dis)abilities and psychological 
factors.. Nowadays, there is widespread consensus that QoL should 
consistt of at least four dimensions: physical, functional, psychological 
andd social health.36 Since only the social dimension of QoL reflects the 
societall  level of the ICIDH, the handicap concept refers to a relatively 
smallerr spectrum of consequences of disease, compared to the concept 
off  QoL. Undoubtedly, QoL can be an important outcome in medical 
rehabilitation,, as it reflects the degree to which individuals feel com-
fortablee with their living circumstances and with their ability to choose 
orr change those circumstances.40 QoL assessments give an overall 
impressionn of the impact of the disease on the individual, but they 
generallyy do not identify specific problems which may be amenable to 
individual-tailoredd rehabilitation treatment. In order to guarantee the 
relevancee of a rehabilitation programme, rehabilitation workers would 
thereforee do better to identify person-perceived problems related to 
sociall  participation and autonomy. 
Withh regard to the questionnaires reviewed in this chapter, the Dutch 
Handicapp Scale (AGAS)19 was considered to be a QoL measure, because 
itt stresses emotions such as feelings of being handicapped. Some authors 
alsoo consider the AIMS227 to be a QoL instrument 27,4i,42}  although oth-
erss are of the opinion that it is a handicap scale18. The AIMS2 is a new 
versionn of the AIMS, containing three new domains which have been 
addedd to evaluate arm- function, work and social support in people with 
rheumatoidd arthritis.27 The social support scale of the AIMS2 has been 
addedd to supplement the social activities scale by measuring the quali-
tativee aspect of social interaction. Social support can, indeed, be an 
importantt resource in reducing handicaps. This may support the claim 
off  the AIMS2 being a handicap questionnaire. However, the AIMS2 can 
alsoo be considered to assess QoL because of its emphasis on the impact 
off  arthritis and the inclusion of items such as 'walking', 'sleeping' and 
'pain',, which are not directly relevant to a handicap questionnaire. 

Conclusio n n 

Withh a generic questionnaire focusing on person-perceived handicaps, 
speciall  care needs and the impact the disease has on an individual can be 
evaluated.. This makes it possible to tailor treatment interventions to the 
individual17,, and may help to reduce the handicaps experienced. 
Moreover,, a person-perceived handicap questionnaire can also serve as 
ann indicator for the assistance that is needed.7»17 This information is 
usefull  in making the relevant clinical decisions and formulating a man-
agementt plan. As yet, none of the current handicap questionnaires is 
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suitablee for the assessment of person-perceived handicaps in all relevant 
domains.. Therefore, the development of a specific quest ionnai re is 
essential. . 
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CLINICALL COMMENTARY 

Thee categorizatio n and contro l of peopl e 
wit hh disabilitie s 

Cardoll  et al present some interesting questions regarding the various 
questionnairess available which categorize people with disabilities in dif-
ferentt ways. However, they misunderstand the basic question - or else 
theyy understand and support its implications which include eugenics and 
scientificc inaccuracy. In addition they insist on using the patronizing and 
devaluingg phrase 'handicap' which leads one to assume that they do 
understandd what they are writing. 

Disabilityy is not a medical nor a health question. It is a policy or polit-
icall  issue. A disability comes not from the existence of an impairment, 
butt from the reality of building codes, educational practices, stereotypes, 
prejudiciall  public officials (judges, administrators, direct care workers), 
ignorance,, and oppression which results in some people facing dis-
criminationn while others benefit from those acts of discrimination. 
Cardoll  et al almost agree with that definition of disability. In their intro-
ductionn they define 'handicap' as being 'a disadvantage for a given 
individual'' in terms of the social environment. They then say: 'In the 
rehabilitationn of people with a chronic condition the ultimate aim is to 
reducee handicaps...' In their context social and / or political action is a 
wayy to reduce 'handicaps' found in the social environment. Later in their 
introductionn they write: 'Moreover, in the rehabilitation of people 
withh chronic conditions it is sometimes possible to reduce the severity 
off  handicaps, by influencing the environment, when further reduction 
off  impairments or disabilities cannot be obtained.' And they write: 
'Physical,, social and cultural environments can have a major effect on 
handicap.'' They appear to agree that disability is a policy or political 
issue.. Although they seem to recognize the policy implications of what 
theyy are studying, they cannot escape the medical model which then 
warpss what they do. In the medical model the 'patient' must obey the 
'professional'' in order to become well. While a 'patient', the person is 
excusedd from social responsibilities and having no social responsibili-
tiess the person has no social (civil ) rights. In this model the 'patient' 
(personn with a disability) has no independent right to make decisions. 
Thee fact is that the person with a disability wil l never be 'well' and 
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thereforee wil l never have the independent r ight to make decisions. 
Instead,, the 'professional' wil l always play a role in determining what 
thee 'pat ient' should and should not, can and can not do. It is perpetual 
paternal ismm for the purposes of control which establishes an 'us versus 
them'' si tuation. Professionals administer questionnaires (which Cardol 
etet al review) to categorize people with disabi l i t ies. The questions and 
assumptionss of these questionnaires are based on false professionalism, 
uponn the need to intervene in the lives of people with disabilities, and to 
keepp control of the 'pat ients' while the search goes on for cure. 
Thee problem with the medical model is that it is grotesquely false. 
Disabil i tyy is a natural part of life. Everyone wil l be disabled some-
day.. A few wil l be disabled only for a short t ime before death, but 
mostt people wil l be disabled for a considerable length of t ime. The 
authorr was disabled at the age of 9 by pol io. During the 55 years since 
becomingg disabled he progressed from crutches and braces to a cane and 
aa brace to a wheelchair. He wil l never cease using a wheelchair. But he 
iss a rich, white male with a PhD and a high status professional job who 
knowss how to manipulate the system, and lives quite comfortably in 
Hawaiii  doing what most academics would lik e to do: research and 
write.. At the same time, because he uses a wheelchair, he wil l score low 
onn such quest ionnaires as Cardol et al discuss. Many of these ques-
t ionna i ress are based upon the In te rna t i onal Classi f icat ion of 
Impairments,, Disabil it ies, and Handicaps (ICIDH).1 In a recent art icle2 

thee author detai ls the problems of the ICIDH. Briefly they are: (1) the 
ICIDH,, like the article by Cardol et al, utilizes the medical model; (2) by 
medicalizingg disability it produces a grotesque problem; (3) the ICIDH 
supportss eugenics and its call for the death of defectives; (4) its defi-
ni t ionn of ' no rma l' is Western, whi te, male, middle class behaviour; 
(5)) there are a number of problems of logic in the ICIDH; and (6) it is 
repletee with language which devalues people with disabil i t ies. To the 
extentt which Cardol et al and the quest ionnaires which they examine 
embracee the ICIDH, they embody the same problems. 

Inn conclusion, then, the objections to the paper by Cardol et al and the 
questionnairess which they review are two. First, there is a policy objec-
t ion.. Secondly, there is a philosophical objection. The policy objection 
iss that the person with a disability does not get to decide what is 'nor-
mal '.. As stated before, a disability comes from the reality of policy deci-
sionss (bui lding codes and the others) which mean that some people 
facee discrimination and others benefit from those acts of discrimination. 
Certainn people are paid well for deciding who (among the persons 
wit hh disabilities) receive what benefits, funding, durable medical equip-
ment,, t ra in ing, educat ional oppor tun i t ies, employment, and t rans-
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portation.. In addition they decide who can and can not be married 
andd does and does not get sterilized. The paper by Cardol et al is an ide-
ologicall  statement that such discrimination is to be tolerated so that cer-
tainn professions can intervene in the lif e of the person experiencing the 
discriminationn for purposes of control. To this statement the disabili-
tyy community answers: Nothing About Me Without Me. 
Thee philosophical objection comes originally from the discipline of 
economics,, but is now widely found under the name of public choice. 
Thee objection is that it is not possible to have interpersonal comparisons 
off  utility . Utilit y is defined as the return from attaining an outcome. It 
iss one of the basic assumptions of the study of formal decision making. 
Peoplee rank alternatives producing preference orderings recognizing that 
thee person may be indifferent between two or more alternatives. If 
thiss ranking has a transitive preference relationship, then a utilit y 
functionn exists. Since man lives in an uncertain world there are proba-
bilitiess attached to outcomes. Consequently people are recognized to be 
expectedd utility maximizers. That is, they choose an outcome which they 
thinkk wil l bring them the greatest utility , the highest return. When 
facedd with this problem of interpersonal comparisons of util ity , 
economistss simply decide that whatever the amount of money a person 
iss willin g to pay reflects the utilit y function. In that way they avoided 
thee problem, they did not resolve it. While this approach seemed to 
alloww economists to know what is happening in the world, it actually 
providedd ways for others to manipulate markets, currencies, and gov-
ernmentss as the present crises in Asia and elsewhere demonstrate. 
Theree is a way to resolve the problem though lotteries over various out-
comes.. In a crude and usually unworkable way this approach resolves 
thee problem, but it too can be manipulated by others. Many people view 
thee problem as not resolvable. 

Cardoll  et al and the persons who devise and use the questionnaires all 
violatee this basic assumption of the study of decision making. They use 
someonee else's utilit y function {usually the medical professional's) to 
judgee the status of the person with disability. They almost recognize the 
problemm by calling for questionnaires which are aimed at 'person-per-
ceivedd handicaps'. However, they are only asking people with a dis-
abilityy what barriers they perceive. Once they have an answer they 
proceedd to intervene in the way they think is best. It is a clear violation 
off  the rule that there can be no interpersonal comparisons of utility . 
Theree are ways around the problem of interpersonal comparisons of util-
ity ,, but that must be the subject of another paper. 
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INN REPLY TO 

Th ee categorizatio n and contro l of peopl e 
wit hh disabilities ' 

Thee aim of our paper 'Handicap questionnaires: what do they assess?' 
wass to review the currently available handicap questionnaires. We 
undertookk this study because we felt that if we want to tailor rehabili-
tationn treatment for people with a disabling condition to their per-
sonall  needs, we need to be aware of the psychosocial and socio-cultural 
disadvantagess they perceive. Tailoring rehabilitation treatment involves 
moree than diagnosing and treating biomedical problems. It also encom-
passess client-centredness, assessment of individual needs and assessment 
off  the impact of a disabling condition on lif e roles and expectations. 
Client-centrednesss requires respect for individual autonomy and for the 
decisionss people make regarding their own treatment and future. That 
iss why we consider the dimension of 'handicaps' as it is used in the 
ICIDHH important. We are aware that the ICIDH has been subjected to 
extensivee and often justified criticism. The main and basic criticism is 
thatt its focus is too strongly on the biomedical aspects of disablement. 
Wee share that point of view. We most certainly do not endorse a med-
icall  model in which 'the patient must obey the professional in order to 
becomee well', as Pfeiffer suggests, nor do we sympathise with 'per-
petuall  paternalism for the purposes of control, which establishes an us 
versuss them situation'. We fail to understand how (on the basis of our 
paper)) Pfeiffer can possibly come to the conclusion that we do. 

Wee disagree with Pfeiffer when he says that disability is not a medical 
norr a health question, but solely a policy or political issue. Disability has 
nott only political, but also economical, social, cultural, and biomedical 
dimensions.. The environment in which people with disabilities live 
hass many man-made barriers, but also natural barriers, like moun-
tainss or climatic conditions. Disease, illness, impairment and disabili-
tyy often put people at a serious disadvantage with respect to their 
socio-culturall  and economic lif e situation. This disadvantageous situ-
ationn was called handicap. Handicap refers to the interaction of a per-
sonn with a (potentially) disabling condition with his environment. 
Relativelyy scant attention has been paid to the handicap dimension, 
whereass very often questionnaires assessing health related quality of lif e 
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aree used. It is our point of view that al though handicap and qual i ty of 
lif ee are doubtlessly interrelated, they are not identical. There are how-
everr a number of quest ionnaires that claim to assess handicap. In our 
studyy we have identified these questionnaires. Our conclusion is that as 
farr as they assess handicap, they do so from the point of view of society. 
AA society perceived handicap assessment is by necessity a normative one. 
Ass such i t is not sufficient for individual need assessment and for tai-
loringg rehabil i tation treatment to individual needs. For that purpose we 
needd a person-perceived handicap assessment. As yet, no person-per-
ceivedd handicap questionnaire is available, therefore we are currently in 
thee process of developing one. 

Inn our paper we used the terminology of the 'old' ICIDH, not because we 
endorsee all of it , but because it was used in most of the quest ionnaires 
studied.. By many the term handicap has been perceived as too negative 
andd judgmental and therefore in the revised draft of the ICIDH the 
handicapp dimension wil l be referred to as 'par t ic ipat ion '. That may be 
ann improvement, a l though in our opinion more at tent ion should be 
givenn to personal au tonomy complementary to pa r t i c ipa t ion. The 
ICID HH has proven to be the best framework available so far for the pur-
posee of disabil i ty studies. Of course it needs to be updated, but we 
shouldd be aware that any new terminology used in a revised ICIDH may 
havee to face the same fate as the terminology in the current ICIDH . 
Problemss of disadvantage and discrimination are never solved by mere-
lyy changing terminology and a dispute on semantics is part icular ly 
unhelpful.. We regret the tone of Pfeiffer's invited response, and we 
objectt to his not ion that the use of the ICIDH would have any connec-
t ionn what so ever with eugenics. 

Quest ionnairess do not necessarily categorize people, but can be, when 
proper lyy designed and used, a useful tool to better understanding of 
needss of individuals. 
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Thee developmen t of a handica p assessmen t 
questionnaire : : 

'Impac tt  on Participatio n and Autonomy ' (IPA) 

Abstrac t t 
Objective:Objective: to report on the feasibility and psychometric properties in terms of 
homogeneityy and construct validity of a newly developed handicap question-
nairee focusing on person-perceived handicaps: the Impact on Participation and 
Autonomyy (IPA). 
Design:Design: cross-sectional. 
Method:Method: one hundred consecutive individuals from the outpatient clinic of the 
departmentt of rehabilitation of an academic hospital administered the new ques-
tionnairee IPA. 
Results:Results: the results show good homogeneity and construct validity of the IPA. 
Factorr analysis showed that the scale consists of four factors, explaining 68% of 
thee total variance: social relationships, autonomy in self-care, mobility and 
leisure,, and family role. Homogeneity of the four subscales was considered good, 
Cronbach'ss alpha ranged from 0.84 (family role) to 0.87 (autonomy in self-care). 
Feasibilityy in terms of the number of missing values and administration time 
neededd was satisfactory. 
Conclusion:Conclusion: the first results suggest that the IPA promises to be a useful partici-
pationn questionnaire. Further research is needed to establish test-retest reliabili-
ty,, convergent and divergent validity and responsiveness to change. 

Introductio n n 

AA chronic disabling condit ion may severely affect individual autonomy 
andd daily functioning. Therefore, comprehensive assessment is essential 
too understand the impact of a disabl ing condit ion on the indiv iduals' 
l ives.. The consequences of disease can be described in a systematic 
mannerr by use of the International Classification of Impairments, 
Disabilities,Disabilities, and Handicaps ( ICIDH). 1 In this manual of classifica-
t ion,, health outcome is stratified into impairment, disability and hand-
icap.. Impairments are defined as a defect or loss of a structure of the 
body,, and consequently they are a direct manifestation of the disease. 
DisabilitiesDisabilities concern difficulties in performing tasks or behaviour, and 
referr to consequences of the disease on a personal level. The scope of 
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handicapss is considerably wider than the other two levels. Handicaps 
reflectt a disadvantage at the social level, i.e. part icipation in society. At 
thee handicap level, social roles and environmental factors (social con-
text,, physical and cul tural environment) are taken into account. In 
thee most recent proposal for a revised ICIDH (ICIDH-2) the name 
andd content of the handicap domain have been changed to improve 
understandingg and use of the concept. The term handicap wil l be trans-
formedd into part icipation, which is defined as "the nature and extent of 
aa person's involvement in lif e s i tuat ions in relat ion to impairments, 
activities,, health conditions and contextual factors." 2 The new domain 
off  part ic ipat ion of the ICIDH-2 wil l encompass seven dimensions: 1) 
personall  main tenance, 2) mobi l i ty, 3) exchange of in format ion, 4) 
sociall  re lat ionships, 5) educat ion, work, leisure and spir i tual i ty, 6) 
economicc life, and 7) civic and communi ty life. 

Overr the last decades, assessment of health status has been increasing-
lyy reported as an outcome variable and a wide variety of health assess-
mentt instruments has become available.3 The relevance of health assess-
mentss can be determined by the specif ic goals of heal th care 
interventions.. The ultimate goal in rehabil i tation is to reduce handicaps. 
Ass a consequence, measurement inst ruments in rehabi l i ta t ion must 
aimm at quanti fying the long-term health needs and outcomes at the 
levell  of social part ic ipat ion and functioning in soc ie ty .47 This infor-
mat ionn is essential for the development of relevant and effective reha-
bi l i tat ionn intervent ions, especially when further reduction of impair-
mentss and disabil i t ies cannot be obta ined.8 

Thee number of available assessment scales concerning impairments and 
disabilit iess is of considerable size, whereas few instruments have been 
developedd to assess the handicaps and needs of people. As yet, handicaps 
aree poorly understood and seem difficul t to measure .9 11 Assessment of 
handicapp or part icipation can be performed from different perspectives, 
althoughh this distinction is not made in the ICIDH. Handicap can be 
assessedd from an outsider's perspective or societal point of view (e.g. 
amountt of community care needed, loss of occupat ional capabi l i ty). 
Anotherr approach is to relate handicaps to the perception of the indi-
v idual .1 2'133 When using person-perceived or subjective scales, people 
aree able to ascribe meaning to their s i tuat ion.1 1»1 4'15 Several authors 
havee reported that functional skills and capacit ies considered to be 
essentiall  by the professional, may be differently valued by the individu-
all  concerned.1 4»1 6 18 In a previous study we have demonstrated that the 
smalll  number of handicap questionnaires currently available, such as the 
Rankinn scale, the Craig Handicap Assessment and Reporting Technique 
(CHART),, and the London Handicap Scale (LHS) are not suitable to 
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assesss person-perceived handicap.19 For this reason a generic self-report 
questionnaire,, focusing on person-perceived participation and autonomy 
wass developed: the Impact on Participation and Autonomy (IPA). The 
objectivee of this study was to report on the feasibility and psychometric 
propertiess of the developed scale. 

Method s s 

StudyStudy population 
Onee hundred consecut ive individuals with var ious disabl ing condi-
t ionss from the outpat ient clinic of the department of rehabi l i tat ion of 
thee Academic Medical Centre (AMC) were asked to part icipate. Persons 
weree excluded if they were younger than 18 years of age, did not 
understandd the Dutch language, or had cognit ive impai rments that 
wouldd hinder fillin g in the quest ionnaire. Quest ionnaires were com-
pletedd in the hospital. The first author (MC) was present to be informed 
off  respondents' comments with regard to the items in the IPA. 

Developmen tt  of th e questionnair e IPA 

SelectionSelection of Items considered relevant 
Derivationn of items was based on the concepts of the dimension 'part ic-
ipat ion'' of the ICIDH-2, clinical experience of the mult idiscipl inary 
researchh group, and a small qualitative pilot-study with persons admitted 
forr rehabil i tation treatment to the out-patient clinic of our hospital (not 
published).. Face-validity (whether the items, on the face of it, appear to be 
measuringg the variables they claim to measure)20 was reviewed by experts 
fromm various fields: rehabi l i tat ion medicine, rehabi l i tat ion research, 
sociall  medicine, clinical epidemiology, the mult iple sclerosis pat ient 
organisation,, and users of rehabilitation treatment. The questionnaire con-
sistedd of eight subscales with a total of 40 items: self-care and appearance 
(«« = 6 items), mobility (« = 4), leisure (« = 1), social relationships (« = 14), 
workk (n = 5), education (n = 1), family role (n = 7), and financial inde-
pendencee (n - 2). Each item was scored on a five-point rating scale, rang-
ingg from 1 (excellent) to 5 (very poor). The part icipation score for each 
subscalee was calculated by summation of the item scores, with a higher 
scoree indicating greater perceived handicap on this specific subscale. 

ItemItem reduction: excluding the least relevant and ambiguous Items 
Itemss were deleted from the questionnaire if they were not relevant for 
7 5%% or more of the people. Items that proved to be not clear according 
too the comments and questions of the respondents were also excluded 
fromm the analysis. 
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Psychometri cc  propertie s 

Thee psychometr ic propert ies of the IPA were evaluated in terms of 
homogeneityy and construct validity. 

Homogeneity Homogeneity 

Homogeneityy refers to the statistical coherence of the scale items, and was 
expressedd in Cronbach's alpha coefficients and item total correlat ions.21 

AA Cronbach's alpha coefficient is based on the (weighted) average corre-
lationn of items within a scale.22 In general, homogeneity is considered good 
iff  Cronbach's alpha ranges between 0.70 and 0.90.23 If a scale or subscale 
merelyy intends to measure on a group level, a more l iberal standard 
(coefficientt greater than 0.60) wil l be applied.24 Cronbach's alpha was cal-
culatedd for each subscale. Items that did not contr ibute to the homo-
geneityy of the subscales were considered unreliable and excluded. 

ConstructConstruct  validity 

Thee underlying dimensions of the IPA were identified with factor analysis 
followingg the principal components model, using varimax rotation. In this 
analysis,, a linear relation between item scores is used to examine whether 
thesee items can be described in a limited number of underlying constructs 
orr factors.23»25 In other words, all item scores describe one underlying fea-
turee or handicap, which explains an amount of the observed score vari-
ances.. The principal components model is preferred if the focus of the anal-
ysiss is score replacement and variable reduction.26 It was decided that the 
constructt validity of the IPA was supported if the analysis revealed the 
samee structure as given in the domain 'part ic ipat ion' of the ICIDH-2. 

Feasibility Feasibility 

Thee feasibility of the IPA was assessed by recording the number of 
missingg values and the time needed to complete the quest ionnaire. 

Result s s 
StudyStudy  population 

Thee mean age of the study population (43 men and 57 women) was 47.9 
yearss (sd 14.6, range 23-79 years). The populat ion was heterogeneous 
wit hh regard to diagnosis, most persons suffered from t raumat ic hand 
injuryy (n = 30) or neuromuscular disease (n = 28). The time since onset 
off  the disease varied between a lifetime (n = 6) and 2 months (n = 4), 
wit hh a mode of 2 years (« - 24). Al l the persons lived in their own 
homes,, and 41 respondents lived alone. Other character ist ics are pre-
sentedd in Table 3 .1. 
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Tabl ee 3.1 Characteristics of the study population (n = 100) 

Meann age (sd) 47.9 yr (14.6) 
Sex x 

malemale 43 
femalefemale 57 

Livingg alone 41 

Educationn level 
primaryprimary school 32 
secondarysecondary school 36 
highhigh school 23 
universityuniversity 9 

Employedd 36 

Noo Dutch cultural background 9 

Diagnosis s 
neuromuscularneuromuscular diseasea 

multiplemultiple sclerosis 
AIDS AIDS 
diabetesdiabetes mellitus 
spinalspinal cord injury 
handhand injury 
rheumaticrheumatic disorder 
stroke stroke 
other other 

28 8 
4 4 
2 2 
6 6 
3 3 

30 0 
10 0 
4 4 

13 3 

aa e.g. post-polio syndrome, spinal muscular atrophy (SMA), amyotrophic lateral scle-
rosiss (ALS) and hereditary motor sensory neuropathy (HMSN). 

ItemItem  reduction:  excluding  the least  relevant  or  ambiguous  items 

Onee of the two items concerning financial independence (the amount of 
moneyy one can spend) appeared not to be relevant for the participation 
conceptt and was deleted from the scale. The single item addressing edu-
cationn (the possibility of starting or following the education one wants) 
wass applicable to only 24% of the study population and therefore left out 
fromm the analysis. Although the five items concerning work were consid-
eredd relevant, they were also left out from the statistical analysis, because 
theyy proved to be unclear and need to be rephrased. 
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Tabl ee 3.2 Homogeneity of the items per participation domain as indicated 
byy Cronbach's alpha, and item total correlations (n = 100; 23 items) 

Cronbach'sCronbach's  Item total 
alphaalpha  correlation 

Socia ll  relationship s 0.86 
conversationn on equal terms with relatives and friends 0.62 
qualityy of relationship with partner and family members 0.63 
receivingg respect from partner and family members 0.72 
qualityy of relationship with acquaintances 0.77 
receivingg respect from acquaintances 0.55 
frequencyy of contacts 0.61 
havingg a sexual relationship 0.50 

Self-car ee and appearanc e 0.87 
washingg and dressing the way one wants 0.58 
washingg and dressing when one wants 0.71 
goingg to bed and getting up at the time one wants 0.75 
goingg to the bathroom when one wants 0.77 
decidingg to eat and drink when one wants 0.67 

Famil yy  rol e 0.84 
shoppingg and cooking the way one wants 0.76 
cleaningg the house the way one wants 0.64 
domesticc activities when one wants 0.74 
smalll repairs the way one wants 0.62 
contributionn to activities at home the way one wants 0.45 

Mobilit yy  0.86 
movingg indoors where one wants 0.71 
movingg indoors when one wants 0.76 
visitingg neighbours, friends or acquaintances when one wants 0.75 
makingg daytrips, visits, and taking a holiday the way one wants 0.58 

Leisur e e 
spendingg leisure time the way one wants - a 

Financia ll  independenc e 
spendingg income the way one wants -a 

aa In case of one item Cronbach's alpha cannot be calculated. 
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Tabl ee 3.3 Factor analysis: rotated3 loadings0 for four-factor solution 
(n(n = 100; 23 items) 

FactorFactor  1 2 3 4 
ExplainedExplained  variance  33% 15% 12% 8% 

Socia ll  relationship s 
1.. communication with friends 
2.. relationship with partner and family 
3.. respect from partner and family 
4.. relationship with acquaintances 
5.. respect from acquaintances 
6.. frequency of contacts 
7.. sexual relationship 

Autonom yy in self-car e 
8.. washing and dressing the way one wants 
9.. washing and dressing when one wants 

10.. going to bed when one wants 
11.. going to the bathroom when one wants 
12.. eating and drinking when one wants 

Famil yy  rol e 
13.. shopping and cooking the way one wants 
14.. cleaning the way one wants 
15.. domestic activities when one wants 
16.. doing small repairs at home 
17.. contribution to activities 
18.. spending income the way one wants 

Mobilit yy  and leisur e 
19.. moving indoors where one wants 
20.. moving indoors when one wants 
2 1 .. visiting neighbours and friends 
22.. making daytrips, holidays etc. 
23.. spending leisuretime the way one wants 

aa rotation is a statistical procedure to facilitate the identification of the underlying 
dimensions s 

bb loadings represent the correlation coefficients between factors and items. When r 
<0.30,, loadings are not presented in order to improve clarity. 
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Ass a result, the concept scale to be analysed consisted of six subscales 
(sociall  relat ionships, self-care and appearance, mobil i ty, family role, 
leisure,, and financial independence) with a total of 33 items. 

Psychometri cc  propertie s 
Homogeneity Homogeneity 

Analysess showed that the reliability of the subscales could be improved 
byy removing ten i tems. This resul ted in an increase of Cronbach 's 
alphaa of 0.21 for social relat ionships (seven items removed), 0.04 for 
self-caree and appearance (one item removed), and 0.18 for family role 
(twoo items removed). After excluding these items, six subscales with 23 
itemss remained (Table 3.2). Cronbach 's alpha ranged between 0.84 
forr family role and 0.87 for self-care and appearance. The item total cor-
relat ionss were substant ial (range 0.45-0.77). 

ConstructConstruct  validity 

Factorr analysis with a four-factor solut ion, showed that the scale struc-
turee could be best interpreted according to the following dimensions of 
perceivedd par t ic ipat ion: social re lat ionships, autonomy in self-care, 
mobil i tyy and leisure, and family role (the former subscales family role 
andd financial independence). With this factor solution, 68 % of the total 
variancee could be explained. Most variance (33%) was accounted for by 
thee factor addressing social relat ionships (Table 3.3). The correlat ion 
betweenn the factors was low (range 0.25-0.52) Finally, the Cronbach's 
alphaa of the subscales was 0.86 for social relationships, 0.87 for auton-
omyy in self-care, 0.84 for family role, and 0.85 for mobility and leisure. 
(Seee Appendix I for the prel iminary contents of the IPA). 

Feasibility Feasibility 
Thee percentage of missing values per item ranged from 0 to 3 %. Mean 
perr item: 0.67. Average admin is t ra t ion t ime of the 40 i tem-version 
wass 30 minutes (sd 15 min). 

Discussio n n 

Assessmentt of person-perceived part ic ipat ion is essential when evalu-
atingg rehabi l i tat ion intervent ions. Nevertheless, no person-perceived 
pa r t i c ipa t i onn ques t ionna i re is ava i lab le, and so the ' Impact on 
Part ic ipat ionn and Autonomy' (IPA) quest ionnaire was developed. The 
aimm of this study was to establ ish the feasibil i ty and psychometr ic 
propert iess in terms of homogeneity and construct validity of this new 
quest ionnaire.. The feasibility with regard to the number of missing 
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valuess was satisfactory, compared with missing values for well-known 
healthh status measurement scales such as the SF-36 (range of missing 
valuess 1.1% to 5.4%), and the Nottingham Health Profile (range of 
missingg values 0.4% to 1.3%).27 The administration time of the IPA wil l 
probablyy be improved because of the reduction of items. 
Ourr results show good homogeneity and construct validity of the IPA. 
Thee preliminary questionnaire consists of four domains and can be 
usedd to identify perceived restrictions in participation in social rela-
tionships,, autonomy in self-care, mobility and leisure, and family role. 
Itt should be noticed that four items could be regarded as psychometri-
callyy weak because they substantially 'loaded' on multiple factors: fre-
quencyy of contacts, moving indoors where one wants and when one 
wants,, and the item concerning leisure. Further study in a different pop-
ulationn wil l be necessary to demonstrate whether these items remain 
weakk and need to be rephrased or removed. The arrangement of items 
inn the factor structure is in agreement with the structure of the dimen-
sionn of 'participation' in the ICIDH-2, with the exception that the IPA 
doess not have explicit items about spirituality, civic life, and exchange 
off  information. In the IPA, these items are incorporated in the items 
regardingg leisure and social relationships. The questionnaire provides 
aa profile rather than a sum score. The multidimensional structure of the 
IPAA should provide a good rationale to tailor the rehabilitation treat-
mentt plan to the health status and problem experience of individuals. 
Althoughh our data do support relevant psychometric qualities of the 
IPA,, future study is necessary to evaluate whether the results wil l also 
bee satisfactory in a different population. Furthermore we need to know 
whetherr the IPA really assesses person-perceived participation. To be 
ablee to answer this question it wil l be necessary to compare the IPA with 
questionnairess addressing society-perceived handicaps or participa-
tion,, disabilities and quality of lif e (convergent and divergent validity). 
Alsoo further study is needed to establish test-retest reliability (i.e. the 
abilityy of a scale to produce an unchanged score if the individual's 
underlyingg condition and environmental factors remain unchanged) 
andd responsiveness to change (i.e. the property of a scale that allows the 
scoree to change appropriately if the individual's condition or environ-
mentall  factors do, in fact, change).28 

Itemss that were not relevant for 75% or more of the study population 
weree left out of the analysis. In our study most people had already 
finishedd their education and did not follow any extra education or 
training.. As a result, the one item addressing education was excluded 
fromm the analysis. However, education can be considered a relevant part 
off  the participation concept for younger individuals, and the new ver-
sionn of the IPA should still contain this item. In view of removing 
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itemss that appeared to be unclear, we excluded all items related to work 
(n=5)(n=5) from the analyses. These items are relevant too, but need to be 
rephrased,, because they turned out to be ambiguous. Consequently, the 
internall  reliability and construct of the IPA have to be determined again 
inn a future study. Furthermore, some people did not feel comfortable with 
thee item addressing sexual re lat ionships. In further studies we wil l 
rephrasee this item into intimate relationships to move away from the focus 
onn sex as capacity and technique. Other ways to express needs for inti -
matee contact and an intimate relationship are also important .29 In addi-
t ion,, the IPA is not an index like the Barthel-Index, in which one item 
reflectss a clearly defined condition. It wil l be difficul t to interpret the clin-
icall  meaning of the subscale scores and further research is needed to com-
paree levels of perceived part icipation in different groups. 

Thee standard norm in the IPA refers to the percept ion, lif e roles and 
autonomyy of the individual. The principle of autonomy (literally, self-
rule)) is based on the not ion of respect for the thoughts, will , deci-
sions,, and act ion of other persons.30 Persons are seen to possess a 
rightt to self determinat ion that ensures freedom to make their own 
choicess and to act on the basis of such cho ices.1 6'1 7'31 In the ICIDH-2 
autonomyy is described as: 'being able to make decisions and exercise 
somee measure of control over how, when, where and in what manner 
activit iess wil l be conducted ' .2 This implies that dependence does not 
excludee autonomy, as long as the assistance is in agreement with the 
individual'ss personal needs and choices. Hence, the IPA does not provide 
informationn with respect to the degree of (in)dependence in performing 
activities,, but its focus is on lif e role performance and control over one's 
everydayy life. Moreover, it is not just the ability to perform lif e roles or 
nott which is impor tant, but also the qual i ty of performance. 

Inn conclus ion, our data suggest that the IPA provides informat ion 
whichh no other questionnaire does; it could be a promising person-per-
ceivedd part ic ipat ion quest ionnaire. If, in future study, the IPA shows 
goodd test-retest reliabil ity, validity and responsiveness to change, there 
aree clear indications that the IPA can be used to describe the impact of 
diseasee on daily funct ioning (severity assessment), to quantify the 
needss for adapta t ions and care (needs assessment), and to evaluate 
possiblee effects of rehabi l i tat ion intervent ions (outcome assessment). 
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APPENDIXX I 

Thee Impac t on Participatio n and Autonom y (IPA)" 1 

(preliminar yy contents) 

Responsee options per item: excellent, good, moderate, poor, very poor. 

Socia ll  relationship s (n = 7) 

1.. the possibility to have a conversation on equal terms with relatives and 
friendss is 

2.. the quality of my relationship with partner and family is 

3.. the respect I receive from partner and family is 

4.. the contact with acquaintances is 

5.. the respect I receive from acquaintances is 

6.. the frequency of contacts is 

7.. the possibility to have a sexual relationship is 

Autonom yy in self-car e (n = 5) 

8.. the possibility to wash and dress myself, or have myself washed and 
dressed,, the way I want is 

9.. the possibility to wash and dress myself, or have myself washed and 
dressed,, when I want is 

10.. the possibility to go to bed and to get up at the time I want is 

11.. the possibility to go to the bathroom when I want is 

12.. the possibility to decide when I want to eat and drink is 

Famil yy  rol e (n = 6) 

13.. the possibility to do the shopping and cooking, or having the shopping 
andd cooking done, the way I want is 

14.. the possibility to clean my house or have my house cleaned the way I 
wantt is 

1,11 The items addressing work (n = 5) and education (« = 1) are not listed in this version, 
becausee they have been left out from the analysis. So, in this stage of the development the 
IPAA consist of (23 + 6=) 29 items. 
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15.thee possibility to do or have somebody do the domestic activities 
whenn I want is 

16.. the possibility to do or have somebody do the small repairs in my home 
thee way I want is 

17.. my contr ibution to the activities at home the way I want is 

18.. the ability to spend my income the way I want to is 

Mobilit yy  and leisur e (n = 5) 

19.. the possibility to go and move about in my own house where I want is 

20.. the possibility to go and move about in my own house when I want is 

2 1.. the possibility to visit neighbours, friends or acquaintances when I 
wantt is 

22.. the possibility to make daytrips, visits, and taking a holiday the way 
II  want is 

23.. the ability to spend my time the way I want to is 
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Psychometri cc  propertie s of the 
'Impac tt  on Participatio n and Autonomy ' 

(IPA)) questionnair e 

Abstrac t t 

Objective:Objective: to examine the homogeneity, test-retest reliability, construct validity, 
convergentt and divergent validity of the 'Impact on Participation and Autonomy' 
(IPA)) questionnaire. 
Design:Design: a cross-sectional study with a test-retest subsample. 
Methods:Methods: 126 persons from five diagnostic groups recruited from the outpatient clin-
icss of two rehabilitation centres and the rehabilitation department of an academic 
hospitall  participated in the study. The IPA and three other self-administered ques-
tionnairess {SIP68, London Handicap Scale, SF-36) were filled in at the persons' home. 
Thee IPA was completed twice by 72 respondents within approximately two weeks. 
Results:Results: the IPA addresses participation and autonomy in five domains: autonomy 
indoors,, family role, autonomy outdoors, social relations, work & education. 
Cronbach'ss alpha for the several domains ranged between 0.81 and 0.91, indicating 
goodd homogeneity. On item level, weighted Kappa's ranged between 0.56 and 0.90. 
Onn domain level, the test-retest reliability of the IPA was good: intraclass corre-
lationn coefficients ranged between 0.83 and 0.91. Convergent validity was large-
lyy supported by the correlations between four domains of the London Handicap 
Scalee and the IPA. Divergent validity was best demonstrated by the relatively low 
correlationss between the IPA and two domains of the London Handicap Scale rep-
resentingg different constructs. 

Conclusion:Conclusion: the IPA can be considered a reliable and valid instrument for assess-
ingg participation and autonomy in people with chronic disorders. Its respon-
sivenesss requires further study. 

Introductio n n 

Thee ultimate goal of rehabilitation for people with chronic disabling 
conditionss is to optimise their participation in society, thereby pre-
ventingg or reducing perceived handicaps. In the International 
Classificationn of Impairments, Disabilities, and Handicaps (ICIDH) 
'handicap'' reflects the outcome of a complex relationship between the 
personn with impairment or disability and the physical, social and cul-
turall  environment.1 The ICIDH and its concept of handicap have trig-
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geredd much discussion. Currently, the ICIDH is being revised. In the 
proposedd revision (ICIDH-2) the name of the handicap domain has 
beenn changed to 'part icipation' to improve clearness, understanding and 
usee of the concept.2 This new domain of par t ic ipat ion should refer to 
autonomyy and the personal fulfilment of roles rather than the normal 
rolee fulfilment as stated in the current ICIDH. Since it is made clear that 
thee environment is important in the 'handicapping process', a list with 
environmentall  factors has been added to the ICIDH-2. However, the 
definit ionn of 'par t ic ipat ion' still focuses on the individual 's abil ity to 
part icipate,, rather than on the context.3 It is argued that it is useless to 
classifyy social s i tuat ions, because their relevance differs between indi-
viduals,, and the amount and nature of environmental factors is infinite. 

Somee instruments have been developed to assess a person's handicap or 
restrictionn in participation. Generally, these instruments do not reflect an 
individual'ss perception and needs, but are normative and focus on general 
abilit ies,, tasks and roles.4 For this reason, we developed the 'Impact on 
Part ic ipat ionn and Autonomy'(IPA) quest ionnaire (see Appendix I in 
Chapterr III) . Rather than focusing on ability or capacity, the IPA focuses 
onn the participation and autonomy of people with a chronic disabling con-
dition.. The scale was developed for use as a profile for disease severity 
assessment,, needs assessment, and outcome assessment (evaluation). It is 
self-administeredd and presently consists of 29 items reflecting five domains: 
sociall  relations, autonomy in self-care, mobility and leisure, family role, 
workk 8c education. In the present updated version of the IPA, two par-
ticipationn items are added. One item was added concerning overall per-
ceivedd part icipation (living the lif e one wants). The two items regarding 
familyy role that were initiall y removed as a result of the reliability analysis 
(ass described in Chapter III) , were still considered of importance and 
rephrasedd into one new item (fulfillin g one's role at home). The homo-
geneityy and construct validity (by factor analysis) of the IPA have been the 
subjectt of a previous study.5 Strictly speaken, one cannot prove reliabil-
ityy and validity of an instrument at a single point in time, rather one 
cann support some application of that instrument in a specific sample.6 The 
presentt study sought to repeat the factor analysis and to test the homo-
geneityy of the IPA in another sample. We also report here on the test-retest 
reliabilityy and the convergent and divergent validity of the IPA. 

Method s s 

StudyStudy  population 
Thee IPA was tested in five diagnostic groups consisting of regular con-
sumerss of rehabil i tation treatment: persons with neuromuscular disease, 
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stroke,, spinal cord injury, rheumatoid arthritis or fibromyalgia. Excluded 
weree persons younger than 18 years of age or older than 75 years of age, 
andd people with difficulty in comprehending the Dutch language. 
Wee intended to include 150 consecutive individuals, 30 persons in 
eachh group. The participants were recruited from the outpatient clinics 
off  a general rehabilitation centre (stroke and spinal cord injury, n - 60), 
fromm a rehabilitation centre that specialises in rheumatologic conditions 
(rheumatoidd arthritis and fibromyalgia, n = 60), and from the outpatient 
rehabilitationn department of the Academic Medical Centre (neuro-
muscularr disease, n = 30). Persons who agreed to participate were sent 
thee IPA and two validated and widely used questionnaires in rehabili-
tationn medicine: the SIP68 (Sickness Impact Profile) 7-8 and the SF-36. 
9'100 Another validated questionnaire, the London Handicap Scale (LHS), 
wass also sent because of its concept of handicap.1 1 13 Completed ques-
tionnairess were returned to the researcher (MC) by mail. If question-
nairess were not returned in time, reminders were sent. The IPA was 
plannedd to be completed twice in an interval of approximately two 
weekss by 75 respondents (randomly selected). 

Instruments Instruments 
Thee present version of the IPA assesses two different aspects of partici-
pation:: 31 items for perceived participation (29 + 2 added), and a new 
dimensionn addressing the perceived problem-experience (n = 8: mobility, 
self-care,, family role, finances, leisure, social relations, occupation, 
educationn and learning). This second dimension should reflect the per-
sonall  burden of a perceived restriction in participation in every day life, 
andd is important in relation to the goals that are set in the rehabilitation 
treatmentt program. Perceived participation is graded on a five-point 
ratingg scale with discrete responses, ranging from 1 (very good) to 5 (very 
poor).. The perceived problem score is graded on a three-point rating scale 
rangingg from 0 (no problem) to 2 (severe problem). For each domain the 
participationn score and problem-experience score are calculated by sum-
mingg the item scores. Higher scores denote more restrictions in partici-
pationn and/or a higher problem-experience on the specific domain. 
Thee Sickness Impact Profile (SIP68, a short version of the SIP136) 
measuress health-related functional status.7'8 Its 68 items are divided 
intoo three broad domains. The physical domain includes the subscales 
'somaticc autonomy' (e.g. getting dressed, walking), and 'mobility con-
trol'' (behaviour related to walking and arm function). The psychic 
domainn consists of the subscales 'psychic autonomy and communication' 
andd 'emotional stability' (the effect of health status on emotional 
behaviour).. The last domain addresses social and mobility aspects and 
consistss of the subscales 'social behaviour' and 'mobility range' (instru-
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mentall  daily activities). The response options of the SIP68 are dichoto-
mous.. The posit ive item scores are added for each domain, wi th a 
higherr score indicat ing more l imitat ions in functional health status. 
Thee Medical Outcome 36-Item Study Short-Form Health Survey (SF-36) 
ratess general health perception; it consists of eight multi-item subclass in 
twoo dimensions, physical and mental. The physical dimension consists of 
fourr subscales: physical functioning, role l imitations caused by physical 
problems,, bodily pain, and general health perception. The mental dimen-
sionn contains the following four subscales: role l imitations caused by 
emotionall  problems, social functioning, mental well-being, and vitality.9'10 

Thee item 'health change' was added to the SF-36, but is not included in the 
eightt subscales. For each dimension, item scores are coded, summed and 
transformedd on a scale from 0 (worst health) to 100 {best health). 
Thee London Handicap Scale (LHS) is based on the ICIDH and generates 
aa profile of handicaps on six dimensions and one overall handicap 
score.. The six rather broadly defined dimensions encompass 'mobi l i ty' 
{gettingg around), 'physical independence' (getting dressed, shopping, 
lookingg after money, housework), 'occupat ion' (work, gardening, trav-
elling,, reading, going out with friends), 'social integrat ion' (getting on 
wit hh people), 'or ientat ion' (awareness of surroundings), and 'econom-
icc self-sufficiency' (affording the things one needs). Each dimension con-
tainss one item with a weighted score. A lower score indicates greater 
handicap.1 1 - 133 Because a Dutch version of the LHS is not avai lable, we 
translatedd i t into Dutch, using a forward-backward procedure with a 
nativee English speaker. 

ReliabilityReliability  of  the IPA 

Inn this study, rel iabil i ty concerns homogeneity and test-retest relia-
bilit yy of the IPA. Homogeneity refers to the statistical coherence of the 
part ic ipat ionn items in every domain, and was expressed in Cronbach's 
alphaa correlat ion coefficients. This coefficient is based on the (weight-
ed)) average correlat ion of items within an index.14 Homogenei ty is 
consideredd good if alpha ranges between 0.70 and 0 .90 .15 

Test-retestt reliability refers to the score agreement between two mea-
surements.. On item level, the score agreement was quantified with Cohen's 
weightedd Kappa.1 6 19 Weighted Kappa represents the proportion of agree-
mentt corrected for chance agreement in ordinal scale items. In general, 
withh a value of Kappa less than 0.40 the agreement is considered poor to 
fair,, 0.41-0.60 indicates moderate agreement, 0.61-0.80 good agreement 
andd when Kappa exceeds 0.80 the agreement is very good.20 On the level 
off  summated participation scores we used the intraclass correlation coef-
ficientt (ICC). We calculated ICCs with their 95% Confidence Intervals (CI) 
accordingg to the one-way random effects model, described by Shrout 
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andd Fleiss.21" 24 The ICC can be regarded as the parametric variant of 
thee Kappa statistic, and can be interpreted accordingly. The procedure was 
basedd on one-way analysis of variance, with the ratio of the variability 
betweenn subjects to the total variability interpreted as a correlation coef-
ficient.. The differences between mean part icipat ion scores of the two 
measurementss with their 95% CI were calculated as well. 

Construc ff  validity  of  the IPA 

Constructt validity refers to the proposed underlying factors or theo-
reticall  concepts of a scale.6 The theoret ical construct of the IPA was 
analysedd with factor analysis, which explores the interrelat ionships 
amongg variables to discover factors measuring the same hypothet ical 
const ruct .255 We strove for a factor-structure somewhat similar to the 
structuree yielded by our former factor analysis.5 We did not include the 
itemss addressing problem-experience in the factor analysis, because 
theyy perta in to a different theoret ical construct. 

ConvergentConvergent  and divergent  validity  of  the IPA 

Convergentt validity refers to the assumption that different methods of 
measur ingg the same theoretical concept yield similar results, whereas 
divergentt validity refers to the ability to differentiate the concept being 
measuredd from other constructs.6 

Too support convergent val idity the par t ic ipa t ion scores of the IPA 
weree associated (with Pearson product moment correlat ion coefficient) 
too the domains of the LHS, SIP68 and SF-36 that measure related con-
structs.. I t was hypothesised, for instance that (1) 'social relat ions' and 
'au tonomyy ou tdoors' (IPA) should correlate with 'social in tegrat ion' 
(LHS),, and that (2) 'autonomy outdoors' (IPA) and the physical dimen-
sionn of the SF-36 should show higher correlat ions than correlat ions 
betweenn domains measuring different concepts. Similarly, to support 
divergentt validity the correlat ions between different constructs were 
analysed.. For example, it was assumed that ( l ) 'soc ial re lat ions' (IPA) 
andd 'economic self-sufficiency' (LHS) and (2) 'autonomy indoors' (IPA) 
andd the social dimension of the SIP68 should show lower correlat ions 
thann correlations between domains measuring similar constructs. Again, 
thee items on problem-experience were not analysed, because they were 
consideredd to belong to a different construct. 

Result s s 

StudyStudy  population 

AA total of 257 quest ionnaires were mailed, 126 quest ionnaires were 
returnedd (response rate 49%). Response rates of the various diagnostic 

67 7 



CHAPTERCHAPTER IV 

Tabl ee 4.1 Characteristics of the study population (n = 126) 

Meann age (sd) 

Diagnosis s 

neuromuscularr disease 
rheumatoidrheumatoid arthritis 
fibromyalgia fibromyalgia 
stroke stroke 
spinalspinal cord injury 

Mediann disease duration total group 

Sex x 
male male 
female female 

Livingg alone 

Professionall help (care, 

Educationall level 
primaryprimary school 
secondarysecondary school 
highhigh school 
university university 

Employed d 

therapy) ) 

Noo Dutch cultural background 

52.66 yr (13.4) 

(n) ) 

31 1 
25 5 
22 2 
27 7 
21 1 

48 8 
78 8 

44 4 

60 0 

15 5 
76 6 
27 7 
8 8 

30 0 

14 4 

(%) ) 

(25%) ) 
(20%) ) 
(17%) ) 
(21%) ) 
(17%) ) 

(38%) ) 
(62%) ) 

(35%) ) 

(48%) ) 

(12%) ) 
(60%) ) 
(21%) ) 
(6%) ) 

(24%) ) 

(11%) ) 

Mediann duration 
off disease (range) 

122 yr (1-54) 
266 yr (4-47) 

2yr(1-10) ) 
2 y r ( 1 -- 6) 
4yr(1-27) ) 

4yrr (1-54) 

groupss differed: 86% response for neuromuscular disease, 4 7% for 
spinall  cord injury, 4 5% for stroke, 4 2% for rheumatoid arthr i t is, and 
37%% for fibromyalgia. Mean age of the study population was 52.6 years 
(sdd 13.4), 62% of the respondents was female. Median duration of disease 
rangedd between two and 26 years, with the smallest range in the group 
wit hh stroke. Thirty-fiv e percent of the respondents lived alone, 24% 
wass employed, and 1 1% had a cultural background other than Dutch. 
Characteristicss of the study populat ion are presented in Table 4 . 1. 
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'abl ee 4.2 Factor analysis: rotated8 loadings*1 for four-factor solution (n 
n=255 items of the participation domains) 

'acto r r 

 variance 

hashing,, dressing, grooming the way one wants 
Vashing,, dressing, grooming when one wants 
ioingg to bed when one wants 
ioingg to the toilet when one needs 
tecidingg when to eat and drink 
lettingg around indoors where one wants 
Settingg around indoors when one wants 

Contributionn to looking after the home 
linorr housework jobs the way one wants 
leavyy housework jobs the way one wants 
lettingg housework done when one wants 
iepairss and upkeep of the home 
ulfiliingg one's role at home 
'pendingg income as wished 

isitingg friends when one wants 
ortt of trips and holiday one wants 
requencyy of social contacts 
ivingg life the way one wants 
pendingg leisure time the way one wants 

lommunicationn with nearest 
elationshipp with nearest 
lespeett from nearest 
elationshipp with acquaintances 
iespectt from acquaintances 
itimatee relationship 

autonomy autonomy 
Indoors Indoors 

43% % 

1 1 
0.30 0 

0.31 1 

0.40 0 

0.30 0 

family family 
role role 
11% 11% 

0.34 4 
0.34 4 

1 1 
0.41 1 

0.38 8 

rotationn is a statistical procedure to facilitate the identification of the underlying 
loadingss represent the correlation coefficients between factors and items. When 
presentedd in order to improve clarity. 

== 126 persons, 

autonomy autonomy 
outdoors outdoors 

7% 7% 

0.31 1 
0.44 4 
0.48 8 

0.37 7 
0.40 0 

0.37 7 
0.40 0 

1 1 
0.47 7 
0.50 0 

social social 
relations relations 

6% 6% 

0.36 6 

1 1 
dimensions. . 
rr <0.30, loadings are not 
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Tablee 4.3 Test-retest reliability of the IPA: weighted Kappa's (Kw) for the 
itemss in the participation domains and for the items on problem-
experience. . 

domainsdomains for perceived participation 
autonomyy indoors (7 items) 
familyy role (7) 
autonomyy outdoors (5) 
sociall relations (6) 
workk and education (6) 

itemsitems for problem-experience 
autonomyy in self-care (1 item) 
autonomyy in mobility (1) 
familyy role (1) 
spendingg income (1) 
leisuree (1) 
sociall relations (1) 
workk (1) 
educationn (1) 

rangerange  of 
KKw w 

0.70-0.84 4 
0.56-0.81 1 
0.69-0.84 4 
0.71-0.77 7 
0.79-0.90 0 

KKw w 

0.59 9 
0.76 6 
0.62 2 
0.87 7 
0.63 3 
0.75 5 
0.79 9 
0.78 8 

numbernumber  of 
respondents respondents 

72 2 
71 1 
72 2 
72 2 
28 8 
11 1 

72 2 
71 1 
71 1 
72 2 
71 1 
71 1 
28 8 
11 1 

(work) ) 
(education) ) 

Construc tt  validity  and homogenlty 
Thee domain addressing 'work & education' (6 items) had to be left out of 
thee factor analysis, because this combination of items was only applica-
blee to 19 persons. So, the factor analysis focussed on 25 items. Oblique 
rotationss (assuming dependent factors) and varimax rotations (assuming 
independentt factors) produced the same factor solutions, whereas the dif-
ferencess in loading between the pattern and structure matrix were not sub-
stant ial,, indicating that the factors are essentially or thogonal .26 For 
thesee reasons, we present only the results of the var imax ro ta t ion. 
Varimaxx rotat ion with a four factor solution showed that the factors 
couldd best be interpreted according to the following domains of partici-
pation:: autonomy indoors (« = 7), family role (n - 7), autonomy outdoors 
(n(n = 5), and social relations (n = 6) (Table 4.2). With this factor solution, 
6 7%% of the to tal var iance could be exp la ined. Most var iance was 
explainedd by the factor addressing autonomy indoors (43%). 
Thee homogeneity of the items in the part ic ipat ion domains was good: 
Cronbach 'ss alpha was 0.91 for autonomy indoors, 0.90 for family 
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ro le,, 0.81 for au tonomy ou tdoo rs, and 0.86 for social re la t ions. 
Cronbach'ss alpha for the six items in the domain work & education (not 
includedd in the factor analysis) was 0 .91. 

Test-retTest-ret  e st  reliability  of  the IPA 

Seventy-fivee ques t ionna i res were sent, of which 72 were re turned 
(responsee rate 96%). Mean duration between the two measurements was 
155 8 days (range 9-27 days). 
Weightedd Kappa (Kw) of the items for perceived par t ic ipat ion ranged 
betweenn 0.56 and 0.90. The Kw for the prob lem-exper ience scores 
rangedd between 0.59 and 0.87 (Table 4.3). In three items moderate 
agreementt between the two measures was present: in two items address-
ingg family role (K w0.56 and 0.59), and in the item addressing perceived 
problemss in self-care (Kw 0.59). With regard to test-retest reliability on 
domainn level, no significant difference between the mean part ic ipa-
t ionn scores of the measurements could be demonstrated. ICCs ranged 
fromm 0.83 (family role) to 0.91 (autonomy outdoors) (Table 4.4). 

Tabl ee 4.4 Results for test-retest reliability: mean scores per participation 
domain,, differences between mean scores and ICCs a 

Domains Domains 
IPA IPA 
(range(range  of 
score) score) 

testtest  1 retest  mean  95% CIb ICC 95% CI 
meanmean  mean difference  mean ICC 
scorescore  score  difference 

Autonomy y 
indoors s 
(7-35) ) 

Familyy role 
(7-35) ) 

Autonomy y 
outdoors s 
(5-25) ) 

Social l 
relations s 
(6-30) ) 

17.11 17.2 -0.44 -1.19-0.31 0.87 0.80-0.92 

23.77 23.0 -0.61 -1.35-0.13 0.83 0.74-0.89 

13.33 13.0 -0.15 -0 .39-0 .09 0.91 0.86-0.94 

15.55 15.2 -0.14 -0.61-0.33 0.89 0.83-0.93 

aa ICC = Intra Class Correlation Coefficient 
bb CI =Confidence Interval 
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Tabl ee 4.5 Convergent and discriminant validity: Pearson correlation coeffi-
cientss (r) between the participation domains of the IPA and 
domainss measuring similara or different b theoretical constructs 

autonomyautonomy  autonomy 
IPAIPA indoors  family  role  outdoors  social  relations 

mobility y 
physicall independence 
occupation n 
sociall integration 
orientation n 
economicc self-sufficiency 
SIP68 SIP68 
physical l 
social l 
psychological l 
SF-36 SF-36 
physical l 
mental l 

-0.44 4 
-0.42 2 
-0.45 5 
-0.34 4 
-0.22 -0.22 
-0.01 -0.01 

0.29 9 
0.45 0.45 
0.40 0 

-0.43 3 
-0.43 -0.43 

-0.42 2 
-0.44 4 
-0.49 9 
-0.50 0 
-0.23 -0.23 
-0.24 -0.24 

0.39 9 
0.59 9 
0.43 3 

-0.49 9 
-0.50 -0.50 

-0.55 5 
-0.50 0 
-0.57 7 
-0.57 7 
-0.10 -0.10 
-0.07 -0.07 

0.28 8 
0.59 9 
0.48 8 

-0.51 1 
9 9 

-0.29 -0.29 
-0.17 -0.17 
-0.28 8 
-0.51 1 
-0.29 -0.29 
-0.13 -0.13 

0.16 0.16 
0.38 8 
0.47 7 

-0.26 -0.26 
-0.47 7 

aa Expected similar constructs are presented in bold 
bb Expected different constructs are presented in italics 

DirectionDirection in wich the instruments are scored: 
IPA:: higher scores indicate more restrictions in participation, 
LHS:: higher scores indicate less restrictions in participation, 
SIP:: higher scores indicate more limitations in functional health status, 
SF-36:: higher scores indicate better health. 

ConvergentConvergent  and divergent  validity 

Convergentt val idity was supported by the corre lat ions between the 
part icipat ionn scores of the IPA and four domains of the LHS: mobil ity, 
physicall  independence, occupat ion, and social integrat ion (Table 4.5). 
Ass expected, the correlat ions between 'social relat ions' and 'autonomy 
outdoors'(IPA)) and 'social integration' (LHS) were substantial (r = -0.51 
andd r = -0.57). Correlat ions between 'autonomy indoors ', 'family role' 
andd 'autonomy ou tdoors' of the IPA on the one hand, and 'mobi l i ty ', 
'physicall  independence', and 'occupat ion' of the LHS on the other, 
weree also in agreement with our hypotheses (range r = -0.42 to -0 .57), 
support ingg convergent val idity. The correlat ion between 'autonomy 
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indoors'(IPA)) and the physical dimension of the SIP68 was lower than 
hypothesisedd (r = 0.29). However, in accord with our expectations, cor-
relationss between 'autonomy indoors', 'family role' and 'autonomy 
outdoors'' (IPA) and the physical domain of the SF-36 were substantial 
(rangerr = -0.43 to -0.51). 
Divergentt validity was best supported between the IPA and two domains 
off  the LHS: orientation, and economic self-sufficiency (Table 4.5). As 
hypothesised,, correlations between all domains of the IPA and the 
domainss 'economic self-sufficiency' and 'orientation' (LHS) were low 
(rangee r = -0.01 to -0.29). Divergent validity between the IPA and the 
domainss of the SIP and SF-36 could only be demonstrated by the low 
correlationn between the domain 'social relations' (IPA) and the physi-
call  domains of the SIP (r = 0.16) and the SF-36 (r - -0.26), respectively. 

Discussio n n 

Manyy authors have emphasised that it is not the instrument that has to 
bee validated, but its application for a certain purpose in a certain pop-
ulation.6'27" 300 Since the IPA is meant to be a generic questionnaire, 
itss psychometric properties were evaluated in a heterogeneous study 
population.. In our sample, the response rate was especially low for per-
sonss with fibromyalgia. Response rates tend to be lower among the sick 
andd the elderly, and to quantify the impact of non-response one should 
testt for selection bias.31 Unfortunately, we were not able to study the pos-
siblee reasons for non-response and therefore cannot reach to conclusions 
ass to whether they were related to the health status or socio-demograph-
icc characteristics of the non-respondents, or whether the reasons were 
relatedd to our study design or the content of the questionnaires. 
Homogeneityy and test-retest reliability of the IPA were good. With 
regardd to test-retest reliability on item-level, moderate agreement was 
presentt in three items: the problem-experience regarding autonomy in 
self-care,, perceived participation concerning heavy household activities 
andd repairs and upkeep of the home to one's satisfaction. However, the 
agreementt on domain level, as measured with ICCs, was good. In this 
context,, it should be noted, that ICCs are known to be dependent on the 
rangee of measurements, i.e. the more variability between the subjects, 
thee greater the correlation and the better the 'agreement'.23 

Fromm a clinical view, factor analysis revealed an adequate structure. The 
fourr domains consist of different aspects and the measure can be used as 
aa starting point or end point of rehabilitation interventions. The items 
addressingg spending income, leisure, and intimate relationship can be 
consideredd psychometrically weak, because they substantially 'loaded 
on',, i.e. were correlated with, other factors. 'Spending income' belongs 
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too the theoretical construct of 'par t ic ipat ion' (ICIDH-2), but as in our 
formerr analyses, it doesn't clearly fi t into one domain. A probable 
reasonn for this is that 'spending income' consists of a single item, and 
factorr analysis cannot make a domain out of one item. Fur thermore, 
psychometr icss differ from real i ty. For instance, leisure t ime can be 
spendd indoors and outdoors, this may be the reason for the small dif-
ferencee in loading between two domains. In view of clinical consider-
at ions,, we decided that the item addressing ' int imate relat ionship' cor-
respondss best with the items in factor four (social relat ions). We were 
unablee to obtain the same structure as in our former analysis, in which 
'mobi l i ty '' appeared to be a separate domain that also encompassed 
leisure.55 Part of factor analysis is known to be more or less subjective, 
suchh as the chosen rotation and factor solution, and the best factor solu-
t ionn chosen in view of s ta t is t ical and cl in ical cons ide ra t i ons .6 

Furthermore,, the ratio of subjects to items in our study was 126:25, this 
iss less than the 10:1 rat io recommended for stable factors. For this 
reason,, we repeated post hoc a factor analysis with the samples of this 
studyy {n = 126) together with the sample from our previous study (« = 
100),, for total 226 respondents. Apart from the items addressing leisure 
timee and spending income, we did find the same structure as presented 
inn this article. For this reason, we propose that the domains as presented 
here,, together with a domain named 'work & education' form the scale 
structuree of the IPA (see Appendix II) . However, a conclusive statement 
aboutt the proposed scale structure of the IPA can only be made when the 
domainn 'work & educat ion' has been tested in a sample with suffi-
cientt working and school-going individuals. The domains of the empir-
icallyy based factor solution of the IPA can be found in the theoret ical-
lyy based structure of the dimension 'par t ic ipat ion' of the ICIDH-2, 
al thoughh the composit ion of the domains is different. For example, in 
thee ICIDH-2 'part ic ipat ion in mobi l i ty' is a separate domain, whereas 
inn the IPA 'mobil i ty' is reflected in two domains: autonomy indoors and 
autonomyy outdoors. 
Convergentt validity was suppor ted by the correlat ions between the 
domainss of the IPA and the four domains of the LHS measuring theo-
reticallyy similar concepts. The correlations between the physical dimen-
sionn of the SIP and the domains of the IPA were lower than expected. 
Thiss may be because the SIP stresses behaviour and independence, 
whereass the IPA stresses autonomy in personal lif e roles and how these 
roless are performed. Dependency does not necessarily exclude autono-
myy as long as the support is in accordance with the individual's wishes. 
Thiss may be the exp lanat ion for the somewhat higher corre lat ions 
wit hh the physical and mental dimension of the SF-36, in which items 
regardingg l imitat ions in role performance are included. 
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Divergentt validity was best supported by the low correlations between 
thee IPA and two dimensions of the LHS: 'orientation' and 'economic 
self-sufficiency'.. We believe that 'orientation*  is more related to impair-
mentss than to handicaps. However, the correlations between 'social rela-
tions'(IPA)) and 'orientation'(LHS) were still higher than expected. 
Obviously,, one must be aware of one's surroundings to be able to 
communicatee with the people of one's choice. All questionnaires used 
addresss part of the health status of the individual, although they stress 
differentt aspects. To additionally support divergent validity we should 
alsoo consider different, albeit related concepts, such as coping or sat-
isfactionn with health care. 
Basedd on our findings, we conclude that the IPA is related to other 
healthh status questionnaires as described above, but differs from them 
becausee of its focus on participation and autonomy as perceived by the 
person.. The IPA can be regarded complementary to health status instru-
mentss and important for rehabilitation practice, because optimising par-
ticipationn is the ultimate goal in the rehabilitation of people with long-
termm disability. Furthermore, the IPA can be considered a reliable and 
validd questionnaire for the assessment of participation and autonomy in 
aa heterogeneous population. As for the application of the IPA in clini-
call  practice, its responsiveness (i.e. sensitivity to within-person change 
overr time) requires further study. 
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APPENDIXX II 

Content ss of the 'Impac t on Participatio n and 
Autonomy ''  (IPA) questionnair e 

(finall  version)l v 

Responsee options per item: very good, good, fair, poor, very poor. 
Responsee options for problem-experience: no problems, minor problems, 
severee problems 

Autonom yy indoor s (n = 7) 

InIn the context of illness or disability... 

1.. My chances of getting around in my house where I want to are 

2.. My chances of getting around in my house when I want to are 

3.. My chances of washing, dressing and grooming the way I wish are 

4.. My chances of washing, dressing and grooming when I want to are 

5.. My chances of getting up and going to bed when I want to are 

6.. My chances of going to the toilet when I wish and need to are 

7.. My chances of deciding when I want to eat and drink are 

Famil yy  rol e (n = 7) 

inin the context of illness or disability... 

1.. My chances of contributing to looking after my home the way I want 
too are 

2.. My chances of getting minor housework jobs done (e.g. cooking, 
makingg tea or coffee), either by myself or by someone else the way I 
wantt them done are 

3.. My chances of getting heavy housework jobs done (e.g. cleaning), 
eitherr by myself or by others, the way I want them done are 

4.. My chances of getting housework done, either by myself or by others, 
whenwhen I want them done are 

5.. My chances of getting minor repairs and maintenance work done in my 
house,, either by myself or by others, the way I want them done are 

ivv Official English version (IPA-E), resulting from a forward-backward translation. 
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6.. My chances of fulfillin g my role at home as I would like are 

7.. My chances of spending my own money as I wish are 

Autonom yy outdoor s (n = 5) 

InIn the context of Illness or disability... 

1.. My chances of visiting relatives and friends when I want to are 

2.. My chances of going on the sort of trips and holidays I want to go on are 

3.. My chances of seeing people as often as I want are 

4.. My chances of living lif e the way I want are 

5.. My chances of spending leisure time the way I want to are 

Socia ll  relation s (n = 6) 

InIn the context of Illness or disability... 

1.. My chances of talking to people close to me on equal terms are 

2.. The quality of my relationship with people who are close to me is 

3.. The respect I receive from people who are close to me is 

4.. My relationships with acquaintances are 

5.. The respect I receive from acquaintances is 

6.. My chances of having an intimate relationship are 

Wor kk & educatio n (n = 6) 

InIn the context of illness or disability... 

1.. My chances of doing the work or occupation I want to do are 

2.. My chances of doing my work the way I want to are 

3.. My contacts with my colleagues are 

4.. My chances of achieving or maintaining the job I want, are 

5.. My chances of getting a different job with the same or different 
employer,, are 

6.. My chances of getting the training or education I want are 
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Itemss addressin g problem-experienc e (n = 8) 

1.. With regard to your indoor and outdoor mobility, to what extent 
doess your illness or disability cause problems? 

2.. With regard to your self-care, to what extent does your illness or 
disabilityy cause problems? 

3.. With regard to your family role, to what extent does your illness or dis-
abilityy cause problems? 

4.. With regard to controlling your finances, to what extent does your ill -
nesss or disability cause problems? 

5.. With regard to your leisure time, to what extent does your illness or 
disabilityy cause problems? 

6.. With regard to your relationships, to what extent does your illness or 
disabilityy cause problems? 

7.. With regard to your occupation, to what extent does your illness or 
disabilityy cause problems? 

8.. With regard to your education or learning, to what extent does your 
illnesss or disability cause problems? 
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Dee vragenlijs t 'Impac t op Participati e en 
Autonomie ''  (IPA) 

(Dutchh version)v 

Responss opties per item: zeer goed, goed, redelijk, matig, slecht 

Responss opties voor probleemervar ing: geen probleem, enigszins een 
probleem,, een groot probleem 

Autonomi ee binnenshui s (n = 7) 

1.. Het gaan en staan in mijn woning waar ik wil gaat 

2.. Het gaan en staan in mijn woning wanneer ik wil gaat 

3.. Het wassen, kleden en verzorgen op de manier zoals ik dat wil gaat 

4.. Het wassen, kleden en verzorgen wanneer ik dat wil gaat 

5.. Het naar bed gaan of opstaan wanneer ik wil gaat 

6.. Het naar het toilet gaan wanneer ik dat wens en nodig vind gaat 

7.. Het bepalen wanneer ik wil eten en drinken gaat 

Famili ee rol (n = 7) 

1.. Mij n bijdrage aan de taken in huis zoals ik dat wil is 

2.. Het (laten) doen van licht huishoudeli jk werk (bv. koken, koffie, 
thee)) zoals ik het wil gaat 

3.. Het (laten) doen van zwaarder huishoudelijk werk (bv. schoonmaken) 
zoalszoals ik het wil gaat 

4.. Het (laten) doen van huishoudeli jke taken wanneer ik dat wil gaat 

5.. Het (la'en) doen van klusjes en onderhoud van huis en tuin zoals ik het 
wi ll  gaat 

6.. De mogelijkheid om in huis de rol te vervullen die bij mij hoort is 

7.. De mogelijkheid om het geld te besteden zoals ik het wil is 

Mulll text and manual available from the department of Rehabilitation, Academic Medical Centre, 
Amsterdam,, the Netherlands. 
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Autonomi ee buitenshui s (n = 5) 

1.. Het bezoeken van buren, vrienden of kennissen wanneer ik wil gaat 

2.. Het maken van uitstapjes of een (vakantie)reis zoals ik dat wil gaat 

3.. De frequentie waarmee ik mensen zie is 

4.. Mij n mogelijkheid om te leven op de manier zoals ik het wil is 

5.. De mogelijkheid om mijn tij d te besteden zoals ik het wil is 

Social ee relatie s (n = 6) 

1.. De mogelijkheid tot een gelijkwaardig gesprek met de mensen die me 
dierbaarr zijn is 

2.. De omgang met de mensen die me dierbaar zijn is 

3.. Het respect dat ik ontvang van mensen die me dierbaar zijn is 

4.. De omgang met mensen die ik minder goed ken is 

5.. Het respect dat ik ontvang van mensen die ik minder goed ken 

6.. De mogelijkheid tot intimiteit, zoals ik dat wil is 

Werkk en opleidin g (n = 6) 

1.. De mogelijkheid om het werk te doen dat ik wil is 

2.. De mogelijkheid om mijn werk uit te voeren zoals ik het wil is 

3.. Het contact met collega's is 

4.. De mogelijkheid om de positie te bereiken of te handhaven die ik wil is 

5.. De mogelijkheid om van functie of van werkgever te veranderen is 

6.. De mogelijkheid om de opleiding te (blijven) volgen die ik wil is 

Itemss over probleemervarin g (n = 8) 

1.. In hoeverre vindt u de invloed van uw gezondheid of beperking(en) op 
uww mobiliteit in huis en buitenshuis een probleem? 

2.. In hoeverre vindt u de invloed van uw gezondheid of beperking(en) op 
uww zelfverzorging een probleem? 

3.. In hoeverre vindt u de invloed van uw gezondheid of beperking(en) op 
uww taken en rol in het gezin of huishouden een probleem? 
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4.. In hoeverre vindt u de invloed van uw gezondheid of beperking(en) op 
uww financiën een probleem? 

5.. In hoeverre vindt u de invloed van uw gezondheid of beperking(en) op 
uww tijdsbesteding en ontspanning een probleem? 

6.. In hoeverre vindt u de invloed van uw gezondheid of beperking(en) op 
uww sociale contacten een probleem? 

7.. In hoeverre vindt u de invloed van uw gezondheid of beperking(en) op 
uww (vrijwilligers)werk een probleem? 

8.. In hoeverre vindt u de invloed van uw gezondheid of beperking(en) op 
uww mogelijkheden om een opleiding te volgen een probleem? 
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Thee abilit y of the 
Impac tt  on Participatio n and Autonomy ' (IPA) 

questionnair ee to detec t improvemen t over tim e 

Abstrac t t 

Objective:Objective: to evaluate the responsiveness of a newly developed generic questionnaire: 
Impactt on Participation and Autonomy (IPA). The IPA questionnaire focuses on two 
aspectss of participation: perceived participation and perceived problem-experience. 
Design:Design: participants were invited to take part in two assessments, three months 
apart.. To measure change, they were requested to fil l in nine transition indices at 
thee second assessment. One transition index concerned perceived change in gen-
eral,, and the other eight indices each included one of the different aspects of 
participationn addressed in the IPA. 
Setting:Setting: outpatient clinic of the rehabilitation department of an academic hospital. 
Participants:Participants: 57 consecutive persons admitted for multidisciplinary rehabilitation 
treatment,, with various diagnoses were enrolled in the study, 49 persons completed 
bothh assessments. 
MainMain outcome measures: Standardised Response Mean (SRM) and area under the 
ROC-curvee (AUC) for participation domain scores and problem-experience scores. 
Results:Results: SRMs and AUCs for improvement in the participation domains ranged 
fromm 0.1 to 1.3 and from 50% to 92%, respectively. The SRMs for improvement 
onn the problem-experience subscales ranged from 0.4 to 1.5, whereas their AUCs 
rangedd from 56% to 74%. 
Conclusions:Conclusions: the results show that the IPA is able to detect important within-per-
sonn improvement over time, but its responsiveness for both improvement as well 
ass for deterioration needs to be confirmed in a larger study sample. 

Introductio n n 

Improvingg the quality of health care is a continuous and important 
issue.. To benefit patients, rehabilitation treatment needs to be relevant 
andd serve its purpose. Outcome assessment is necessary to find out 
whetherr treatment has been effective, i.e. whether the desired goals have 
beenn achieved. With regard to the rehabilitation for people with a 
chronicc disabling condition, outcome measurements should preferably 
bee person-perceived and address the long-term social consequences of 
disease,, as reflected in the concept of participation of the ICIDH-
framework.11 In a previous study it was already demonstrated that none 
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off  the small number of handicap questionnaires that are currently 
availablee are suitable for the assessment of person-perceived partici-
pation.22 For that reason, the Impact on Participation and Autonomy 
(IPA)) questionnaire was primarily developed to assess the severity and 
needss related to the long-term consequences of disease. Items con-
tainedd in the IPA are considered to be person-perceived because they are 
moree or less open to the personal situations and needs of the respondent. 
Thee IPA is a generic questionnaire, addressing two different aspects of 
participation:: (a) perceived participation for 31 items reflected in five 
domainn scores, and (b) perceived problem-experience for aspects of 
participation,, reflected in eight problem scores {Table 5.1). 
Knowledgee of the clinimetric properties of an instrument is needed 
beforee the instrument can be applied in rehabilitation practice or 
research.. The reliability and validity of the IPA have been found to be 
good.3'44 As yet, the evaluative properties of the IPA have not been 
studied.. Evaluative properties are reflected in measures of responsive-
ness,, i.e. the ability of an instrument to detect a clinically important 
change,, if present, within an individual over time.5'6 The objective of 
thiss study is to evaluate the responsiveness of the IPA in a population of 
outpatientss receiving multidisciplinary rehabilitation treatment. 

Tabl ee 5.1 Contents of the 'Impact on Participation and Autonomy' (IPA) 
questionnaire e 

Responsee options 
(scoring)8 8 

Perceive dd participatio n 
perr  domai n 

autonomyy indoors (7 items) 
familyy role (7) 
autonomyy outdoors (5) 
sociall relations (6) 
workk and education (6) 

veryy good (1), good (2), 
fairr (3), poor (4), 
veryy poor (5) 

Perceive dd proble m 
experienc e e 
(1(1 item per problem) 

mobility, , 
self-care, , 
familyy role, 
finances, , 
leisure, , 
sociall relations, 
occupation, , 
educationn and learning 

noo problems (0), 
minorr problems (1), 
severee problems (2) 

higherr scores denote greater restrictions in participation or increased problem-
experience e 
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Method s s 

StudyStudy  population 
Consecutivee persons who were referred for treatment to the outpa-
tientt clinic of the rehabilitation department of the Academic Medical 
Centree were to be included. Treatment was based on a multidisci-
plinaryy approach; in addition to a rehabilitation physician, the following 
discipliness could be involved: physical therapy, occupational thera-
py,, speech therapy and social work. Excluded were persons with insuf-
ficientt command of the Dutch language and persons younger than 18 
yearss of age. 

Methods Methods 
Respondentss were invited to take part in two assessments, three months 
apart.. At the beginning of their first treatment session, patients were 
providedd with both orally and written information about the study. 
Thosee who were interested could take home an envelope including a 
formm to be signed for informed consent, a stamped addressed enve-
lope,, and the IPA. If they wished to participate in the study, respondents 
weree requested to return both the signed informed consent form and the 
IPAA to the investigator (MC) by mail within one week. The second 
assessmentt took place after three months, when the IPA was sent to the 
participant'ss home. In order to measure change, the participants were 
alsoo requested to fil l in nine transition indices. One index concerned 
perceivedd change in general. In order to obtain more explicit informa-
tionn on change, eight indices concerning the specific aspects of partic-
ipationn as measured in the items on problem-experience of the IPA 
weree also included. Transition indices have proved to be a useful exter-
nall  standard against which to compare change scores on health status 
instruments.77 All transition indices consisted of a seven-point ordinal 
scalee ['With regard to your .... do you feel that you are much better, 
better,, slightly better, the same, slightly worse, worse, much worse?']. 
Changee was defined as '(much) better' or '(much) worse'. 

StatisticalStatistical  analyses 
Perceivedd participation scores and problem-experience scores were 
summarised,, using descriptive statistics. The participation domain 
scoress were additionally analysed in relation to the response to the 
generall  transition index; the problem-experience scores were analysed 
inn relation to transition-indices addressing the corresponding topics. We 
usedd the Standardised Response Mean (SRM) to express the respon-
sivenesss for improvement. Just like the effect size, the SRM uses the 
meann observed change as the numerator, but divides it by the standard 
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deviat ionn of the changed score.8* 9 The cr i ter ia proposed by Cohen 
weree used to interpret the SRMs, where an SRM of 0.20 is considered 
too be small, an SRM of 0.50 indicates moderate responsiveness and an 
SRMM of 0.80 indicates substant ial responsiveness.1 0'11 

Finally,, 'receiver operat ing character is t ic' (ROC) curves were used, 
andd the area under the curve (AUC) was calculated to analyse the abil-
ityy of the IPA to detect improvement according to an external criterion 
(thee t ransi t ion indices).6»12 The curve depicts the true posit ive rate 
(sensit ivi ty)) and false posit ive rate (1 minus specif ici ty). The area 
underr the curve represents the probability that a random pair of patients 
wil ll  be correctly identified by the IPA as improved ('much better' and 
'bet ter'' on the transi t ion index) or unimproved (all the other response 
optionss on the transit ion index). An AUC of 5 0% would mean that the 
IPAA does not perform any better than chance, whereas an AUC of 
100%% represents perfect accuracy in d ist inguishing improved from 
unimproved.6 6 

Result s s 

Fifty-sevenn persons were enrolled in the study, eight of whom were 
lostt to fol low-up: four because of health problems that occurred after 
thee first measurement, one person moved abroad, two withdrew because 
theyy were emotional ly overburdened, and one wi thdrew because the 
t reatmentt had mainly consisted of evaluat ion. This resulted in 49 par-
t icipantss in the fol low-up assessment (36 women, 13 men, mean age
sd:: 50.0 yrs  14.6). There were no significant differences in pat ient 
characteristicss in terms of age, gender and durat ion of disease between 
thee part ic ipants and the eight persons who were lost to follow-up. The 
diagnosess varied: in general, the part ic ipants suffered from chronic 

Tabl ee 5.2a Participation scores9 at baseline and at follow-up, with their cor-
respondingg change scores0 (n = 49) 

autonomyautonomy family autonomy social work and 
indoorsindoors role outdoors relations education 

(n(n = 14) 

baselinee 15.5 6 21.0 + 6.6 14.7  4.6 13.8  4.1 16.4  5.2 
follow-upp 15.4 6 20.1  7.0 14.1  5.3 13.8  4.7 15.9  5.9 
changee 0.1  3.8 0.9  5.4 0.6  2.6 0.0  3.2 0.5 8 

aa mean scores  sd; 
bb change score = baseline score - score at follow-up 
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condit ionss such as neuromuscular disorders (13 persons), stroke (n = 8), 
long-termm complications following hand injury (« = 15), and rheuma-
toidd disorders (n = 7). The median durat ion of the disease was 2 years 
(rangee 0-60), and most respondents (« = 40) were referred to both occu-
pationall  therapy and physical therapy. After three months, at the time of 
fol low-up,, almost 50% of the respondents had finished their treatment. 
Tabless 5.2a and 5.2b, respectively present the mean participation domain 
scoress and problem-experience scores at baseline and at fol low-up, and 
theirr corresponding change scores. The mean change scores indicate 
somee improvements in participation in three out of five domains {famil y 
role,, autonomy outdoors, work 8c education), but the standard deviations 
aree relatively large (Table 5.2a). With regard to problem-experience, 
lesss severe problems were recorded at follow-up with regard to mobility, 
familyy role and occupation. In three other items the percentage of severe 
problemss increased, especially with regard to education and learning 
(Tablee 5.2b). At follow-up, thirty respondents (61%) indicated no per-
ceivedd change on the general transition index, which was also reflected in 
theirr mean change scores per participation domain (range -0 .8 to 0.0; sd 
1.22 to 4.0) Two respondents, diagnosed with amyotrophic lateral sclerosis 
andd post-polio syndrome, respectively, indicated deterioration on the gen-
erall  t ransit ion index, which was reflected in their part icipation scores: 
meann change score {  sd) for autonomy indoors: -7 .5  2 .1, for family 
role:: -6.5  6.4, for autonomy outdoors: -4 .0 , and for social rela-
tions:: -2 .5  3.5. The items in the domain of work & education were not 
applicablee to either of these respondents. 

Inn Tables 5.3a and 5.3b, SRMs and AUCs for improvement in the par-
t icipationn domains and problem-experience items are presented. Both 
statisticss yield the same results: Table 5.3a shows good responsiveness for 
improvementt in the domains 'work & educat ion', 'autonomy outdoors' 
andd 'family ro le ', but moderate to no responsiveness in the domains 
'autonomyy indoors' and 'social relat ions'. However, when using a prob-
lem-specificc transit ion index, both the SRM and the AUC for e.g. 'social 
relations'' indicate substantial responsiveness (Table 5.3b). Especially the 
AUCss indicated a somewhat lower responsiveness of the items on prob-
lem-experience,, compared to the part ic ipat ion domains. 'Mobi l i ty ' and 
' f inances'' showed the smallest SRMs and AUCs (Table 5.3b). 

Discussio n n 

Whenn evaluat ing rehabi l i tat ion intervent ions, responsiveness is a cru-
ciall  aspect of the propert ies of a measurement instrument.13 Al though 
mostt instruments have been thoroughly analysed with regard to their 
reliabilityy and validity, their clinimetric value in terms of responsiveness 
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oftenn remains unknown. The results of this study show that the IPA is 
ablee to detect important wi th in-person improvement over t ime. With 
regardd to the part ic ipat ion domains, 'au tonomy indoors' and 'social 
re lat ions'' were less responsive than the other domains. In general, the 
responsivenesss of the items on problem-experience was somewhat low-
err than the responsiveness for the par t ic ipat ion domains. Surprisingly 
'mobi l i ty ',, the most concrete problem-experience item, was the most 
insensitivee in detecting improvement. 
Sincee only two persons in the sample perceived a decline in part ic ipa-
t ion,, i t was not possible to investigate the responsiveness of the IPA in 
termss of deterioration. Furthermore, the study sample was small, which 
impliess that the responsiveness of the IPA needs to be confirmed in a 
largerr study populat ion. Nevertheless, also in view of the fact that the 
responsivenesss of disease-specific measures is generally super ior to 
genericc measures1 4'1 8, the IPA seems to be a promising generic scale for 
outcomee assessment. 

Somee remarks should be made concerning the concept of responsiveness 
andd the methodology followed in this study. Responsiveness is a com-
plexx feature, and a number of strategies have been developed to evalu-
atee i t .6»1 9 22 Different indices of responsiveness provide different results, 
butt even when the same statistics are used, the responsiveness of well-
knownn instruments like the SIP or the SF-36 differs considerably among 
s t u d i e s .2 3 300 This suggests that responsiveness is highly influenced by 
methodologicall  factors (size of the study popula t ion, t ime between 
measurements,, diagnosis and character ist ics of the study populat ion) 
andd the phenomenon under study. Perhaps the most common method of 
demonstrat ingg responsiveness is to compare scores of the instrument 
underr study before and after a t rea tment of known eff icacy.6 

Unfortunately,, the efficacy of t reatments aimed at optimising part ic i-
pationn and autonomy have not yet been demonstrated. For that reason, 
wee used transition indices as an external standard. Although a transit ion 
indexx has been described as a useful al ternat ive in case a t reatment of 
knownn efficacy is missing, Norman et al questioned the use of re t ro-
spectivee t ransi t ion rat ings, not only because the reliabil i ty and validi-
tyy of transition indices are difficul t to verify, but also because judgement 
off  change is psychologically diff icult. 31 Respondents must be able to 
quantifyy both their present state and their initial state and then perform 
aa mental subtract ion. As suggested by Guyatt, a solution for this can be 
too show pat ients their previous responses.32 Furthermore, when mea-
suringg change, one presumes that the point of reference is fixed, i.e. that 
ann individual's attitude towards disability and participation wil l remain 
stable.333 However, att i tudes are not constant, they vary with time and 
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experiencee and are modified by coping, adaptation, recent experiences 
orr hope {also known as "response shift"). This is especially the case dur-
ingg rehabilitation treatment, when people have to find new strategies to 
adaptt to their disability. The use of clinical judgement of change is not 
likelyy to avoid this bias, because the clinician must use the patient as 
informant.311 Related to this, in the present study the therapists were also 
requestedd to fil l in transition indices. When comparing the transition 
indicess of the patients and their therapists, significant differences were 
found,, even concerning seemingly unambiguous aspects such as mobil-
ityy or self-care. The therapists indicated that they sometimes found it 
difficul tt to fil l in the transition indices. They felt that the patient had 
improved,, but they could not translate this into concrete transition 
scores.. Clearly, rehabilitation treatment is multidimensional, and pos-
siblee effects cannot be demonstrated by the appraisal of only one enti-
ty.. Considering the above-mentioned issues, it can be concluded that the 
psychometricc approaches needed to evaluate the responsiveness of a 
measurementt have not yet crystallised. Probably we used second-best 
optionss to evaluate the responsiveness of the IPA. 

Ass illustrated in Tables 5.2a and 5.2b, perceived participation differs 
fromm problem-experience, and consequently the change scores for both 
featuress are not necessarily the same. Despite treatment, problem-
experiencee may even increase in some respects, due to increased aware-
nesss of the consequences of the disease. In this study, 6 1% of the 
respondentss reported no change on the general transition index. Reasons 
forr this could be related to the composition of the study sample 
(improvementt in chronic conditions may be more difficul t to achieve), 
orr they may be related to the broad scope of our transition index. It 
couldd also be argued that a follow-up of three months is too short to 
demonstratee responsiveness, especially for an instrument to assess par-
ticipationn and autonomy. However, almost 50% of the respondents 
receivedd treatment for less than three months, and maybe a treatment 
periodd of three months can be considered enough long to evaluate 
whetherr rehabilitation treatment addressed the right issues. This gives 
risee to an important question: what constitutes a relevant change? A sta-
tisticallyy significant change over time need not be similar to what the 
patientt considers to be a relevant change. With regard to the IPA, the 
scoress on the items addressing problem-experience may be the optimum 
outcomee measure for change, since they reflect the patient's opinion of 
thee relevant issues and desired effects of treatment. Therefore, more 
researchh is needed to address the items on problem-experience, because 
inn the present study these items appeared to be somewhat less sensitive 
too change than the participation domains of the IPA. 
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CHAPTERR VI 

Beyon dd disability : 
perceive dd participatio n in peopl e wit h a 

chroni cc  disablin g conditio n 

Abstrac t t 
Objective:Objective: to describe the impact of a chronic disabling condition on participation 
andd to identify variables that may explain perceived restrictions in participation. 
StudyStudy design: cross-sectional. 
Methods:Methods: people were recruited from the outpatient clinics of two rehabilita-
tionn centres and the rehabilitation department of an academic hospital; 126 per-
sonss from five diagnostic groups (neuromuscular disease, rheumatoid arthritis, 
spinall  cord injury, stroke, fibromyalgia) participated in the study. The IPA 
(Impactt on Participation and Autonomy) questionnaire was used to describe per-
ceivedd participation. Explanatory variables were studied in terms of socio-demo-
graphicc factors and health status variables. 
Results:Results: some restrictions in participation seem comparable among diagnostic 
groups,, others are specific to one or two groups. People with stroke, rheumatoid 
arthritis,, or fibromyalgia perceived more restrictions in participation than people 
withh spinal cord injury or neuromuscular disorders. Emotional distress was the 
mostt important factor contributing to restrictions in participation. 
Conclusions:Conclusions: perceived participation remains a complex concept in which many 
factorss are involved. To be able to contribute to a meaningful participation of peo-
plee with a chronic disabling condition, the scope of rehabilitation treatment 
shouldd reach beyond disability. 

Introductio n n 

AA chronic disabling condition is by definition a long-term event in a per-
son'ss life.1 Most people with a disabl ing condit ion make use of reha-
bi l i tat ionn facilities; not only in the first stage of their illness but also 
periodicallyy later on. Rehabil i tation treatment ultimately aims at restor-
ingg a person's part icipation in society, despite persistent sequelae of ill -
ness,, such as impairments and disabi l i t ies. The variety and severity of 
impai rmentss and disabil i t ies that may accompany illness have been 
descr ibedd extensively. However, few data are avai lable on the per-
ceivedd long term social impact of livin g with a chronic disabl ing con-
di t ion.. Social consequences of a disabl ing condit ion can be classified 
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alongg the lines of the ICIDH-2 (International Classification of 
Functioningg and Disability).2 In this classification, participation (for-
merlyy named handicap) is conceived as a dynamic, complex interaction 
betweenn an individual's health condition, body functions, activities 
(functionall  status), and external factors that represent the circum-
stancess in which the individual lives. 
Thoroughh assessment of perceived restriction(s) in participation is 
essentiall  to understand the social impact of a chronic condition on a per-
son'ss lif e and to be able to offer tailored rehabilitation programs 
accordingg to individual needs. In a previous study we demonstrated that 
thee definitions and conceptualisation of currently available question-
nairess addressing participation differ considerably.3 Most handicap 
questionnairess focus on the degree to which people would be considered 
restrictedd in participation by comparison with societal norms.3'4 This 
kindd of measurement can be useful in epidemiological studies, but to be 
ablee to work upon relevant patient-centred goals in rehabilitation 
treatmentt we need patient-perceived measures of participation. 
Furthermore,, it could be of clinical importance to have a model pre-
dictivee of restrictions in participation to identify 'persons at risk'.5 Most 
studiess report on the impact of a specific illness on participation613 or 
reportt on a limited set of variables to explain restrictions in participa-
tion,, e.g. the influence of physical impairments or disabilities6" 12, 
sociall  identity6, mood10»13, coping5, or environmental factors11'12. 
Therefore,, the aim of this study is twofold: (a) to describe the person-per-
ceivedceived impact of five chronic conditions on restrictions in participation, 
andd (b) to identify a range of socio-demographic and health characteris-
ticss that may explain perceived restrictions in participation. 

Method s s 

StudyStudy  population 
Dataa were used from a previous study focusing on the reliability and 
validityy of a newly developed questionnaire named the IPA ('Impact on 
Participationn and Autonomy').14 In this study the IPA was administered 
too persons from five diagnostic groups, encompassing regular users of 
rehabilitationn interventions: persons with neuromuscular disease (e.g. 
post-polioo syndrome, limb-girdle dystrophy, spinal muscular atrophy), 
stroke,, spinal cord injury, rheumatoid arthrit is, or fibromyalgia. 
Excludedd were persons younger than 18 years of age, and people with 
difficult yy comprehending the Dutch language. We intended to include 
1500 consecutive individuals, 30 per group. The participants were 
recruitedd from the outpatient clinics of a general rehabilitation centre 
(strokee and spinal cord injury), a rehabilitation centre specialised in 
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rheumatoidd condi t ions (rheumatoid arthr i t is and f ibromyalgia), and 
fromm the outpatient rehabil i tation department of the Academic Medical 
Centree (neuromuscular disease). Al l participants lived in the community. 

Methods Methods 
Afterr obtain ing informed consent, the ' Impact on Part ic ipat ion and 
Autonomy'' (IPA) quest ionnaire was sent to the person 's home. The 
IPAA is a generic quest ionnaire, addressing the impact of a chronic con-
dit ionn on a person 's part ic ipat ion and autonomy (n = 31 items) and 
relatedd problem-exper ience (n = 8 items)14»15 The IPA consists of five 
part ic ipat ionn domains: autonomy indoors (7 i tems, e.g. getting around 
att home, self-care activit ies when one wants), family role (7 i tems, 
e.g.. looking after the home, economic self-sufficiency), autonomy out-
doorss (5 i tems, e.g. visit ing friends, spending leisure time the way one 
wants),, social relat ions (6 items, e.g. quality of relat ionships, receiving 
respect),, and work & educat ion (6 i tems, e.g. doing the work or fol-
lowingg the education one wants). Perceived part ic ipat ion and problem-
experiencee are reflected in two separate scores with a range per item of 
1-55 and 0-2, respectively. A higher score represents greater restr ic-
t ionss in par t ic ipat ion or greater problem-experience. The content and 
thee psychomet r ic p roper t ies of the IPA have been descr ibed else-
where.1 4'155 (for the content of the IPA see also Appendix II , Chapter IV) 
Explanatoryy factors of restr ict ions in par t ic ipat ion were studied in 
termss of socio-demographic and health status var iables. Socio-demo-
graphicc var iables included age, sex, mar i tal s ta tus, whether having 
professionall  care with ADL (help with self-care or meals on wheels), 
educationall  level, employment status, and cultural background. Health 
statuss variables included diagnosis, co-morbidity, durat ion of disease in 
years,, disability in ADL , emotional distress, and pain. Co-morbidity was 
definedd as ' the occurrence of clinical condit ions addit ional to the index 
diseasee under s tudy ' .16 Disabil i ty in ADL was assessed with the physi-
call  health domain of the short 68-item version of the SIP (Sickness 
Impactt Profi le), contain ing items such as 'gett ing dressed', 'walk ing ', 
andd 'arm function'. Emotional distress and pain were assessed with the 
scaless 'mental health' and 'pain' of the SF-36. The SIP68 and the SF-36 are 
bothh val idated and widely used health s tatus quest ionna i res .1 7" 20 

Completedd questionnaires were returned to the researcher (MC) by mail. 
Inn case questionnaires were not returned in time, a reminder was sent. 

StatisticalStatistical  analyses 
Thee socio-demographic characterist ics of the study group and part ici-
pationn scores were summarised using descriptive statistics. Since the IPA 
consistss of five par t ic ipat ion domains each with a var ious number of 
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i tems,, we also calculated standardised means per domain {standardised 
meann equals mean of the domain score divided by the number of items 
inn the domain). Differences in baseline characteristics as well as the dif-
ferencess in par t ic ipat ion scores between the diagnost ic groups were 
analysedd with one-way ANOVA or Chi-square test, when appropr i-
ate.. With regard to the ANOVA , post-hoc analyses were done with 
thee method of least significant differences (LSD). We calculated the per-
centagee of people per diagnostic group that experienced severe problems 
{severee equals prob lem score 2) in every aspect of par t ic ipat ion as 
addressedd by the IPA. Differences in percentages between the diag-
nosticc groups were analysed with Chi-square tests. Finally, we analysed 
thee impact of socio-demographic and health status variables on the 
part ic ipat ion-scoress with mult iple l inear regression analyses using a 
stepwisee forward select ion s t ra tegy.21 In i t ia l ly , soc io-demographic 
dataa were presented to the linear model (step I). Secondly, health status 
variabless were presented to a separate model (step II ) To be sure no 
potentiall  important variables were overlooked in the first two steps, we 
usedd F stat ist ics with p = 0.10 as the cr i ter ion level for selection. 
Subsequentlyy the outcome of steps I and II were combined into a final 
modell  (step III) . In this final model the p-value was set at 0.05. Plots of 
residuall  analysis were performed to search for v iolat ions of necessary 
assumptionss in multiple regression in terms of linearity, equality of vari-
ance,, and norma l i t y. The possib le presence of co l l inear data was 
exploredd with the tolerance stat ist ic.21 The domain 'work & education* 
wass excluded from the regression analysis, because of the limited num-
berr of persons for whom the items of this domain were appl icable. 

Result s s 

AA total of 257 quest ionnaires were mailed, 126 quest ionnaires were 
returnedd (response rate 49%). Response rates of the various diagnostic 
groupss differed: 86% for neuromuscular disease (n = 31), 4 7% for 
spinall  cord injury (n = 21), 4 5% for stroke (« = 27), 4 2% for rheuma-
toidd arthr i t is (» = 25), and 3 7% for f ibromyalgia (« = 22). 
Meann age (sd) of the study population (78 women, 48 men) was 52.6 (sd 
13.4)) years, 29 respondents (23%) were 65 years of age or older. 
Thirty-f iv ee percent (n = 44) of the respondents lived alone, almost 
50%% (« = 60) received professional ADL-care, 2 4% (n - 30) of the 
respondentss were employed, and 1 1% of the respondents (« = 14) had 
noo Dutch cul tural background. The durat ion of the diseases ranged 
fromm one to 54 years, with a median of four years (Table 6.1). 

100 0 



4 4 
0 0 
3 3 

2 2 

5 5 
"o» » 

EE il 
oo -

o o 
CM M 

II I 
c c 

CO O 

T\ T\ 

c c 
g g 
« « 

Q. . 
O O 
Q. . 
>s s 
T> > 

» » 
CO O 

0) ) 

o o 
(0 0 

o o 

co o 

co o 
I --

8ï ï 
e e 

** CM 
PP „ 

QQ CO 

55 il 

c c 
o o 

33 CM 

&
—— c 
«o o 

o o 
6 6 
v v 

o o 
ó ó 
V V 

o o o o 
o o 
V V 

co o 

o o 
o o q q 

ó ó 
V V 

CO O 

q q 
o o 

coo  ro-
odd  ö »» «

-- o 
CMM ^ 

c\jj  £ CO o o> > co o 

c\ii  ^ 

COO cö 
** 1 -

i nn i -

i nn co 
r*~''  CM" 

co o co o 

h .. ^ 

** co 

h»» t 

CMM 2 ^ 

1 -- h -
> << C\l 

CMM ^ , 

T-T- CM ' 

00 0 55 *- y-CDD ^ . * OO * -

CM M oo  5! r» CM co o co o 

m m inn  ® co co 

co o CMM £ O CM ^ ;;  r» 

qq  *t 
CMM CO 
lOO i -

X) X) 
co o 
CD D 
O) ) 
cd d 
c c 
ca a 
CD D 

0 00 GO 
r» .. ** TT T 

>»» lO o o 
co o 

5 5 
755 CD 

EE "5 
05 5 

CD D 
cc  a> 
.22 c 

*-  (0 
<DD « ^ 
EE 3 CD 

55 " O CO 

""  5 » 
O)) CO 2 
-- "2 TJ 
>> ® JI 
- ii  S o 

co o 
c c 
o o 

'co o 
co o 
CD D 

O O 
i _ _ 
0_ _ 

Q Q 

< < 

IAA co s 
i -- h - CM 

O O 
—— ^ O 
CDD ^  -C 
>> O O 

HP P 
oo  b ^  o 

co o 

00 0 o o 
co o 

cc  co 
** S o - . w ? 

coo  s g -c > o 

-a a 
CD D 
>» » 
o o 

Q.. co -C 3 
O. . 

E E 
UJ J 

«« i 
+-  b, 
33 O) 
oo  co 

ZZ - Q 

Q . . 
O O 

CO O >. . 
D D 

üï ï 
o o 
i_ _ 
ra ra 
n n 
E E 

I"--
II I 

£ £ 
CO O 

E.» » 
= = 

«55 r 
a.. ca 
2 s s 
55 o 
CDD * -

U U 
oo  a> 
(OO .E 
cc »-
a>> .. 
coo < 
i__ 3 
oo  'E 

** — is is 
2-8 8 
ee * 
aa = 
©© a 
©© <o 

x .5 5 

CC || 

il l 
DD O 
>»CM M 
COO || 
OO £_ 

i< < (0 0 co o OO ï i . 

tt  >. 
Cöö Q . 

« < § § 
"OO M ** 
i __ — CO 
** 3 S 
33 CD 3 

OO c ü 

ï f l l 
zz S < 



CO O 
CD D 
o o 
Ü Ü 
co o 

< < 
Q . . 

c c 
CO O 
CD D 

E E 

TJ" " 
CD D 
CO O 

CO O 
TJ J 

c c 

CO O 

a a 
o o 
O) ) 
O O 
'+* '+* 
<o o 
o o 
c c 
o> > 
co o 

CO O 

a. . 

CO O 
Q . . 

CO O 
CD D 
i _ _ 

T3 3 
CD D > > 
CD D 
O O 
i _ _ 
CD D 

0 _ _ 

CM M 
C O O 
fl> fl> 

B B 

CMM ^ 

?I I 

SS ii 

V)V) II 

CVV N. 

§§ II 

C O O 
o o 
o o 

CO* * 

c c 
CO O 
c c 

o o 
o o 

CM M 
o o 
o o 

^"TT ^ 
r* .. T -

OO T-

CMM CO 
eg g 

i -- r » 

inn o 

T -- ^f r 
" ** CO 
CM M 

mm r» 
coo o 

GOO CO 

COO CM 

COO 0 ) 

mm o 

oo CO 
I-»» CM 

NN o _ 

** -
coo co 
aii  có ^ , 

o o 
ï5> > 
ai i 
CD D 

o o 
c c 
CD D 

f-,, q 
COO i- " 

COO CO 

O)) CM 

h -- CO 

i f ii  Ó 

CMM O 
* tt CM 

IOO Ó 

qq co 
cbb CM' 

CMM O) 

cbb 6 

COO CM 
i oo c\i 

coo d 

Is*""  CM 

CMM r*. 
irii d 

i nn CO 
CM M 

cqq co 
C\jj  CO 
CM M 

O )) CO 

cóó Ó 

C OO CO 
inn có 

mm en 
cbb d 

rr  CO 
CM M 

O)) CO 
irii d 

cóó có 
CM M 

T -- CO 

cóó d 

coo o> 
^^  CM 

OO CO 
** d 

CMM CM 

OO CD 

cóó d 

CMM CO 

^ ff  CM 

OO CO 
-** d 

qq r̂ 
CMM CM 

coo r-. 
cóó d 

coo r». 
coo CM" 

5 5 

ID
U

I ID
U

I 

O O 
O O 

co o 
1 _ _ 

o o o o 
o o 
c c 
>» » 
E E 
o o 
= = o o 
3 3 
«0 0 

T3 3 
CO O 

C C 
CO O 
CD D 

E E 

T5 5 
CO O 

c c 
co o CD D 
E E 
o o 

CD D 
(0 0 
o o 

co o 

c c 
CO O 
co o 

o o 
o o 

_>» » 
E E 
co o 

1 — — 

" O O 
CO O 

c c 
CO O 
CD D 

E E 

T3 3 
co o 
c c 
(0 0 
CD D 
E E 
o o 

CD D 
CO O 
XJ J 
CO O 
TJ J 
c c 
CO O 
co o 

co o 
o o 
o o o o 
3 3 

o o 
E E 
o o c c 
o o 
3 3 
CO O 

co o 
c c 
co o 
CD D 

E E 

TJ J 
co o 
c c 
co o CD D 
E E 
o o 

CD D 
CO O 
"O O 

CO O 
TJ J 
c c 
co o 
co o 

coo d 

qq in 
-** CM' 

oo r-* 
"tt d 

qq ^j-
*frr CM' 

qq q 
cóó d 

T-;;  q 
s"" CM 

CMM h -

*** d 

CMM T f 

^rr c\i 

qq r-
TI"" d 

qq q 
irii CM' 

co o 

o o 

c c 
co o 
CD D 
E E 

55 TJ 
55 —. co 
CDD T J x , 
»-- co i l 
—— w ' co 
COO C TJ 
oo co c 
oo £ iS 
coo E co 

cóó 6 n 

oo CM c 

O)) có *-' 

COO CO ^- . 

-** o CO O 

N O C , , 
cdd có 

coo <r ^^ 
cóó d -

O)) m c 
dd có ' 

e»» ^t 

inn CM '—' 

CDD N - s 
 co 

f»» o " 
N"" CÓ S. 

T3 3 
OO CO 
CC — 
00 C 
77 co 
COO CD 

ss  E 

"»» 'S 
mm CD 

- - ** CO 
oo XJ '-o 
cc co "r 
coo —' co 
^^  C T i 
11 10 C 
OO CD CO 
ïï E 'S 

c c 
CD D 

J = = 
CD D 
O O *̂  ^ 
CD D 
CD D 

CD" " 
c c 
o o >» » 

n n 
co o 
o o 
"5 . . 
o . . 
ca a 

coo o 
-EE c 

—— CO 

§ E E 

COO o 
E-o o 
33 co 

 CD — 

oo "E |-
cSS < Ji 
.9-ccc 5 
CÖÖ 3 CD 
D-'cFjS S 
cc 1— c 
-- T> 3 
gg o ö 
oo ü > 

.22 C * 

SS tó I 
SS co ^ 
COO - w 
CDD CD O 
C3)) CO * 
COO CD " O 
^^ .52 cë 
ee D o. 
!SS « « 
©© JB CD 
Q.. 3 "O 
CDD O 3 

££ P -
88 2'E 
too 3 ca 

5:: m E 
CDD C o 
-CC . . -o 
S>oo „ 
aa ia o 



CO O 
Ü2 2 
ns s 
o o 
CO O 
XI I 
3 3 
CO O 
CD D 
O O 

c c 
CD D 

™ ™ 
CD D 
Q . . 
X X 
CD D 

E E 
jD D 
X) ) 
o o 
o. . 
CD D 

(0 0 

£ £ 

X) ) 
o o 
k_ _ 

CL CL 

CD D 
> > 
CD D 
co o 

O ) ) 
c c 
E E 
o o 
a a 
o o 
Q. . 
3 3 
O O 

O) ) 
o o 

co o 
o o 
c c 
a> > 
co o 

a a o o o o a a 
"o o 
CD D 
o> > 
co o 

> > 
c c 
CD D 
ü ü 

CD D 
Q . . 

<0 0 

X I I 
CO O 

I --

S S 
.£ £ 

o o 
O. . 

8 8 
8 8 
CD D 
U) ) 

Q> > 

s s 
o» » 

CD D 
Q . . 

"5. . 
O O 
CD D a a 
CD D 
O) ) 
O O 

CD D 

CD D 
CL L 

CDD * 

*d d 

€€ il *~ 

o o 

^^  <N # 
QtQt II  v -

- .. CN ^S 
C jj  SP 
&& II * ~ 

CDD f** — 

too e * 

QQ *0 $> 

33 ii ^ * 

22 M 

ee II 

o o 

CD D 
O O 

ee CD 

S a a 
CDD V ) 

CDD ( 0 

C/j j 

c c 
o o 
o o 

có ó 
c c 

có ó 
c c 

có ó 
c c 

có ó 
c c 

CM M 
O O 

O O 

CV V co o 

 co 

;; co ^ CMM i -

^^  S? ^  ^ 
-*  £ O) Oï 
CMM £  CM i -

^^ <o 

OSS O) 
CMM * -

m m co o co o 

r~r~ i- <o 
3-- ^ CM, 

^^  cö' C CO 5! 
SS S 
co o 

co o II I 

""  ï f i o^  * * 
coo £ ; co co 
CMM 2 - i - i -

COO O) O) 
CMM i - 1 -

o o 
o o 

C M Ï D ^ C O C O C M O , ,, , „ 
coo £ r T- n o (o II C 

f-f-  lO 
«J-- T-

oo o 
COO CM 

O O 

E E 

CD D 
i _ _ 
CO O 
O O 

<D D 
CO O 

CD D 
O O 

Ë Ë C0 0 

CO O 
o o o o c c 
co o 
c c 

CD D 

3 3 
CO O 

.5 5 

co o 
<D D 

"c ö ö 

o o o o 
co o 

c c 
o o 

co o 

3 3 
O O 
o o 
o o 

coo *-

COO S ^ S 

^ ^ ^ S * ^ ^ < £ < ""  # " « 
££ II Si -- 3 - W CO 

—-- c — c 
CMM — - i - — ' 

CMM n * 
CMM 'I CO II 

CMM —' O) S-

^^ & & & £ & Ï^CO 9^11 
T~~ — ' ~ CM 2 ^  CO H CO 

CMM 3 . CO O 

IOO * - ' ^  i > 

vpp vP Np CD vP CM SP.. ös £S ,_ ös cv| 
CO O 
T -- | | 

ooo co c o 5 t i 

nn N t to (o n r * t o » 
OO T - CM T - CO CM ^  i l *3"  n 

l OO O ) 0 0 C O) cc 
-- CM T - — CM '— ' 

T3 3 
c c 
co o 
c c 
.22 o) 
« . E E 
oo c 

T3 3 
CDD * 

(0 0 
cc  ~ 
CDD <-
>> Ï ; 
O)) ïö 
-- 2 
CMM 5 
CDD (0 
oo E 
CJJ 3 
COO CD 

.22 ir 
®® >i 

ii i 
BB o 
oo o 
Q .. C0 

«I I cc co 
CDD ™ 

x ::  — 
Ï U U 
«co o 
CDD O) 
>> co 
<DD CO 
COO CD 

-oo » 
CDD "D 
CDD m If f 
|i i 
üü E 
»» o 
EE 1 
CDD CD 

55 c 

2 o o 
<< z 
CDD a 



o o in n 
ooo ^ 
CM M 

l O O 
CM M 
co o 

co o 
'co o 

co o 
c c 
co o 
c c 
g g 

'c o o 
co o 
CD D 
L. . 
O ï ï 
CD D 
k _ _ 

k _ _ 

co o 
CD D 

_ C C 

.5? ? 
Q . . 

E E 
>. . 

C C 
O O 

(5 5 
CL L 

(0 0 
CL L 

CO O 
CD D 

V V 

> > 
CD D 
O O 
u. . 
CD D 
O. . 

CO O 
G> G> 

n n 
co o '»— — 
co o > > 
>» » 
k _ _ 

O O 

CO O 

c c 1°. . a a 
x x 

LU U 

tb b 
« « 3 3 
«J J 

CD D 

O O 

c»» e 
»» £ 

—.. ' .2 

CO O 
CO O 
CD D 

co o 
o o 

CO O 
c c 
o o 

o o 
E E 
CD D 

CD D 
O ) ) 
CO O 
i _ _ 

O O 
"O O 
O O 

O. . 

22 S 
V)V) O) 

ïï o C 
* JJ  Q) O 
COO * 5» 

COO CO 1 - I O 

CDD CÓ CÖ < Ö 
CMM CO 

CO O 
coo >s 
CDD _ l i = 
££ Q . 2 , 
J22 < E 

-- - "2 JSS >» o 
s ==
ss 1 } at 
OO CO c 
EE » '5. 
CDD " O CO 

o. . 

22 .si 
,, 5 » ^ 

»%% o o 
** F fc-

-- CD O 

.22 ^ 
i -- o 

a.. "o 

co o 

E 5 1 1 

is s 

CMM oi ^ 

co o 
c c 
o o 

co o 
o o 

CDD => 011 'S coo  Q> 
t_t_  I— 

CDD $ "ÖJ 
"aa s > 
"ÖÖ  ® 

OO O cö 

CMM m 
coo o> 
co o 

co o 
co o 
<DD - 1 
££ a 
coo  < 

«oo >, 
cc  +-
oo = 

OO CO 

EE «? 
CDD " O 

m m 
CM M 

<D D 

o o 
^ ^ 
co o 

CM M 

u> > 
*

m m 
o o 
co o 

CO O 
CO O 
CD D 

co o 

CO O 
c c 
o o 

o o 
E E 
CD D 

T f f 

t t 

^ ^ 
co o 

~1 1 
O O 

o o 
3 3 

U U 

T3 3 
C C 
D D 

O O 
O) ) 

CO O 
. O O 

a> a> 
*

co o 

CO O 

oo o 
T— — 

co o 
co o 
CD D 

co o 

CO O 
c c 
o o 

o o 
E E 
CD D 

CO O 

oo o 

--
o o 
1 _ _ 

o o 

co o 
3 3 
u u 

CD D 

O) ) c c 
o o 

CD D 
CO O 
CO O 
CD D 
CO O 

o o 

CO O 

CO O 

CD D 
c c 
o o 
"cö ö 
m m 
c c 
'> > 

t t 
co o 

_l l 
O O 
< < 
c c 
>, , 

.0 0 
CO O 
co o 
-o -o 

0) ) 
co o 
co o 

OOO CO 0 0 CA 

ÓÓ Ó CM CÓ 
COO - i - ^ -

CMM |v . O ) 0 0 

COO CM CM T ^ 
CMM CO 

000 T-

000 00 
CMM i-m 

c\ii  ai 
CM M 

co o 
co o 
CD D 

4 ^ ^ 

co o 
o o 

(O O 
c c 
o o 
O O 

b b 
CD D 

_ J J 

a a 
< < 
c c 

>» » 

'E 'E 
co o 
CO O 

o o 

CD D 

O O 
i _ _ 

« « 

CO O 

T J J 

CO O 
c c 
o o 
+-" " 
o o 
E E CD D 

CD D 
V V 
O O 

CO O 

c c 
'co o 
o . . 

co o 
CO O 
CD D 

co o 
u u 
co o 
c c 
u u 
'^ ^ o o 
E E 
m m 

H --
O O 

1 _ _ 

O O 

CO O 
t _ _ 
D D 

"O O 
t _ _ 
CD D 
O) ) 
c c 
o o 

0) ) 
co o 
ffl ffl 
CD D 
CO O 
n n 

_ 1 1 
Q Q 
< < 
r r 

, , 

*-» » 
^^ ^ X3 3 
CO O 
CO O 
n n 

- i -- CM 

CD D 
n> > 
CO O 

CD D 
o o 
n n 

co o 
c c 
o o 
CO O 
o o 
3 3 

"O O 
CD D 

^ ^ CD D 

# # O O 

(1) ) 
> > CD D 

COO O) 00 CM 
ir ii  cö cö oi 

cc  _ 
CDD CO 

EE ^  -o 
55 5 o 
o.. o
EE -c o) 

 o 
oo 5 co 
CC O .Q 

pp « 

CCC o § c c 

BB 2 2 iS 
OO 3 3 O 

I -- < O I -

CDD ^ 

CÖÖ CM 

C C 
CD D 

1
! | | 
o .. ca 

CDD c 

oo > 
cc = 

(O O 

oo a 
oo  's 
coo  S 

T3 3 
CD D « « 

.QQ © 

55 o> 

>> CO 

"oo .5 
coo cd 
Q.. > 

15 5 
CDD c 

'S»» ® O)) Q. 
.EE ® 
coo "O 
CDD .E 
££ CD 
>.£ £ 
oo >, 

® T 3 3 
.EE co 
J55 E 
Q.C0 0 

SS "5. 
 Q. 

OO CD 

S8 8 
jDD CO 
nn  CD 

.22 5 
fOO . -
>> cc 
cc  > 

^^  CD 

s? ? 
CLL  g 

-ëë S-
T 33 CD 
<DD X J 
££ <D *.. ^ 
OO ^ 
CDD o 
cc «= 

^^  « 
coo ca 
c?S S 

I'S S 

LT T 
... . co o 4-> > 

o o 1 --

CLL * -

CDD E 
^^  CD 

t oo a> 

CMM & 
CCC CD 

__ .c 
COO — ^^  co 

COO CM 

0 .. CC 
OO J3 



BeyondBeyond  disability 

One-wayy ANOVA or Chi-square tests showed that the characteristics of 
thee respondents differed substantially between the diagnostic groups. For 
example,, respondents with rheumatoid arthritis were older, more often 
femalee and had a substantially longer disease duration, whereas people 
withh neuromuscular disease or fibromyalgia relatively more often were 
employedd compared to respondents of the other diagnostic groups. 
Tablee 6.2 presents the (standardised) mean IPA-scores per diagnostic 
group.. In the domains 'family role' and 'work & education', partici-
pationn was relatively poor for all groups. In the domains 'autonomy 
indoors',, 'social relations', and 'work 8>C education' statistically sig-
nificantt differences (p< 0.05) between the diagnostic groups existed. 
Post-hocc analyses showed that in the domain 'autonomy indoors' 
respondentss with stroke, rheumatoid arthritis or fibromyalgia were 
significantlyy more restricted than respondents with spinal cord injury. 
Inn the domains 'social relations' and 'work & education' people with 
strokee or fibromyalgia perceived significantly more restrictions than per-
sonss with neuromuscular disease. 

Tablee 6.3 shows the percentage of respondents per diagnostic group 
experiencingg severe problems in the various aspects of participation as 
addressedd in the IPA. Except for the group of people with rheumatoid 
arthrit is,, least severe problems are experienced in self-care. When 
applicablee to the respondents, severe problems were perceived by a 
substantiall  part of the study population in the subscale occupation, 
especiallyy in respondents with stroke. Restrictions in following the 
educationn one wishes is experienced as a severe problem in the respon-
dentss with spinal cord injury and fibromyalgia. 

Tablee 6.4 shows the results of the three-step linear regression analyses. 
Explainedd variance for the final models of the participation domains of 
thee IPA ranged between 32.5% (autonomy indoors) and 45.2% (fami-
lyy role). Emotional distress was the most important explanatory variable 
forr restrictions in participation in every domain of the IPA (range r2: 
18.3-33.2%)) Disability in ADL explained a small part of the restrictions 
inn participation in the domains 'family role' and 'social relations'(9.5 
andd 3.4 % respectively), but had no impact on the domains 'autonomy 
indoors'' and 'autonomy outdoors'. Participation in social relations 
tendss to be more restricted when duration of disease extends (partial r2: 
8.3%),, whereas the diagnosis stroke to a very small extent (2.5%) 
explainedd more perceived restrictions in the domain family role. Socio-
demographicc variables like older age and living alone explained a small 
partt of the total variance in the domains 'autonomy indoors' and 
'sociall  relations', respectively. To a small degree (partial r2: 4.4%) a 
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Dutchh cultural background explained reduced participation in the 
domainn autonomy outdoors when compared to respondents with a 
backgroundd other than Dutch. Plots of residual analysis did not show 
violationss of assumptions in multiple regression in terms of linearity, 
equalityy of variance, and normality. Measures of collinearity did not 
reveall  a high correlation between the independent variables {range of 
tolerancee 0.83-1.00). 

Discussio n n 

Thee aim of this study was twofold: to describe the social impact of a 
chronicc condition on person-perceived participation as measured with 
thee IPA, and to identify socio-demographic and health status variables 
thatt may explain perceived restrictions in participation. To be able to 
describee the specific impact of various chronic conditions, partici-
pantss were recruited from five diagnostic groups. Unfortunately, with 
thee exception of respondents with neuromuscular disease the response 
ratee was rather low. It is known that response rates tend to be lower 
amongg the sick and the elderly.22 As such, our results may present an 
underestimationn of the perceived restrictions in participation. However, 
sincee we do not have specific data on the non-respondents we cannot 
comee to firm conclusions with regard to the seventy of the selection bias 
inn our study. Moreover, we assessed social restrictions in respondents 
recruitedd from two rehabilitation centres and one academic hospital. As 
such,, the sample of respondents wil l not be representative for the whole 
populationn of people with a chronic illness or long-term disability. 
Inn our study population, respondents with stroke, rheumatoid arthritis, 
orr fibromyalgia reported most restrictions in participation in the vari-
ouss IPA-domains. From several studies it is known that especially 
stroke,, but also RA are severely disabling conditions, having a major 
impactt on people's l ives.11'2328 The relatively milder restrictions in par-
ticipationn in the respondents with neuromuscular disorders can be 
explainedd by a large proportion of people with a slow progressive dis-
ease.. A relatively stable illness like post-polio syndrome may enable peo-
plee to cope and develop adequate strategies to live their lif e in spite of 
illness.29'300 For people with e.g. rheumatoid arthritis this may be more 
difficul tt due to fluctuations in the course of the disease. As far as 
fibromyalgiaa is concerned, up until now aetiology, prognosis and 
impactt of the disease could not be captured by biomedical theory.31 

Medicall  uncertainty, invisibilit y of symptoms, and questions sur-
roundingg the justification of the diagnosis 'fibromyalgia' can make it 
difficul tt for people to cope.1»30'32'33 Without 'having' an affirmed diag-
nosis,, it may be more difficul t to move beyond a focus of pain and per-
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ceivedd l imitat ions, and in stead employ one's own potent ia ls .3 3'34 This 
cann result in greater restr ict ions in part ic ipat ion than expected on the 
basiss of physical disabil i t ies a lone. 
Ourr results show that perceiving a restriction is not per definition the same 
ass experiencing a problem. For example, in the domain 'family role' sub-
stantiall  restrictions are reported in all diagnostic groups, but these restric-
tionss are not perceived as the most severe problem by a large part of the 
populat ionn studied. This finding underl ines that the social impact of 
disabilityy is specific to individuals, and partially depends on peoples' 
sociall  roles and the value attached to these roles.4»31 For this reason 
rehabilitationn treatment should focus on those restrictions in participation 
thatt are perceived as a problem by the individual. Consequently, reha-
bilitationn treatment needs to attend personal roles, preferences as well as 
specificc environments. Every individual has his own unique context in 
whichh restrictions arise, diminish, last or change. Especially the social envi-
ronmentt may be an important factor mediating between disability and 
(restrictionss in) part ic ipat ion.32 Moreover, integration in society can-
nott be realised without addressing the social environment. 
Off  all the factors included in the regression analysis, emotional distress 
wass the most important variable explaining restrictions in part icipation. 
Apparentlyy the type of disease alone or resulting disabilities in ADL can 
nott explain restrictions in participation. Disease may lead to emotional dis-
tresss which may diminish participation, or restrictions in participation may 
leadd to emotional distress. The importance of emotional well-being is in 
agreementt with other studies5'10,13 and indicates the significance of psycho-
sociall  support both from the rehabil i tat ion team and the social environ-
ment.. Especially in people with long-term disabling conditions emotion-
all  support should form a more regular part of rehabilitation interventions. 

Inn conclusion, in our study populat ion substant ial restr ict ions in par-
t ic ipat ionn and severe problems in var ious domains were recorded. 
Somee restrictions seem comparable among diagnostic groups, lik e those 
reportedd in the domain 'family ro le ', others are specific to one or two 
d iagnost icc groups, lik e restr ic ted par t i c ipa t ion in social re la t ions. 
Whilstt emotional distress seems an essential factor in the process from 
diseasee to outcomes in terms of restrictions in part icipation, the impact 
off  a disease with 'mild' physical disability, such as fibromyalgia, may be 
underest imated.. This stresses the importance of assessments of part ic-
ipat ionn addressing the individual 's percept ion and lif e roles. 
Cl inical ly,, this study suggests that reaching beyond disabil i ty is an 
essentiall  scope for rehabi l i tat ion in order to be able to make a contr i-
but ionn to the meaningful par t ic ipat ion of people with a chronic dis-
abl ingg condi t ion. 
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CHAPTERR VII 

Genera ll  discussio n 

Thee objective of this study was to explore the concept of participation and 
autonomyy in relation to medical rehabi l i tat ion, and to develop a ques-
t ionnairee addressing this theme. In the rehabil i tat ion of people with a 
chronicc disabling condition, long-term outcomes in terms of the impact of 
physicall  disability on social part icipation are paramount. When consid-
eringg social participation, individual autonomy is a vital concept, because 
differentt people lead different lives in different contexts. Furthermore, 
respectt for individual autonomy is central to a client-centred approach. 
Thee development of a new questionnaire was considered to be essential, 
becausee the questionnaires that are currently available were found to be 
inappropriatee for the assessment of part icipat ion in a person-perceived 
way.. Therefore, the Impact on Participation and Autonomy (IPA) ques-
t ionnairee was developed for use as a profile for the assessment of the 
impactt of a disabling condition on daily life, for the assessment of needs, 
andd for the evaluation of rehabil i tation interventions (outcome assess-
ment).. The IPA addresses two different aspects of part ic ipat ion: per-
ceivedd part icipat ion and perceived problem-experience. The final ver-
sionn of the IPA consists of five participation domains (autonomy indoors, 
familyy role, autonomy outdoors, social relat ions, work & education), 
andd eight items on problem-experience (mobility, self-care, family role, 
finances,, leisure, social relations, occupation, education and learning). The 
studiess presented in this thesis show that the IPA is considered to be a reli-
ablee and valid tool for the assessment of person-specific participation and 
individuall  autonomy in rehabilitation practice and research. The previous 
chapterss of this thesis focused on the concept and development of the IPA 
questionnaire,, and its psychometric strengths and limitations. In addition, 
thee first results with regard to the perceived part icipation of people with 
aa chronic disabling condition were described. 

Inn the present chapter, the concept and potential applications of the IPA 
wil ll  be further discussed in the light of current rehabilitation practice and 
research,, and in terms of client-centredness. Alongside client-centred-
ness,, another concept has also gained great interest in the field of health 
care:: evidence-based medicine. Therefore, the IPA wil l also be considered 
inn relation to this important feature in medical rehabil i tat ion. Finally, a 
numberr of suggestions are made for future research. 
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Concep tt  and applicatio n of th e IPA 

ConceptConcept of the IPA 
Inn rehabi l i tat ion, the tradi t ional method of assessing the needs of peo-
plee with a chronic disabling condit ion is to measure their level of phys-
icall  disability. However, a focus on physical aspects alone misrepresents 
thee complexity of human functioning in everyday life, and may distract 
thee at tent ion from other areas of importance (Chapter I). The IPA can 
providee practit ioners with increased awareness and sensitivity to aspects 
andd needs that are essential for the individual 's social par t ic ipat ion 
throughh the concept of autonomy underlying all items, including the sep-
aratee items on problem-experience. In Chapter II it has already been dis-
cussedd how difficul t it is to dist inguish person-perceived part ic ipat ion 
(focusingg on needs and the perception of individuals) from quality of lif e 
(QoL).. Over the years, QoL and par t ic ipat ion have been subject to 
numerouss in terpretat ions. Both constructs are dynamic, indiv idual-
specific,, related to many other factors (e.g. expectat ions and experi-
ences),, and highly relevant to all individuals. Quality of lif e can be seen 
ass an umbrel la concept encompassing physical, social and psychologi-
call  d imensions.1 These dimensions are closely related to the ICIDH-2 
dimensionss of function, activity and part ic ipat ion, which include cog-
nitivee as well as emotional aspects.1»2 The social dimension of QoL 
referss to the part icipation of an individual in social roles and activities. 
Consequent ly,, responses to a quest ionnaire addressing perceived par-
t icipation,, such as the IPA, wil l doubtlessly be correlated with respons-
ess to a ques t ionna i re address ing qual i ty of lif e (Chapter IV). 
Furthermore,, people with a chronic disease often define their quality of 
lif ee in terms of positive relat ionships, occupation and a sense of mean-
ingg in l i fe.3'4 In general, however, current QoL questionnaires do not 
addresss a person's quality of lif e in terms of the personal meaning giv-
enn to specific tasks and roles (Chapter I). Moreover, the rat ings of 
mostt QoL quest ionnaires implicate that a good quali ty of lif e is the 
resultt of an absence of disability.5 Although the introduction of the con-
ceptt of quali ty of lif e emphasised the importance of the pat ient per-
spective,, for medical rehabil i tat ion quality of lif e seems to be a measure 
tooo far. Since the primari ly aim of rehabi l i tat ion is to facil i tate a per-
son'ss part ic ipat ion in society, it could therefore be better to focus on a 
person'ss concrete needs and chances in terms of participation, rather than 
onn quality of lif e in general. 

ApplicationApplication of the IPA in patient care 
Takingg into consideration the fact that rehabil itation treatment consists 
off  a mul t id imensional strategy, involving intervent ions at different 
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levels,, the IPA should be regarded as complementary to the question-
nairess that are currently used. In other words, in addition to the IPA 
otherr instruments may be needed to investigate impairments or dis-
abilitiess that are amenable to treatment or to evaluate other areas of 
functioning,, such as the home environment. In individual patient care, 
att the start of treatment the IPA wil l provide information about the per-
ceivedd severity of the impact of the illness or disability on participation. 
Inn this respect, the items on problem-experience are of particular 
importance.. The responses to the IPA subsequently can be discussed to 
elucidatee expectations, needs and possible goals for treatment. At the 
endd of treatment, the IPA can be used to re-evaluate the original goals. 
Ass noted previously, person-perceived participation as an outcome 
measuree for rehabilitation represents a relevant measure from the 
patient'ss point of view, and is in concordance with the ultimate aim of 
rehabilitation.. On the other hand, perceived restrictions in participation 
andd autonomy, as described in Chapter VI, are not caused by disabling 
conditionss alone. They also arise from the interaction with environ-
mentall  factors6, such as public stereotype ideas on physical disability or 
thee inaccessibility of public buildings. Consequently, these restrictions 
cannott be solved by rehabilitation treatment alone. Depending on the 
causee of the restriction, rehabilitation may provide support, helping a 
personn to cope with such disadvantages, or could help to find some kind 
off  substitution that wil l be as valuable and appropriate for the indi-
viduall  as possible. By applying these rehabilitation strategies, per-
ceivedd participation evaluated by the IPA still can be an appropriate end-
pointt in treatment, because the responses to the items on 
problem-experiencee wil l reflect coping strategies or satisfaction with 
substitution.. An additional questionnaire focusing on coping strategies 
mightt provide more specific insight into the subject. 

ApplicationApplication  of  the IPA in  research 
Thee IPA can be used as a tool in rehabilitation research to extend the 
basee of knowledge with regard to the diversity of perceived restrictions 
inn participation and the accompanying problem-experiences, or to 
assesss the effects of rehabilitation treatments. 
However,, the use of the IPA does not have to be restricted to individual 
patientt care or rehabilitation research. It may also be beneficial in 
otherr fields. For example, patient organisations might want to use the 
IPAA to quantify perceived restrictions in the societal participation of 
theirr members over the years. Home care organisations might want to 
usee the IPA to evaluate individual needs for care or treatment. And in 
researchh on social health care or mental health care the IPA can also be 
aa valuable instrument. 
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OnOn questionnaires 
Questionnairess are frequently-used tools in health care. In rehabilitation 
practicee and research, they provide a simple and inexpensive method of 
evaluat ion.. Given the overwhelming number of avai lable quest ion-
nairess (note the 1626 pages of a recent compendium of solely quality of 
lif ee instruments7) it is increasingly difficul t to choose the right ques-
t ionnairee for a specific purpose. In addi t ion to the basic concept, reli-
abi l i ty,, val idi ty and responsiveness are impor tant propert ies in the 
evaluat ionn of quest ionnaires. The present studies show that the psy-
chometricc propert ies of the IPA are encouraging {Chapter III,  IV & V). 
Inn addit ion to the above-mentioned psychometric criteria, other aspects 
shouldd also be taken into considerat ion, such as the burden or appli-
cabil ityy of the items for respondents. The contents and concepts of a 
questionnairee can be offensive or irrelevant to the experiences of an indi-
vidual.. The SF-36, for example, could be regarded as less suitable for 
peoplee using a wheelchair, because respondents are confronted several 
timess with items related to their inabil ity to walk.8 When considering 
thee often complex problems that are specific to (livin g with) a chron-
icc condit ion or disabi l i ty, many barr iers may hinder a person when 
fillin gg in a quest ionnai re, or make it a burdensome task. Examples 
are:: too few relevant items from the pat ient 's point of view, confusion 
off  ideas, impaired vision or other problems related to reading or writ -
ing.88 In our study, some respondents who suffered from a stroke report-
edd that the IPA was too long and too compl icated, and for them a 
shorterr form of the IPA may be needed. In this context, it should be 
realisedd that in addi t ion to the use of quest ionnai res, in individual 
pat ientt care and in research, quali tat ive data wil l always add depth to 
thee information that is obtained. 

Thee IPA and a client-centre d approac h 

Thee IPA questionnaire represents an elaboration on a client-centred phi-
losophyy for rehab i l i ta t ion medicine. After the Second World War, 
rehabi l i tat ionn mainly aimed at restoring the abil ity to work (benefit of 
thee individual for society). Nowadays, rehabi l i tat ion is individual-ori-
entatedd and has broadened its scope from impairment to disabil i ty.9 

Client-centrednesss and person-perceived par t ic ipat ion have become 
essential,, because rehabi l i tat ion encompasses various aspects of the 
lif ee of a person with a physical disability, and because in chronic illness 
'cure'' is no longer an opt ion. The IPA is l inked to these developments. 
With i nn this broader scope, social and cul tural models of handicap 
havee been developed and are being used alongside the medical models.10 

Moreover,, the most well known model, the ICIDH-2, now includes 

114 4 



GeneralGeneral discussion 

neww terminology, definitions and dimensions, and has become a clas-
sificationn of functioning, disability and health, instead of merely a 
classificationn of the consequences of disease.11 The revised version 
noww also classifies environmental and personal factors, spirituality, and 
civicc and community life.11 

Thee focus of rehabilitation is shifting from a biomedical to a client-cen-
tredd perspective (Chapter I & II). But what do we know about the 
magnitudee of the shift? Can it be found in new rehabilitation defini-
tions?? Do different practitioners understand and value client-centred-
nesss the same way, and have they changed their practice likewise? It is 
aa common observation that the individual components and practices of 
rehabilitationn services vary widely12, and as yet no rehabilitation-spe-
cifi cc criteria on client-centredness or new rehabilitation definitions 
aree available. A client-centred approach consists of more than ade-
quatee goal-setting based on the questions presented by the patient. It 
demandss a re-consideration of professional values and issues, such as the 
patient'ss autonomy versus the patient's 'best-interest'. Although health 
caree legislation in the Netherlands already directs to the implementation 
off  the client-centred concept, the five relatively new Acts referred to in 
thee Introduction mainly focus on patients' rights from a liberal view-
pointt of autonomy (Chapter I). Social and cultural differences howev-
er,, make it clear that not every patient is familiar with the practice of a 
liberallyy organised health care system.13 Furthermore, alongside the lib-
erall  view of autonomy, an ethic of care was considered to be essential in 
rehabilitativee care (Chapter I). Therefore, it seems important to further 
reflectt on a framework for client-centred care in rehabilitation practice. 
Suchh a framework, or guideline, could help to 'translate' and implement 
thee various aspects of autonomy in clinical practice, also including 
acceptedd professional principles and practices. The Netherlands Patient 
// Consumer Federation has already formulated general criteria for 
client-centredd care: not only criteria directed towards the disclosure of 
alternativess to a proposed treatment, attuned services, and clear and 
easyy to approach complaints procedures, but also criteria pertaining to 
virtuess in practice such as politeness and a supportive attitude.14 

Thee IPA and evidence-base d medicin e 

Nowadays,, evidence-based medicine has become an accepted basis for 
goodd clinical practice, and considerable efforts are made to implement 
it .. Sackett et al. defined evidence-based medicine as "the conscien-
tious,, explicit and judicious use of the current best evidence in making 
decisionss about the care of individual patients".15 In evidence-based 
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healthh care, scientific information (evidence), preferably obtained from 
randomisedd controlled clinical trials, must be integrated with the clin-
icall  experience of the practitioner. This links clinical practice with 
research,, and vice versa. The IPA fits into this approach. As in the 
client-centredd approach, evidence-based practice aims at ameliorating 
individuall  patient care by not letting treatment options depend on the 
experiencee of the practitioner alone. Moreover, evidence-based practice 
propagatess deviating from guidelines when the patient's situation 
necessitatess this. However, some authors expressed their concerns 
aboutt evidence-based health ca re .1 6 22 They argued that the move 
towardss evidence-based medicine has come from the medical profession 
and,, as a consequence, in practice this movement has tended to be 
doctor-centredd rather than patient-centred.17 Evidence-based medicine 
couldd therefore lead to irrelevant or one-sided goal-setting in treat-
ment188 and irrelevant research questions19, or weaken the role and 
importancee of the patient's preferences and values20. Furthermore, 
especiallyy in rehabilitative care, a patient's responsibilities with regard 
too proxies or her/his opinions with regard to quality of lif e may lead to 
preferencess for treatment that are not primarily based on the best evi-
dencee from a biomedical point of view.21'22 

Thee concept of evidence-based medicine, however, remains important 
andd necessary in clinical practice. Simply, there is no reasonable alter-
nativee for the thorough evaluation of the efficiency and effectiveness of 
treatments.233 As yet, most evidence has been sought for the clinically rel-
evantt biomedical aspects and processes of disease. Since medical reha-
bilitationn is concerned with the consequences of disease for daily life and 
sociall  participation, rehabilitation outcome parameters differ from 
thee regular biomedical parameters such as disease, mortality, func-
tionn and disability. Appropriate rehabilitation outcome parameters 
aree more complex, patient-relevant and often difficul t to observe, 
whichh could hamper a rational evaluation of treatment options. The IPA 
cann make a valuable contribution as an instrument to measure outcome 
forr various rehabilitation strategies. However, one should realise that 
thee rehabilitation process is multidimensional and multidisciplinary, act-
ingg on another complex system (the patient in a personally unique 
context).122 Therefore, it is probably not realistic to assume that evidence 
wil ll  emerge in the near future for all aspects of rehabilitative care, 
butt this too is in accordance with evidence-based practice: there must 
alwayss be some space for treatment options that are perceived as sup-
portivee and helpful, if based on the clinical experience of the practi-
tioner,, the perception of the patient, or the best available evidence at 
thatt moment. 
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Futur ee researc h 

Thiss thesis lays a firm accent on person-perceived assessment and 
client-centrednesss in medical rehabilitation. It stresses the importance 
off  patient values, beliefs, ideas and personal definitions of well-being. 
Rehabilitation,, as a field of medicine, is uniquely suited to a blend of 
researchh aimed at investigating the 'objective' components of disease and 
thee subjective experience of illness. Person-perceived assessment may 
addd to the understanding of patient perceptions of illness, disability and 
treatment,, and consequently directs to relevant treatment goals. This 
thesiss has mainly reported on the development and validation of the IP A; 
itss application in patient care and research is yet to come. In Chapter III 
&&  IV it was already concluded that the IPA should be tested in a sample 
includingg sufficient working and school-going individuals to be able to 
makee a conclusive statement about the structure of the scale. More 
studyy is also needed to investigate the specific relationship between the 
IPAA and the concept of coping, because coping responses have been 
foundd to be an important determinant in health outcomes; despite per-
sistentt restrictions in participation, problem-experience can diminish 
duee to effective coping strategies.24 For that reason, a specific ques-
tionnairee addressing coping wil l also be useful in future research into the 
responsivenesss of the IPA (Chapter V), in order to compare change 
scoress on the IPA with change scores on the coping questionnaire. 
Furthermore,, in our studies the IPA has been used in cross-sectional 
designs.. Future studies need to be longitudinal to provide more knowl-
edgee about the variety in perception and need for treatment and support 
overr the course of time and at different stages of an illness. Follow-up 
studies,, including repeated measurements, should also take into account 
thee perspectives from other than diagnostic groups. Chapter VI, for 
example,, described the perceived restrictions in participation of indi-
vidualss in five diagnostic groups, but also reported on the environments 
andd demographic variables as potential factors mediating between dis-
abilityy and (restrictions in) participation. Other groups to be studied 
couldd be people from a different social or cultural background, age-
relatedd or gender-related groups, or informal care-givers. In this context, 
normativee data on the participation domain scores wil l help to ade-
quatelyy interpret IPA scores. Normative data can add to our under-
standingg of the specific contribution of long-term disability to restric-
tionss in participation, compared to for instance factors related to 
ageing.. Further, considering the results of our study of the factors 
thatt may explain perceived restrictions in participation (Chapter VI), 
moree research is needed to investigate the process from disability or ill -
nesss to outcomes in terms of participation and autonomy. Understanding 
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thee mechanisms through which disability, emotional well-being or envi-
ronmentall  factors effect participation and autonomy may highlight ways 
inn which patient part ic ipat ion and autonomy can be optimised. 

Internat ionall  interest has already resulted in an English version of the 
IPAA (IPA-E). The English version now has to be val idated. This might 
raisee interesting cross-cultural issues which could induce new research 
quest ions. . 

Finally,, although there is room for improvement of the IPA as a measure 
off  person-perceived par t ic ipat ion for people with a chronic disabling 
condit ion,, it can be concluded that the IPA is a reliable and valid ques-
t ionnairee that is suitable for use in rehabil i tation practice and research. 
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Epilogu e e 

Thiss research on participation and autonomy in relation to medical reha-
bilitationn changed my own personal view on health care, illness and 
rehabilitationn practice. It became more clear to me that participation in 
societyy is closely linked to opportunities and chances, and that respect 
forr autonomy also involves taking an interest in people, their stories and 
experiences.. Individual perceptions and preferences in relation to par-
ticipationn are well reflected by the IPA, but some of the responses to the 
itemss in the IPA made me more aware of the modest contribution reha-
bilitationn makes to the actual functioning of a person in society. The 
lackk of societal resources and opportunities for people with a dis-
ablingg condition, the inaccessibility of many public buildings, social 
prejudicess and incomprehension, all seem to be beyond the influence of 
rehabilitationn treatment. On the other hand, if it is client-centred, 
rehabilitationn can contribute to aspects essential for the individual's 
everydayy life. 
Patientt organisations are more ambitious, and reach beyond the scope 
off  medicine in their conceptions of client-centred care. For example, the 
Netherlandss Patient / Consumer Federation states that quality care 
amongg other things consists of support at a societal level.1»2 Does 
rehabilitationn also share the responsibility, for example, for the lack of 
opportunitiess for full participation in society for people with a dis-
ability,, or the lack of accessibility to public buildings, which often 
impedess cultural activities, education and employment? In my opinion, 
itt does. For example, it could contribute by disclosing more openly the 
shortcomingss of current social services for people with a disability, 
whichh often restrict autonomy rather than promote it, or by seeking 
membershipp in advisory committees, for example with regard to the con-
structionn of public buildings. Opportunities depend on the recogni-
tionn of disadvantages. A closer alliance between rehabilitation and 
patientt organisations could be beneficial in this respect. Furthermore, 
peoplee with disabilities need to have easy access to research results, to 
supportt their (future) choices and to guarantee them full participa-
tionn in debates on health care. Involvement is a key term in the concept 
off  participation, and for that reason more effort is needed to disseminate 
thee available knowledge, from both rehabilitation medicine and patient 
organisations.. Reaching beyond the level of disability, as the title of this 
thesiss indicates, also implies that practitioners and researchers must 
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relinquishh their comforting position. 'Business as usual' is no longer pos-
sible;; practice as well as research needs the involvement of pat ients.3 '4 

Thesee are extremely challenging thoughts, which hopefully wil l st imu-
latee further reflection, debate and research. 
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Summar y y 

Rehabilitationn treatment ultimately aims at maximising the participa-
tionn and autonomy of an individual with long-term disability. To 
obtainn insight into the impact of a disease on a person's life, person-per-
ceivedceived assessment is essential, because the person's own assessment 
wil ll  differ from that of an outsider. Furthermore, since people with a 
chronicc disabling condition are faced with the consequences of illness or 
disabilityy for the rest of their life, rehabilitation assessment should 
addresss long-term outcomes in terms of participation. For that reason 
aa person-perceived questionnaire addressing individual participation and 
autonomyy is needed for rehabilitation treatment as well as research. 
Suchh a questionnaire is particularly appropriate for a client-centred 
rehabilitationn approach. 

ChapterChapter I explored the concept of autonomy in relation to participation 
inn society. The principle of respect for autonomy is based on respect for 
thee thoughts, will , decisions and actions of other persons. Autonomy is 
aa vital concept when considering participation, because long-term dis-
abilityy makes it necessary to reflect on personal goals and values in 
orderr to find a way of achieving fulfilment in life. The choices and deci-
sionss made in this respect wil l differ between individuals. In this chap-
terr it was argued that a liberal view on autonomy alone is inadequate in 
thee rehabilitation of people with a chronic disabling condition, because 
itt focuses on physical independence and non-interference. An ethic of 
caree complementary to the liberal view on autonomy, can be a guide in 
thee development of strategies to enhance individual participation and 
autonomyy in daily life, despite physical dependence. In this context, 
understandingg inter-dependence is an important initial step. 
Furthermore,, in rehabilitation, a crucial distinction should be made 
betweenn decisional autonomy {the ability to make decisions without 
externall  restraint) and executional autonomy (the ability to act as one 
wishes).. Finally, we suggested that autonomy, conceived as the funda-
mentall  prerequisite for participation, is a key-concept within the con-
textt of client-centred rehabilitation. 

ChapterChapter II described the results of a literature study to investigate the 
conceptss of current handicap questionnaires. About 100 articles were 
identifiedd in which a handicap questionnaire was discussed, but only 20 
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questionnairess were considered suitable for further conceptual analysis. 
Itt was found that the definitions of handicap and their operationalisa-
tionn differ considerably among the questionnaires. Even when they 
addresss similar domains, different aspects are emphasised, e.g. quantity 
versuss quality of social relationships. Furthermore, physical depen-
dencee is often addressed in terms of disability. This relates to society-
perceivedd handicap: when more help is needed, the disadvantage from 
aa societal point of view wil l increase. No generic person-perceived 
handicapp questionnaire could be identified. It was concluded that 
developmentt of such a questionnaire is essential for the adequate 
assessmentt of needs and outcome from an individual point of view. In 
aa clinical commentary, Pfeiffer objected to the term 'handicap', because 
off  its patronising and devaluing connotations. In his opinion, disabil-
ityy should be seen as a natural part of life, and solely as a policy or polit-
icall  issue. In our reply, we argued that his objection is one-sided: dis-
abilityy also has economical, social, cultural and medical dimensions. We 
sharedd his concern that the current focus on the physical and medical 
aspectss of disablement is much too strong, which was the reason why we 
proposedd a more person-specific approach towards participation in 
termss of a person-perceived questionnaire addressing participation 
andd autonomy. 

ChapterChapter III  reported on the development of the IPA questionnaire, 
andd described the selection of the items, item-reduction and item-scal-
ing.. The psychometric properties of the IPA were studied in terms of 
homogeneityy and construct validity. The analysis was performed on the 
IPAA data of 100 persons with various diagnoses referred to the outpa-
tientt rehabilitation department of our hospital. The homogeneity of the 
IPAA proved to be high; after removal of 11 items, Cronbach's alpha 
rangedd from 0.84 (family role) to 0.87 (autonomy in self-care). Factor 
analysiss showed that the scale structure could be best interpreted 
accordingg to the following dimensions of participation: social rela-
tionships,, autonomy in self-care, mobility and leisure, and family role 
(thee items concerning work and education were excluded from this 
analysis).. At this stage of development, the IPA consisted of 29 items. 
Thee feasibility in terms of the number of missing values and adminis-
trationn time required was satisfactory. It was concluded that further 
researchh is needed, (a) to evaluate the psychometric properties of the IPA 
inn a different sample, and (b) to establish test-retest reliability, con-
vergentt and divergent validity and responsiveness to change. 

Inn accordance with this conclusion, Chapter IV described how the 
homogeneityy and construct validity of the IPA were again evaluated. The 

124 4 



Summary Summary 

studyy sample now consisted of 126 persons diagnosed with neuromus-
cularr disorder, stroke, spinal cord injury, rheumatoid arthritis or 
fybromyalgia.. In this study, the domain structure was found to be 
somewhatt different from the structure described in Chapter III ; the 
itemss on mobility were now sub-divided over the domains 'autonomy 
indoors'' and 'autonomy outdoors'. Since the ratio of subjects to items 
inn both studies was less than the 10:1 recommended for stable fac-
tors,, we repeated post hoc a factor analysis with the sample of this study 
(n(n - 126) together with the sample described in Chapter II I (« = 100). 
Thiss revealed the scale structure described in the present chapter. On the 
basiss of this finding it was considered that the participation domains 
'autonomyy indoors', 'family role', 'autonomy outdoors', 'social rela-
tions',, and 'work & education' form the scale structure of the IPA (« = 
311 items), together with 8 items on problem-experience pertaining to a 
differentt theoretical construct. Homogeneity of the items per partici-
pationn domain was good: Cronbach's alpha ranged from 0.81 (auton-
omyy outdoors) to 0.91 (autonomy indoors, work & education). The test-
retestt reliability at domain level was also good: intraclass correlation 
coefficientss ranged from 0.83 (family role) to 0.91(autonomy out-
doors).. The weighted Kappa's for the items on problem-experience 
weree satisfactory. The construct of the IPA was further supported by 
meaningfull  correlations between the IPA on the one hand, and the SF-
366 and London Handicap Scale on the other. Correlations between 
thee IPA and the SIP68 were lower than expected, which may be due to 
thee fact that the SIP stresses behaviour and independence, whereas the 
IPAA stresses perceptions of participation and autonomy. 

ChapterChapter V focused on the evaluative properties of the IPA in terms of 
responsivenesss to change. The responsiveness of the IPA was analysed 
inn 49 persons admitted for multidisciplinary rehabilitation treatment. 
Severall  transition indices were used to measure change, and a second 
measurementt took place after three months of rehabilitation treat-
ment.. The results showed that the IPA is able to detect important with-
in-personn improvement over time, albeit that responsiveness in the 
domainn 'autonomy indoors' was considered moderate and in 'social rela-
tions'' it was weak (range Standardised Response Mean [SRM] from 0.1 
too 1.3, range Area Under the Curve [AUC] from 50% to 92%). 
Responsivenesss of the items on problem-experience generally was low-
err than the responsiveness of the participation domains (range SRMs 0.4 
too 1.5, range AUCs 56% to 74%). Our study sample was small, and con-
sistedd of consecutive persons with various chronic diseases, for whom 
itt may be more difficul t to achieve improvement in terms of participa-
tionn and autonomy. Therefore, it was decided that the responsiveness 
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off  the IPA, in terms of improvement as well as deterioration, should be 
confirmedd in a larger study sample. In a future study, specific attention 
shouldd be paid to the responsiveness of the items on problem-experience, 
sincee they reflect the patient's views on relevant rehabilitation issues and 
effectss of treatment. 

ChapterChapter VI reported on the impact that a chronic disabling condition 
hass on a person's participation and autonomy, demonstrated by the data 
describedd in Chapter IV. In general, respondents with stroke, rheuma-
toidd arthritis or fibromyalgia reported more restrictions in participation 
thann respondents with spinal cord injury or a neuromuscular disorder. 
Somee restrictions in participation were perceived in all diagnostic 
groupss (e.g. restrictions in family role), whereas other restrictions 
weree specific to one or two groups (e.g. participation in social relations). 
Thee results indicated that perceiving a restriction is not the same as 
experiencingg a problem, which emphasises the fact that the impact of 
restrictionss in participation is person-specific. Furthermore, the impact 
off  a disease such as fibromyalgia, may be underestimated on the ground 
off  the 'mild' physical disabilities. 
Explanatoryy factors of restrictions in participation were studied in 
termss of socio-demographic and health status variables. Of all the fac-
torss studied, emotional distress appeared to be the most important 
explanatoryy factor in the process from disease to outcomes in terms of 
restrictionss in participation. It must be realised however, that only 33 
too 45 % of the total variation in IPA scores could be explained. 
Nevertheless,, it became clear that restrictions in participation are 
relatedd to various factors. It was concluded that, in order to be able to 
contributee to a meaningful participation of persons with a chronic 
disablingg condition, the scope of medical rehabilitation should reach 
beyondd disability. 

ChapterChapter VII highlighted some relevant issues with regard to the IPA 
relatedd to client-centredness and another important concept in health 
care:: evidence-based medicine. A number of recommendations were 
madee for future research. It is clear that there is a need for more 
researchh on the responsiveness of the IPA, and that normative data 
wil ll  help to adequately interpret the IPA participation domain scores. 
Thee importance of a guideline for client-centred care in rehabilitation 
caree and the need for the evaluation of the effects of rehabilitation 
treatmentss with patient-relevant parameters were stressed. Finally, it 
wass suggested that in future studies the IPA should be used in longitu-
dinall  prospective designs to improve our understanding of the diversi-
tyy of patients' perspectives over time. 
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Hett uiteindelijk doel van revalidatie is een zo optimaal mogelijke maat-
schappeli jkee part ic ipat ie en autonomie van een persoon met een func-
t iebeperking.. Om inzicht te verkri jgen in de gevolgen van een aandoe-
ningg voor het persoonli jke leven is het belangrijk om de ervaringen 
vanvan patiënten zelf te evalueren, want een evaluatie door de pat iënt 
zelff  zal verschillen van een beoordel ing door bui tenstaanders. Omdat 
mensenn met een chronisch inval iderende aandoening verder moeten 
levenn met de gevolgen van ziekte of beperking, dienen evaluaties in 
dee revalidatie bovendien gericht te zijn op lange termijn ui tkomsten, in 
termenn van part ic ipat ie. Een vragenli jst gericht op individuele part ic i-
pat iee en autonomie is daarom noodzakel i jk voor zowel de reval idat ie-
behandelingg als revalidatieonderzoék. Een dergelijke vragenlijst past bij 
uitstekk in een cl iënt-gerichte benader ing. 

Inn Hoofdstuk I werd het begrip autonomie verkend in relat ie tot par-
t icipatiee in de samenleving. Het pr incipe 'respect voor au tonomie' is 
gebaseerdd op respect voor de mening, wensen, keuzen en activiteiten van 
anderee personen. Autonomie is een essentieel begrip in de context van 
part ic ipat ie,, want een blijvende beperking maakt het noodzakel i jk om 
opnieuww na te denken over persoonl i jke waarden en doelen, om weer 
invull ingg te kunnen geven aan het eigen leven. De wensen en keuzen in 
ditt verband zullen van persoon tot persoon verschillen. In dit hoofdstuk 
werdd beargumenteerd dat een liberale opvatt ing van autonomie alleen, 
onvoldoendee geschikt is in de revalidatie van mensen met een l ichame-
lijk ee beperking, omdat de nadruk ligt op zelfstandigheid. Aanvul lend 
kann een ethiek van zorg helpen bij het ontwikkelen van behandelstra-
tegieënn om part ic ipat ie en autonomie in het dagelijks leven te opt ima-
liseren,, ondanks fysieke beperkingen. Een belangrijke eerste stap hier-
bijj  is begrip van ' inter-afhankel i jkheid'. Verder is het in de reval idatie 
vann cruciaal belang om een onderscheid te maken tussen zelfbeschikking 
(dee mogelijkheid om keuzen te maken zonder dwang van buitenaf) en 
zelfredzaamheidd (de mogelijkheid om te handelen op basis van gemaak-
tee keuzen). Uiteindeli jk concludeerden we dat autonomie een basis-
voorwaardee is voor par t ic ipat ie, en als zodanig een sleutelbegrip in 
eenn cliënt-gerichte reval idat ie behandel ing. 
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HoofdstukHoofdstuk II beschreef de resultaten van een literatuurstudie gericht op de 
theoretischee concepten van bestaande handicap vragenlijsten. Er werden 
bijnaa 100 art ikelen gevonden waar in een handicap vragenli jst werd 
beschreven,, echter slechts 20 artikelen waren geschikt voor verdere con-
ceptuelee analyse. Definities van handicap en de operationalisatie van 
handicapp in de onderzochte vragenlijsten bleken nogal te verschillen. 
Zelfss wanneer de vragenlijsten ogenschijnlijk in dezelfde domeinen meten, 
wordenn verschillende aspecten benadrukt, bijvoorbeeld kwantiteit versus 
kwaliteitt van sociale relaties. Verder wordt fysieke afhankelijkheid veel-
all  benaderd in termen van beperkingen. Dit heeft te maken met het feit dat 
handicapss vaak worden gerelateerd aan sociale normen: wanneer iemand 
meerr hulp nodig heeft, is dit vanuit sociaal-maatschappelijk oogpunt een 
groterr nadeel. Er bleek geen enkele generieke vragenlijst te zijn die erva-
renren handicap meet, hetgeen wil zeggen: handicap vanuit het gezichts-
puntt van het betreffende individu. Geconcludeerd werd dat de ontwik-
kelingg van een dergelijke vragenlijst noodzakelijk is voor een adequate 
evaluatiee van behoeften aan zorg en voor het evalueren van revalidatie-uit-
komsten.. In een ingezonden commentaar veroordeelde Pfeiffer het gebruik 
vann de term 'handicap', vanwege associaties met paternalisme en min-
derwaardigheid.. Naar zijn mening dienen lichamelijke beperkingen gezien 
tee worden als een natuurlijk onderdeel van het leven en uitsluitend als een 
beleidsmatigee of politieke kwestie. In onze reactie beargumenteerden we 
datt zijn bezwaar eenzijdig is: een lichamelijke beperking heeft ook eco-
nomische,, sociale, culturele en medische dimensies. We onderschreven zijn 
zorgg aangaande de te sterke nadruk op fysieke en medische aspecten van 
lichamelijkee beperkingen, hetgeen de reden was om te pleiten voor een 
meerr persoons-specifieke benadering van part icipat ie, in termen van een 
vragenlijstt gericht op participatie en autonomie. 

HoofdstukHoofdstuk lil  beschreef de ontwikkel ing van de IPA vragenlijst in ter-
menn van item-selectie, i tem-reductie en responsopt ies. De psychome-
trischee eigenschappen van de IPA werden bestudeerd aan de hand van 
homogeni te itt en construct val iditeit. Voor de analyse werd gebruik 
gemaaktt van de gegevens van 100 personen met verschillende diagnosen, 
diee waren aangemeld voor poliklinische revalidatie in ons ziekenhuis. De 
homogeniteitt van de IPA werd als goed beoordeeld; na verwijdering van 
111 items varieerde Cronbach's alpha van 0.84 (familierol) tot 0.87 
(autonomiee in zelfverzorging). Factoranalyse liet zien dat de structuur 
vann de IPA het best geïnterpreteerd kon worden als de volgende domei-
nenn van par t ic ipat ie: sociale relat ies, au tonomie in zelfverzorging, 
mobil iteitt en ti jdsbesteding, en familierol (de items over werk en oplei-
dingg waren niet in deze analyse meegenomen). In dit stadium van ont-
wikkelingg bestond de IPA uit 29 items. De praktische bruikbaarheid van 
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dee vragenlijst in termen van ontbrekende gegevens en benodigde invul-
tij dd was bevredigend. Geconcludeerd werd dat verder onderzoek nood-
zakeli jkk is (a) om de psychometr ische eigenschappen van de IPA te 
evaluerenn in een andere populat ie, en (b) om de test-hertest betrouw-
baarheid,, convergente en divergente validiteit, en de gevoeligheid voor 
veranderingenn (responsiviteit) te onderzoeken. 

Inn navolging van deze conclusie werd in Hoofdstuk IV beschreven hoe 
dee homogeniteit en constructvaliditeit opnieuw werden geëvalueerd. De 
studiegroepp bestond nu uit 126 personen met een neuromuscula i re 
aandoening,, beroerte, dwarslaesie, reuma of f ibromyalgie. In deze stu-
diee vonden we een domein structuur die enigszins afwijkt van de eerder 
beschrevenn structuur in Hoofdstuk III ; de vragen over mobiliteit waren 
nuu verdeeld over de domeinen 'autonomie b innenshuis' en 'autonomie 
buitenshuis '.. Omdat de verhouding van respondenten en items in beide 
studiess minder was dan de 10:1 die wordt aangeraden voor stabiele fac-
toren,, hebben we de factor analyse achteraf herhaald met de populat ie 
vann deze studie (n = 126), gecombineerd met de populatie beschreven in 
Hoofdstukk II I (n = 100). Di t leverde een st ructuur van de IPA op zoals 
beschrevenn in het huidige hoofdstuk. Op grond van deze bevinding 
werdd besloten dat de part ic ipat ie domeinen 'autonomie binnenshuis ', 
' fami l iero l ',, 'au tonomie bui tenshuis ', 'sociale re la t ies ', en 'werk & 
opleiding'' de structuur van de IPA vormen (n = 31 items), samen met 8 
vragenn over probleemervaring die behoren tot een ander theoretisch con-
ceptt . De homogeniteit van de items per part ic ipat ie domein was goed, 
Cronbach'ss alpha varieerde van 0.81 (autonomie buitenshuis) tot 0.91 
(autonomiee binnenshuis, werk & opleiding). De test-hertest betrouw-
baarheidd per domein was ook goed: de intraklassecorrelatiecoëff iciënt 
varieerdee van 0.83 voor ' famil ierol' tot 0.91 voor 'autonomie buitens-
huis '.. De gewogen Kappa's voor de items over probleemervaring waren 
bevredigend.. De structuur van de IPA werd verder ondersteund door 
betekenisvollee correlat ies tussen de IPA enerzijds en de SF-36 en de 
Londonn Handicap Scale anderzi jds. De correlat ies tussen de IPA en de 
SIP688 waren lager dan verwacht. Een reden hiervoor kan zijn dat in de 
SIP688 gedrag en fysieke zelfstandigheid worden benadrukt, terwijl het 
inn de IPA gaat om ervaren part ic ipat ie en autonomie. 

HoofdstukHoofdstuk V ging in op de evaluatieve eigenschappen van de IPA in ter-
menn van gevoeligheid voor verandering: responsivi tei t. De responsivi-
teitt van de IPA werd onderzocht in een groep van 49 personen die 
warenn aangemeld voor mult idiscipl inaire reval idat ie behandel ing. We 
gebruiktenn verschil lende transit ie indices om verandering te meten, en 
dee tweede meting vond plaats na 3 maanden revalidatiebehandeling. De 
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resultatenn lieten zien dat de IPA gevoelig is voor verandering in termen 
vann voorui tgang, alhoewel opgemerkt dient te worden dat de respon-
siviteitt in het domein 'au tonomie b innenshuis' matig was en in het 
domeinn 'sociale re lat ies' zwak (range Standardised Response Mean 
[SRM]]  0 .1-1 .3, range Opperv lakte onder de ROC-curve [AUC] 50-
92%).. De responsiviteit van de vragen over probleemervaring was over 
hett algemeen minder dan de responsiviteit van de vragen in de part ici-
patiee domeinen (range SRM 0.4-1.5, range AUC 56-74%). De studie-
populatiee was klein, en bestond uit mensen met verschillende chronische 
aandoeningen,, voor wie het wellicht moeilijker is om verbetering in ter-
menn van part ic ipat ie en autonomie te bereiken. Derhalve werd gecon-
cludeerdd dat de responsiviteit van de IPA (voor voorui tgang én achter-
uitgangg in functioneren) bevestigd moet worden in een grotere studie 
popu la t ie.. Daarbij dient in een volgende studie specifiek aandacht 
besteedd te worden aan de responsiviteit van de vragen over probleem-
ervaring,, omdat deze vragen de perceptie van de pat iënt weergeven 
aangaandee relevante behandeldoelen en effect van de behandel ing. 

Inn Hoofdstuk VI beschreven we de impact die een chronische aandoe-
ningg heeft op iemands' part ic ipat ie en autonomie, gebruikmakend van 
dee onderzoeksgegevens uit Hoofdstuk IV . Over het algemeen gaven 
respondentenn met de diagnose beroerte, reuma of f ibromyalgie meer 
belemmeringenn in part ic ipat ie aan dan respondenten met een dwars-
laesiee of een neuromuscula i re aandoening. Sommige belemmeringen 
inn part ic ipat ie werden ervaren in alle diagnosegroepen (bijvoorbeeld 
belemmeringenn in de invulling van rol en taken binnen het gezin), terwijl 
anderee belemmeringen specifiek bleken voor één of twee groepen (bij -
voorbeeldd part ic ipat ie in sociale relat ies). De resultaten maakten dui-
delijkk dat een belemmering in part ic ipat ie niet hetzelfde is als het 
ervarenn van een probleem; de impact van een belemmering in participatie 
iss persoon-specif iek. Verder kan de impact van een aandoening zoals 
fibromyalgie,, onderschat worden op grond van de 'mi lde' beperkingen. 
Wee bestudeerden sociaal-demograf ische factoren en gezondheidsva-
riabelen,, die mogelijk belemmeringen in part icipatie kunnen verklaren. 
Vann al de bestudeerde variabelen bleek emotioneel onwelbevinden de 
meestt belangrijke verklarende factor in het proces van ziekte naar uit-
komstenn in termen van belemmeringen in participatie. Een kanttekening 
hierbijj  is echter dat we slechts 33-45% van de totale variatie in IPA sco-
ress hebben kunnen verklaren. Desalniettemin werd duidelijk dat belem-
meringenn in part ic ipat ie gerelateerd kunnen zijn aan verschil lende fac-
toren.. We concludeerden dat, om een bijdrage te kunnen leveren aan een 
zinvollee part icipatie van mensen met een chronische aandoening, reva-
lidatiee verder moet gaan dan aandacht voor fysieke beperkingen alleen. 
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HoofdstukHoofdstuk VII belichtte enkele relevante onderwerpen betreffende de 
IPAA in relatie tot cl iënt-gerichtheid (cl ient-centredness) en een andere 
belangrijkk concept in de gezondheidszorg: evidence-based medicine. 
Err werden een aantal aanbevelingen gedaan voor toekomstig onderzoek. 
Mett name de responsiviteit van de IPA vergt meer studie en er zijn 
normatievee waarden nodig om de part ic ipat ie domeinscores goed te 
kunnenn interpreteren. Het belang van een richtlij n voor cl iënt-gerichte 
zorgg in de revalidatie werd benadrukt, evenals de noodzaak om het 
effectt van reval idat iebehandel ingen te evalueren met pat iënt-relevante 
parameters.. Tenslotte werd een aanbeveling gedaan om de IPA in de toe-
komstt te gebruiken in longitudinale prospectieve studies, om de bestaan-
dee kennis van de diversiteit van het pat iënten perspectief te vergroten. 
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Dankwoor d d 

Waarr je stappen zet, wordt het grond. Velen hebben op de één of ande-
ree manier bi jgedragen aan de to ts tandkoming van een werk dat gelei-
delijkk ontstond en niets te maken had met een vastbesloten plan om een 
proefschriftt te schri jven. Deze laatste pagina 's wi l ik gebruiken om 
enkelenn van hen in het bijzonder te bedanken. 

Dee afgelopen jaren heb ik veel geleerd. Om te beginnen van dr BA de 
Jong,, bedenker van de IPA en tevens copromotor. Beste Bareld, jouw 
invalshoekk leidde mij binnen in de wereld van de medische ethiek en sti-
muleerdee een kri t ische beschouwing van de reval idat ie. Je begeleiding 
wass gericht op de grote li jnen, op reflectie en op het scheppen van 
ruimtee en mogeli jkheden, waarbij je op de cruciale ogenblikken sturing 
gaf.. Voor dit alles dank ik je. 
Verderr gaat mijn dank uit naar mijn hooggeleerde promotoren Prof dr 
RJJ de Haan en Prof dr GAM van den Bos. Beste Rob, jouw tempo was 
voorr mij soms moeili jk bij te benen, maar gelukkig was je steeds weer 
bereidd om concepten te lezen en om aanwijzingen te geven ter verbete-
ringg van de stat ist ische analyse en de art ikelen. Zonder jouw krit ische 
opmerkingen,, deskundigheid en voorkeur voor helder en bondig taal-
gebruikk was dit proefschrift niet geworden tot wat het nu is. Beste 
Trud i,, je bet rokkenheid en vert rouwen in mijn capaci tei ten hebben 
mee met name in de eerste fase van het onderzoek gesteund. Bovendien 
wi ll  ik je bedanken voor je deskundige en zorgvuldige begeleiding, je 
waardevollee commentaar en voor het aandragen van ideeën. Van jou heb 
ikk veel geleerd over de zorgen van en voor chronisch zieken. 
Dee patiënten die bereid waren mee te doen aan dit onderzoek ben ik zeer 
erkentel i jk.. Door hun aanvull ingen op de vragenli jst, de ervaringen 
enn verhalen 'van binnenui t' heb ik meer inzicht gekregen in wat leven 
mett een chronische aandoening kan betekenen. 

Dee leden van de k lankbordgroep, die met name bij de start van de stu-
diee belangrijk was en bestond uit Prof dr RJ de Haan, Prof dr GAM van 
denn Bos, dr BA de Jong, dr A Beelen, dr IJM de Groot, mevrouw G 
Neuhuijss en Prof dr GJ Lankhorst, dank ik voor hun bereidheid zich in 
tee zetten voor een project dat duidelijk nog moest groeien. In het bij -
zonderr dank ik Anita Beelen, die met haar inventivi tei t, deskundig-
heidd en bereidwil l igheid tot ondersteuning op zowel menselijk als sta-
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t istischh vlak, alles steeds weer in goede banen wist te leiden. Lieve 
Anita,, ik vond het erg prett ig om met je samen te werken. 

II  am most grateful to Prof CD Ward for his enthusiasm for the IPA pro-
jectt and the time and effort he has invested in it . Dear Chris, your 
opennesss and appeti te for the exchange of arguments made the writ ing 
off  our paper an inspir ing experience. Ook Dr P Kersten ben ik zeer 
erkenteli jk.. Beste Paula, bedankt voor je interesse in de IPA, de prett i-
gee samenwerking, de energie die je stak in de Engelse vertal ing van de 
IPAA en natuur l i jk voor de p lannen om samen met Chr is de IPA te 
validerenn voor gebruik in Engeland. 

Mij nn dank gaat tevens uit naar de afdeling Revalidatie voor de geboden 
studiefaciliteitenn en mijn directe collegae op de afdeling ergotherapie die 
mee hebben vervangen op de dagen, weken, maanden die ik niet aanwe-
zigg was vanwege studie of onderzoek. Klaas van der Burg en de onder-
zoekerss van de afdeling Revalidatie wil ik bedanken voor hun colle-
gialiteit.. Speciale dank gaat uit hierbij uit naar Mar ike van der Schaaf 
enn Marie-Jeanne Wolf. 

Dee leden van de promot iecommiss ie, de professoren FJH van Dijk , 
JCJMM de Haes, A Prevo, M de Visser, CD Ward, en dr WHJM Wientjens 
benn ik erkenteli jk voor het lezen en beoordelen van dit manuscr ipt. 

All ee vrienden, vriendinnen en collegae die mijn reilen en zeilen door de 
jarenn heen met warme belangstel l ing hebben gevolgd, dank ik voor 
hunn interesse en steun. Met name Geranne Engwirda-Kromwijk wil ik in 
ditt verband noemen. Lieve Geranne, je visie op zaken die de gezond-
heidszorgg betreffen is pr ikkelend, en je belangstell ing en opmerkin-
genn over mijn onderzoek heb ik zeer gewaardeerd. Wel zijn we veel te 
weinigg uit eten geweest samen. 
Esterr Haver Droeze en Annelies Kruisselbrink stimuleerden als 'hoofden 
ergotherapie'' reeds in het begin van mijn loopbaan theoret ische ver-
diepingg en reflectie. Ik ben er dankbaar op ingegaan. 

Hett is een eer om Goos Cardol en Christine Dedding als paranimfen aan 
mijnn zijde te weten. Lieve Goos, bijna vanaf het moment dat ik kon lezen 
stimuleerdee ji j mijn honger naar letters en liefde voor boeken. Ik geniet 
vann je altijd parate boekentips en van onze gesprekken over de geneug-
tenn van het lezen, maar zeker ook van onze broert je-zusje-dagen. Hoe 
anderss zou het well icht zijn gelopen wanneer ik vroeger, t i jdens de 
kinderboekenweek,, geen boeken maar modelbouwdozen van jou had 
gekregen? ? 
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Lievee Christ ine, ik dank je voor je generositeit in het delen van kennis, 
nieuwsgierigheid,, ervaring en twijfels. Onze discussies waren uiter-
matee inspirerend en leverden het benodigde psychisch inkomen. Ik ben 
bli jj  dat onze onderwerpen van gesprek niet alleen op onderzoek waren 
gericht,, waardoor zich meer dan een collegiaal contact heeft ontwikkeld. 
Ikk hoop dat we nog lang doorgaan met het delen van verwondering en 
ideeën,, en stiekem droom ik van een gezamenlijk onderzoeksproject, ooi t . .. 

Mij nn ouders dank ik voor hun aandacht, liefde en zorg. Lieve ma, ik heb 
jee zorgzame houding naar naasten meer dan naar je zelf alti jd bewon-
derd.. Helaas heeft pa mijn stappen ' in de wetenschap' niet mee kunnen 
maken,, maar ik weet zeker dat hij heel erg trots zou zijn geweest. 
Tenslottee wil ik Chiel bedanken voor de vanzelfsprekendheid waarmee 
hijj  me altijd onvoorwaardel i jk steunt en st imuleert. Lieve Chiel, ik 
benn een gelukkig mens met jou aan mijn zijde, en dat idee doet me 
glunderen. . 
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