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CHAPTERR VII 

Generall discussion 

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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CHAPTERCHAPTER VII 

Conceptt and application of the 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. 

113 3 



CHAPTERCHAPTER VII 

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-centred approach 

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 
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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-based medicine 

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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Futuree research 

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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