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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 
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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 

30 0 



HandicapHandicap questionnaires 

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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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 
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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. . 

Reference s s 

11 Van Den Bos GAM. The burden of chronic diseases in terms of disability, use 
off health care and healthy life expectancies. European Journal of Public 
HealthHealth 1995; 5: 29-34. 

22 ICIDH: International Classification of Impairments, Disabilities, and 
Handicaps,Handicaps, a manual of classification relating to the consequences of dis-
ease.. World Health Organization, Geneva 1980. 

33 Badley EM. The ICIDH: format, application in different settings, and dis-
tinctionn between disability and handicap. International Disability Studies 
1987;; 9: 122-125. 

44 Badley EM. The genesis of handicap: definition, models of disablement, and 
rolee of external factors. Disability and Rehabilitation 1995; 17: 53-62. 

55 Badley EM. An introduction to the concepts and classifications of the inter-
nationall classification of impairments, disabilities, and handicaps. Disability 
andand Rehabilitation 1993; 15: 161-178. 

66 Grimby G, Eriksson BG, Frandin K, Grimby A, Gustavsson G, Mellström D, 
Sonnn U. On the use of the WHO handicap classification in a population study 
off 73- and 76-year-old men and women. Disability and Rehabilitation 1993; 
15:: 107-113. 

77 Halbertsma J. De internationale classificatie van stoornissen, beperkin-
genn en handicaps [The international classification of impairments, disabil-
ities,, and handicaps]. Medisch Contact 1995; 50: 710-713 

88 Nordenfelt L. On the notions of disability and handicap. Scandinavian 
JournalJournal of Social Welfare 1993; 2: 17-24. 

99 Peters DJ. Human experience in disablement: the imperative of the ICIDH. 
DisabilityDisability and Rehabilitation 1995; 17: 135-144. 

100 Schuntermann MF. The international classif ication of Impairments, 
Disabilities,, and Handicaps (ICIDH); results and problems. Journal of 
RehabilitationRehabilitation Sciences 1995; 8: 12-14. 

111 Grimby G, Finnstam J, Jette A. On the application of the WHO Handicap 
classificationn in rehabilitation. Scandinavian Journal of Rehabilitation 
MedicineMedicine 1988; 20: 93-98. 

122 Pfeiffer D. Perspectives. Disabling definitions: is the World Health Organization 
normal?? New England Journal of Human Services, 1993; 19: 4-9. 

38 8 



HandicapHandicap questionnaires 

133 De Kleijn- De Vrankrijker MW. The international classification of impair-
ments,, disabilit ies, and handicaps (ICIDH): perspectives and develop-
mentss (part I). Disability and Rehabilitation 1995; 17: 109-111. 

144 ICIDH-2: International Classification of Impairments, Activities, and 
Participation.Participation. A Manual of Dimensions of Disablement and Functioning. 
Beta-11 draft for field trials. World Health Organization, Geneva 1997. 

155 Center for Standardization of Informatics in Health Care (CSIZ). Summary of 
thethe report of the ICIDH-revision meeting in Geneva, 22-25 April 1997. 
Newsletterr 4,1997. 

166 Fougeyrollas P. Documenting environmental factors for preventing the 
handicapp creation process: Quebec contributions relating to the ICIDH 
andd social participation of people with functional differences. Disability 
andand Rehabilitation 1995; 17: 145-153. 

177 Carr AJ, Thompson PW. Towards a measure of patient-perceived handicap 
inn rheumatoid arthritis. British Journal of Rheumatology 1994; 33: 378-382. 

188 Whiteneck GG. Measuring what matters: key rehabilitation outcomes. The 
44thh annual John Stanley Coulter lecture. Archives of Physical Medicine and 
RehabilitationRehabilitation 1994; 75: 1073-1076. 

199 Buyk CA. Handleiding Algemene Gehandicapten Attitude Schaal [Manual of the 
generall handicap attitude scale]. Swets & Zeitlinger BV, Amsterdam 1985. 

200 Whiteneck GG, Sharlifue SW, Gerhart KA, Overholser D, Richardson GN. 
Quantifyingg handicap: a new measure of long-term rehabilitation outcomes. 
ArchivesArchives of Physical Medicine and Rehabilitation 1992; 73: 519-526. 

211 Law M, Baptiste S, McColl MA, Opzoomer A, Polatajko H, Pollock N. The 
Canadiann Occupational Performance Measure: an outcome measure for 
occupationall therapy. Canadian Journal of Occupational Therapy 1990; 
15:82-87. . 

222 Harwood RH, Rogers A, Dickinson E, Ebrahim S. Measuring handicap: the 
Londonn Handicap Scale, a new outcome measure for chronic disease. 
QualityQuality in Health Care 1994; 3:11-16. 

233 Tate D, Forchheimer M, Maynard F, Dijkers M. Predicting depression and 
psychologicall distress in persons with spinal cord injury based on indica-
torss of handicap. American Journal of Physical Medicine & Rehabilitation 
1994;; 73: 175-183. 

244 Bennekom CAM van, Jeltes F, Lankhorst GJ. Rehabilitation Activities Profile: 
thee ICIDH as a framework for a problem-oriented assessment method in 
rehabilitationn medicine. Disability and Rehabilitation 1995; 17: 169-175. 

255 Wood-Dauphinee SL, Opzoomer MA, Williams Jl, Marchand B, Spitzer WO. 
Assessmentt of global function: the Reintegration to Normal Living Index. 
ArchivesArchives of Physical Medicine and Rehabilitation 1988; 69: 583-590. 

39 9 



CHAPTERCHAPTER II 

266 Herbert R, Carrier R, Bilodeau A. The Functional Autonomy Measurement 
Systemm (SMAF): description and validation of an instrument for the mea-
surementt of handicaps. Age and Ageing 1988; 17: 293-302. 

277 Meenan RF, Mason JH, Anderson JJ, Guccione AA, Kazis LE. AIMS 2: The 
contentt and properties of a revised and expanded Arthrit is Impact 
Measurementt Scales Health Status Questionnaire. Arthritis & Rheumatism 
1992;; 35: 1-10. 

288 Wilier B, Ottenbacher KJ, Coad ML. The Community Integration 
Questionnaire.. A comparative examination. American Journal of Physical 
MedicineMedicine & Rehabilitation 1994; 73: 103-111. 

299 Carr AJ. A patient-centred approach to evaluation and treatment in rheuma-
toidd arthritis: the development of a clinical tool to measure patient-per-
ceivedd handicap. Margaret Holroyd Prize Essay. British Journal of 
RheumatologyRheumatology 1996; 35: 921-932. 

300 Stewart G, Kidd D, Thompson AJ. The assessment of handicap: an evalua-
tionn of the Environmental Status Scale. Disability and Rehabilitation 1995; 17: 
312-316. . 

311 Rai GS, Kiniorns M, Wientjes H. Falls Handicap Inventory (FHI): an instru-
mentt to measure handicaps associated with repeated falls. Journal of the 
AmericanAmerican Geriatric Society 1995; 43: 723-724. 

322 Duruöz MT, Poiraudeau S, Fermanian J, Menkes C-J, Amor B, Dougados M, 
Revell M. Development and validation of a rheumatoid hand functional dis-
abilityy scale that assesses functional handicap. The Journal of Rheumatology 
1996;; 23: 1167-1172. 

333 Wiersma D, De Jong A, Ormel J. The Groningen Social Disabilities Schedule: 
development,, relationship with the ICIDH, and psychometric properties. 
InternationalInternational Journal of Rehabilitation Research 1988; 11: 213-224. 

344 Pomeroy VM, Conroy MC, Coleman PG. Setting handicap goals with elder-
lyy people: a pilot study of the Life Strengths Interview. Clinical Rehabilitation 
1997;; 11: 156-161. 

355 Million R, Haavik Nilsen K, Jayson MIV, Baker RD. Evaluation of low back 
painn and assessment of lumbar corsets with and without back supports. 
AnnualsAnnuals of Rheumatic Diseases 1981; 40: 449-454. 

366 De Haan RJ. Clinimetrics in stroke. Thesis, University of Amsterdam 1994. 

377 Mellerup E, Fog T, Raun N, Colville P, De Rham B, Hannah B, Kurtzke J. The 
Socio-economicc Scale. Acta Neurologica Scandinavica 1981; 64 (suppl 
87):: 130-138. 

388 Iwarsson S. Occupational therapy and the environment. In: Functional 
capacityy and physical environmental demand. Exploration of factors influ-
encingg everyday activity and health in the elderly populat ion. Thesis, 
Departmentt of Community Health Sciences, Lund University Sweden 1997. 

40 0 



HandicapHandicap questionnaires 

399 Wade DT. Handicap and quality of life. In: Measurement in Neurological 
Rehabilitation.. Oxford Medical Publications, Oxford, New York, Tokyo 1992. 

400 Boschen KA, Gargaro J. Issues in the measurement of independent living. 
CanadianCanadian Journal of Rehabilitation 1997; 10: 125-135. 

411 Meenan RF, Gertman PM, Mason JH. Measuring health status in arthritis; the 
Arthritiss Impact Measurement Scales. Arthritis and Rheumatism 1980; 23: 
146-152. . 

422 Taal E, Jacobs JW, Seydel ER, Wiegman O, Rasker JJ. Evaluation of the 
Dutchh Arthritis Impact Measurement Scales (Dutch AIMS) in patients with 
rheumatoidd arthritis. British Journal of Rheumatology 1989; 28: 487-491. 

41 1 



CHAPTERCHAPTER II 

42 2 



HandicapHandicap  questionnaires 

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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