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Research Study
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Background to the lCIDH

Over the last three deca~es or so there has been a gradual shift in the
conceptualization of health and disability. The focus has moved away from
diagnosis alone towards an understanding of the consequences of health con-
ditions in terms of disabilities that are experienced at the level of the body,

'- the person and the over~l social context. In addition, the subjective compo-

nents of a health experielnce ("quality of life," "subjective well-being") have
also acquired legitimacy.. in the understanding of all aspects of health and its
consequences. It is therefore no longer sufficient and defensible to look merely
atdjagnosis to seek to uhderstand the full breadth of the health experience;
instead, functioning, disttbility and the quality of life must also be examined.
oMoreover, we now appr~ciate that health experiences, because they occur in
a§pecific context, cannot be divorced from environmental and personalfac-
tors that may differfroIri one geographical location to another.

of this change, the World Health Organization (WHO) has
and a half been engaged in acomprehens~ve exercise of

instruments for the diagnosis and classification of alcohol, drug
(ADM)dis01ders that can be used cross-culturally and intema-
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as a consequence1 f a visual impairment, ~ spinal injury, a neurosis, or an

addiction to drugs.

In addition, dis bility is now understood to be a complex phenomenon
that manifests itse , at the body, person or social levels. According to this
model, adopted in the revised ICIDH-2, these three dimensions of disability
are outcomes of in~ ractions between the health condition and other intrinsic
features of the in. .dual and extrinsic features of the social -and physical
environment. It is erefore always relevant to consider the effect on the
disablement proces~ of environmental factors, even when the mostappropri-
ate interventions ar~ those aimed directly at person. Thus multiple interven-
tions may be feasi~le and appropriate. Persons with disabilities may profit
from medical and rthabilitative interventions as well as social and political
interventions. It is i~portant to appreciate that disability is not an intrinsic or
defining feature of ~ subset of human beings (and as such is not analogous to~ other human differeinces such as gender and race), but is a universal condi-

tion of humanity itsflf (Bickenbach, Chatterji, Badley et al. 1999). It is also
quite clear that it is I inappropriate and scientifically inaccurate to character-
ize disability in isol 'tion from human functioning, or, for that matter, to char-
acterize disability' inherently negative and depreciatory terms.

It is clearly not nough, however,,- to create disability classification and
assessment tools fo one language or for one culture. WHO is committed,
not merely to the .ternational dissemination of ICIDH-2 and other epide-
ririological instrume ts, but to ensuring their cultural applicability. The un-
critical transfer of .sability concepts and terminology across diverse lan-
guages and cultur 1 settings may produce confusion without a proper
understanding of e*h culture. Therefore, the second phase of the WHO!
NIH joint project ai$ed to develop disability assessment instruments, on the

I

basis of the work beilng done on the revision of the ICIDH-2, that were appli-
cable in different cu tures and could be used to compare internatio~al statis-
tics and to better or anize health services better. Once again, the motivation
for this work, from O's standpoint, as health is a universal human concern,
scientific tools devel ped to address health must be applicable transculturally
and around the worl .

The assessment d measurement of disability has been fraught with sev-
eral problems. ThO~ h people intuitively understand what disability is, the
construct has often ot been operationally defined and no common standard
tools exist. There is ,considerable confusion in defining the univ~rse of as-

.,'living, social support, bur-
, subjective well-being and quality of life may all be in-

within the rubric of disability. Theoretical frameworks have spanned
living (ADL), instrumental activities of daily living (IADL),
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Much of the c ..cism of the ICIDH came from researchers who argued
that the dimension of disability, especially handicap, were best conceived
as products of the ocial and 9uilt environment, rather than the medical or
functional state of e individual. Although the drafters of the ICIDH 1980
were certainly con ious of this fact, many argued that the classification was
not clear in reco .zing that, because of social prejudice or stereotypical
attitudes, or just i orance, people with impairments and disabilities around
the world found th mselves disadvantaged in many areas of life and unable
to participate fully in normal social roles and positions. Inaccessible build-
ings or the lack of nvironmental modifications or accommodations contrib-
uted to the handic p that individuals experienced; indeed, many argued it
was the social and hysical environment that "handicapped" people, not their
physical or mental ondition. Representatives of this approach, often called
"the social model f disability," argued that the ICIDH was not an adequate
basis for research ihto the dimensions of disability (Shakespeare 1993).

In the early 19 s, WHO brought together a worldwide network of col-
laborating centres, well as a wide variety of health professionals, policy-
makers and perso s with disabilities and their advocacy organizations, to
begin the task ofre .sing the ICIDH. Coordinated with other United Nations
agencies, the proce s has slowly built up a consensus on a useful and empiri-
cally grounded model of disability that synthesizes the medical and the so-
cial models to pro~ce a robust and flexible construct that can be employed
in many sectors an for many different purposes. A preliminary draft of the
ICIDH-2 was revi wed in the latter half of 1997, and the comments were
then incorporated' to a second draft (the "Beta-l draft") used for field trial
purPoses. By early 999 the results of those tests, conducted around the world,
were incorporated to another draft, the Beta-2 draft, which was again the

for another r und of field testing.
c brief, the IC H-2 presents the following picture of disability. Al11ev-

~

, .sex, level of edu-
life historyl'and so on). The three dimensions of disability are not

1iDks tn a causal chain, but as alternative, but conceptually dis-
the disablement process. One perspective is at the level

or body pttrt, an~ a.bno~a1ities of functio~ .or structure are called
If, iI1assoCIation WIth a health condition, a person does not

! this person level difficulty
Finally, from th~ perspective of complete con-

~e, characterized for the most part by the physical and
in which the person lives, disability may be manifested

in Imajor areas of human life -for example, parenting,
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policy. By address. g the local context of the social experience of a health
condition and assoc ated disability we have a better chance of improving the
quality of life of pe pIe. Health policy is thus inseparable from social policy.
Innovations in soci policy derived from collective experience are neces-
sary to address the needs of local coli1n1unities. This is the new world of
research that the IC H-2 anticipates.

Cultural diversity ard universality?

! There is, however, a fundamenta1 dilemma that poses an obstacle to this
: resear<:;h agenda. It s generally agreed that the appropriate ai1J1 of a classifi-

i Ccatton tool such as e ICillH-2 is to provide an international common lan-
gtiage, as well as a versal conceptual framework for disability across lan-
guages and cultur s. Yet the experience of disability is unique to each
individual, not only because the precise manifestation of a disease, disorder
oriIijury is unique, ut also because the consequences of these health condi-
tions will be influe ed by a complex combination of factors, from personal
differences in expe .ence, background and basic emotional, psychological
and intellectual me-up to differences in the physical, social and cultural
context,in which th t person lives. This fact, moreover, is fundamental to the
background model f the ICillH-2, which sees the proces:s of disablement as
fitting within the co plete social and physical environment in which a person
lives.
i;Some suggest, h wever, that a strong case can be made against the possi-
bility of a Utriversal an:d trans cultural common language for all three dimen-
sions of disability. or not only are personal experiences of disability indi-

.-.

'fire subject to culturalinterpretations'that depend on val-
.time and place, as well as the perspective and

o(~el.°bsel'Ver. Disability and it~ social construction accord-
...Throughout human

haVe defuied the notion of disability and its dimensions in
these definitions have themselves evolved over time.

as,oted,thelCIDH-2 revision process is based on the prin-
is a universal trait of human beings and not a unique

a soci group. The principle of. universalism entails that all
either in fact or potentially, some liInitation in function-
rson or social level associated with a health condition.

i short, a defining feature of a niinoritj of people; it is a
tr "t. Noris disability a dichotomous status; instead there is

~
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tion of self, based ot upon an empirical, mechanized and bureaucratic world-
view, but upon integrated, interdependent and holistic view of self and
society. In that w y a more universal understanding of disability ~ay be
possible. At the s e time, when we turn to the issue of social attitudes
toward disability, d people with disabilities, including the way people re-
port disability and .ts severity, we are confronted with what appears to be an
enormous variatio across cultures. Consider these recent studies, and the
hypotheses they s ggest:

.A study of ran mly selected villagers in Vellore in southern India, which
examined attitu es towards individuals with physical disabilities, revealed
that 82% of th se attitudes were positive (Bakheit & Shanmugalingam
1997). GenderE d employment status did not appear to h~ve an influence

-on whether the espondent regarded disabled people in a positive or nega-
tive way but m st older individuals expressed prejudice or challenged the
rights of disabkd people to equal opportunities in education, employ-
ment and socii integration. This suggests that in some contexts and so-

cial arrangeme ts disability can be positively valued, a fact that should

encourage disa ility advocates around the world.
.In older Chine I e society, the support provided by family members, as

well as adequat income to meet living expenses, have been found to play
a role equal to at of physical factors in contributing to life satisfaction
ilio, Woo &L u et al. 1995). This supports the view that background
social factors. uence the subjective experience of disability.

.Doyle and Won¥ (1996), in a study of Cantonese-speaking adults, showed
~at ~ey do .n

~' perceive a hearing probl~~ even whe~ screening tests

Identify hearm loss. Among persons who failed a screenIng test for hear-
than o-thirds reported that they had no problems in hearing

in rutpl Egypt examining ~e ~x~erience of blindness, it was

me.surements of their vision (Lane, Mikhail, Reizian et al.
.with profound visual loss remained independent in

acti~ties and contributed to their families' subsistence. While
th~ 1hey had "weak eyesight," they did not perceive them-
di~abled. This suggests that the presence of disability is a

which are culturally or socially determined.
ta~tional beliefs and practices ~once~g lepros~ ~f the
qf SIerra Leone showed that theIr traditional definition of

seriously ill only when he or she has severe





The IDIDH-2 CAR Stud~{ 13

.A study of heal practitioners from the Chinese, Italian, German, Greek,
l Arabic and Angl communities in Australia used social distance scales to
L- rate the attitudes f people in their comm~~~s tow~d 20 disability groups
l! --~estbr?o~, Le e & Pennay 1993). Sl.griificant differ~nc:s. ,:"ere .found
I m commumty a tudes towards people WIth 19 of these disabilitIes. Overall, the German community expressed greatest ac::ceptance of people with dis-

abilities, followe~ by the Anglo, Italian, ChiIif~se, Greek and Arabic groups.
However the relative degree of stigma attached to the various disabilities
by the comm

~ " .es was very siniilar.. In all communities, people with

asthma, diabetes heart disease and arthritis were the most accepted and
people with S, mental retardation, psychiatric illness and cerebral
palsy, were the 1 ast accepted of the disability groups. This suggests that
patterns of attitudes may be tracked, and to some extent generalized.

.A study of visu disability among Hamar men in Ethiopia revealed that
even mild visual .sability is less common in men (CoUrtright, Klungsoyr
& Lewallen, et .1993). In Hamar society men have two roles, those of
herders or warri rs. Warriors with visual loss will be less successful in
defending thems Ives. The study suggested that Hamar men who develop

j

Visual loss have increased mortality compared to women with Visual loss.
Vision loss in ~men does not appear to have life-threatening conse-
quences.. This is sometimes called the phenomenon of "spread" in which
s,!cial roles ~xt~.~, or constrain, the level of disability experienced and

by mdi~~duals. .j
possibility of a universal,

of disability, such as the ICillH-2 purports to be.
.in medical anthropol-

suggest th~t many health and illness (::oncepts are variable across
and sub=-cultures (for example, the studies of Bice & Kalimo 1971,

& Groce 19~8, Pezza 1991, Weller et al. 1991, and Yoder & Hornick

the denial of the possibility of Universality in the case of dis-

Benedicte Ingstad and Susan Reynolds W1Iyte

thefust ctnections of anthropological stUdies explicitly focusing

of disability. Ingstad mId Whyte (1995) claim that,

"atteII1pts) to wllversaIizethe cate!~ory 'disabled' ran into con-

most fundamental sort." They argue that the suppo-

Idefinitions and classifications of disability are possible

idetermined view, associated with North American and

~ith their strong attachment to wllversalistic biomedical

one;hand, and individualistic conceptions of personhood on
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It is precisely this possibility, however, that the radical relativist rejects.
According to this view, the very existence of disability concepts, not merely

--, their linguistic or cUltural applicability, is a soc:ial construction, highly rela-
tive to culture ~d historical period. For the radical relativist, no universal
conceptualization of disability is justifiable since we cannot presume that
any disability concept (let alone the overall conceptualization of disability)
applies, or even makes sense, in all cultures around the globe. Different cul-
tures "construct" disability differently (or not at all), and there is no reason
to think that these differences are commensurable, intertranslatable, or intel-
ligible between cultures.

The key issue in this debate is not so much who is right, but whether it is
possible, empiricall)f, to determine which position is more plau~ible. On some
interpretations, the radical relativist position is non-falsifiable: no evidence
is in principle available to confirm or deny the position since it is a moral or
political stance dis~sed as a scientific hypothesis. If, however, the radical
position were amen_ble to empirical evidence, how could we proceed?

The radical relativist may reject this question from the start. Asking for
empirical evidence, he or she may insist, is itself a reflection of a particular
worldview that need not be shared. Moreover, any empirical method pro-
posed to settle the issue might be thought to prejudge the radical relativist
position. If this is the view, however, the debate between the relativist and
others must grind tq a halt, not because the radical relativist has won a vic-
tory,but because nothing more can be said. The price paid for the end of the
debate, moreover, is very high. If we cannot move the debate forward, then

I , 'genuine social issues of unmet health needs,

and other forms of social disadvantage. This version of the
to social stagnation and the status quo.

on the face of it, it is not implausible
that, despitlt linguistic and cultural differences, a trans cultural under-
of disabilitY is possible. First of all, few have argued, or presented..' ,

J

Most commonly, the radical rela-
the manifestation of impairments in the lives of peo-

..' -

an

set, of integrated activities should be feasible.
.,that a uriiversal classification and assessment of

possi~ility, how do we identify commonalties without losing
cultural and linguistic differences and integrate these into the

'. ,
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differ between cultures) and thresholds.of disability (when a level of disabil-
ity that allows a person to take a day off work, or the socially recognized
Criteria for early re~.ement or the administrative judgement that someone is
unable to work). It as expected that the identification of a common basis
for such assessment omains, scales and probing styles would assist the con"'
struction of cross-c~turally valid instruments.

The CAR study was principally aimed at identifying the cultural consist-
ency of the disabilii construct found in ICIDH-2, in the context of ADM
~sor~~rs. To do thi , it w~ nec~ssary to generate. and test an item pool of
disability terms as ell as Identify the anchor pomts or thresholds for the
manifestation of dis bility. The study also sought to identify appropriate as-
sessment domains arid facets, and eventually appropriate questions for in-
strument development, and to begin the task of assessing their, applicability,

c ~ potential use and reliability.

The qualitative methods employed in the CAR study were chosen to pro-
vide the investigato~ witli information relevant to the evaluation of the do-

mains of disability at could be the focus of assessment in a suitable instru-

ment. Each domain well as sub-domains, and individual facets or items)
needed to be evaluat ,d for cultural applicability. Five specific aspects ofcul-
tural applicability were identified as salient:

1. General applicability: whether a domain, sub-domain or item corresponded
to identical or s~ar concepts in the local culture;

2. Applicability for translation: whether each domain, sub-domain or item
translated without distortion or loss of meaning into the language (or
whether a new English term was needed);

3. Applicability for ~ey groups: whether all domains, sub-domains and items
were applicable dcross age, gender, socioeconomic status, occupation,..

group or servIce agency;

.whether the domains, sub-domains and items
needs ~d practices of institutions .of the culture in order to

disability; ~d
-' sub-domains and items

appropriate for local legal and social security agencies and related

study ~so focused on the general evaluation of the assessment
the clafity of each item and its definition, the utility of each

in the classification. The completeness of the item
consiqered in order to identify missing aspects of disability
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willingness to p .cipate and a readiness to take part. in international re-
search and the capa ility to carry out the basic requirements of the protocol.

The objectiye 0 the CAR study was to gather information about a cul-
ture's understandin of the disablement process and the societal response to
it. It was important, erefore, to identify the best possibleinfonnants within
each culture. Proto ical representation was sought, rather than probabilistic
or random samplin .People were selected as spokespersons for their cul-
tures. Doing so not nlyprovided cross-cultural insights into the social rep-
resentation of the .sablement process, but also gave face validity to the
constructs making em more useful in the development of assessment
instniments.

In what follows, we hope to show the value of the CAR study in the
validation of a true international common language of disability, and the
-development of asse sment tools that are both culturally appropriate and sci-
entifically valid ~d eliable. We also hope to demonstrate the possibility of
resolving the appare t contradiction between ensuring cultural applicability
of disability assess nt items and the universality of the disability construct
and the c.lassificatio s that follow from it. The focus of the study has been to
search for deeper s. larities rather than to emphasis differences.

~


