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Summary 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 
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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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