Chapter 19
Cross-Cultural Views on Stigma, Valuation,
Parity, and Societal Values
Towards Disability

R. Room, J. Rehm, R.T. Trotter, I, A. Paglia, and T.B.Ustun*

The CAR study was designed to provide empirical data on the concept of
disability, the cross-culturd elements of disahility terms, and cultural values
concerning disabilities. The study also covered within-culture approaches to
assistance, the relative stigma associated with different disabilities, and the
extent to which there is parity in the ways that cultures approach disabilities
asociated with different kinds of health conditions - physical, mental, and
alcohol or drug-related.

The CAR study protocol was partially or completely conducted at 16
participating centres. The centres collected both qualitative data and preceded
information to provide extensive data on the cultural relativity of the disabil-
ity construct and on the categories that form the backbone of the ICIDH-2
revised classification, and of the associated disability assessment instruments.

This chapter provides a summary and analysis of the key informant data,
focus group data, and centre description information. The information gath-
ered by the centres shows both strong commonalities and significant cross:
cultural variation in societal responses to disabling conditions.

Methods

The overall CAR study focused on 12 basic data needs. Eight of those needs
are discussed in this chapter, and the remaining four needs are presented in
Chapter 20. The needs addressed here are:
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7.

8.

. To create ageneral description of the place and meaning of disability and

disability programmes in locd cultures,

To summarize informants descriptions of the current programmes, and
need for programmes, that serve populations with disabilities;

To explore cultura contexts, practices, and values concerning disability;
To establish information on the thresholds that determine when, cultur-
dly, aperson is considered disabled;

. To compare the relative importance of different types of disabling condi-

tions in different cultures;

. To collect data on the parity or lack of parity between disabilities associated

with mental health, alcohol and drug problems, and physical conditions;
To investigate information on stigma attached to various types of disabili-
ties, and

To explore dternative conceptual models for the classification.

Table I. Matching methods with relevant data needs

Research methods ~ Research issues for project Data needs
(Types of data

collecled)
Centre description  Current prachiices and needs General descniption of the
intormation for disability services, policy  meamng of disabiluy: descrip-
{qualitafive) iformation on disabilines: tion of the current programmes:
vatues and cultural responses  cultural contexts, practices and
to disabilites, jegal status of  values conceming disability.
disabslity assiclance panty or lack ot panty: explor-
mg alternative models: identify-
ing linguiztic equivalences for
conceplual transfer
Key informant Cultural contexes. practices Cultural contexts. practices and
ITHETVIEWS and values rciating 10 values concerning disabilities:
{qualitative, disabilities. percerved relative  thresholds of disabilities: relative
ranking} severity of different disabling  importance of different types of
conditions, comparison disabling conditions n different
betw een different disabling cultares; panty or lack of panty:
conditions stigma attached £ vanous types
of divabulities
Focus groaps COHC’EP‘UHI m!egrity of

{gnalitative)

ICIDH-2 model. and sugges-
tions fer modifications:
exploration of current
practives andl needs, parity
between mental. physical and
drug and alcohol use-related
disabilines
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As was described in Chapter 2, each of these needs was carefully matched
with one or more of the CAR methods. One of the god's of this matching was
to assure that multiple methods were used to gpproach each dataneed, and that
each need was covered by at least two, and preferably more, methods. This
methods-matching approach turned out to be very valuable in the overal con-
duct and analysis of the project goals and datasats. Table 1 presentsthe matches
between the methods and data collection needs reported in this Chapter. File
sorting and concept mapping results are described in Chapter 20.

The CAR research was conducted a 20" sitesin atotal of 16 countries.
Table 2 describes the number of informants represented in the data collected
by al stes for these methods.

Table 2. Numbers of informants or data collection and reporting sessons

Method Tota N (all centres)

Centre 15

Key informant?® interviews 230 informants a 18 centres
Focus groups 22 focus groups at 7 centres

Results reated to global issues

The global issues examined inthe CAR study, such as stigma, thresholds and
the general meaning of disability in the local culture, are the key qualitative
conditions explored across the centres and the data sets. Many of these is-
sues had a shared cross-cultural and cross-national core on which the differ-

' The centres which completed all six data collection tasks included three sites in India (Bangalore,
Chennas and Delhi), Japan, The Netherlands, Nigeria, Romania, and Tunisia. Tunisia was respomsible
for data collection 1 Egypt, so there was no separate centre namative for Egypt. The centres which
collected all of the data except the focus group data included Canada, China, Greece, Luxembourg,
Spain, Turkey (with sites in Ankara, Istanbul, and Antalya), and the United Kingdom. The United States
site (Flagstaff) did not collect key informant interview data or concept mapping data. The Cambodian
site wus a later addition (o the field group and provided a centre descniption, key snformant interviews,
foius groups data and the revised item evaluation daia ser The siles that coliected focuy group data
incloded Cambodia, India (three sites), Japan, The Netherlands, Nigeria, Romania, Tunisia, and the
United States (Flagstaff),

“Key imformants” were defined as those who, by virtue of theiwr positon and knowledge, can capture
and revieal relevant culturdl phenomena, espevially on disabilicy. Within zach site, 15 infurmants were
to be selected, composed of three individuals representing the following five groups: health profession-
als {e.g., physicians, psychiatnsts, psychologists, nurses), allied health professionals (¢.g., socsal work-
ers, case workers), policy mahers or opinion leaders 1n the area of disability services, persons with a
physical health condilion (or their care-givers), and persons wih a health condition in the area of
dlcokol, drugs or memal health (or their vare-grvers),

-
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ent groups agreed. However, there were dso strong differences in the em-
phasis, the valuation, and the local reaction to disabilities that emerged in the
cross-cultural data sets.

Perceptions of current practices and programmes

Some of the mogt powerful data on the availability of programmes to assist
disabled persons were collected during the focus group sessons held at eech
site. Participants discussed the programmes that were available, those that
were not available and should be, and the reasons why they felt the coverage
and the gaps existed. As noted in Chapter 3, there were three possble focus
group topics and question models. For this issue, the data from the current
practices and needs focus groups were found to parallel and augment the
data from the parity and stigma focus groups in many ways. Part of the data
from both data sets is compared and contrasted below to answer both sats of
guestions that were asked.

The amount of information focus group participants had about the law
and the availability of services varied widely from individua to individual
and group to group, depending on their exposure to the law and the assist-
ance systems. Health professionals often had limited knowledge of the over-
all socid programme systems in their society. Individuals with disabilities,
and their caregivers, knew the most about programmes, services, laws, and
conditions, especidly those directly related to the disabilities that affected
them. They tended to be more knowledgeable in those areas than many of
the health professionals, with the exception of persons who worked for spe-
cific disabilities services. Hedlth professionds have extensive knowledge of
the disabilities that concern their area of specidization, but have limited knowl-
edge (and occasiondly no knowledge) of the laws, socid service programmes,
or advocacy and self-help groups associated with various other disabilities.

The participants indicated that many of the laws and programmes on dis-
abilities focus on categorical conditions. There are programmes for the blind,
deaf, and physically immobile, and other specia categories, such as individu-
as who have sarved in the armed forces. But there is frequently no compre-
hensive or integrative system that embraces al disabling conditions. As aresult,
in order to qualify for various socid assistance or income support programmes,
the disabled individua is assessed in terms of diagnogtic categories, i.e, not in
terms of the activities that he or she can actually perform, but in terms of the
categorical impairments he or she has. These assessments can be incomplete,
irrelevant, or sometimes harmful. People with disabilities confront what they
believe are arange of conflicting and non-interacting programmes each with
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different sdlection criteria and different types of help on offer. Thereisadso a
clear disparity in services provided depending on the stigma attached to differ-
ent disabilities. Disabilities associated with mental health conditions and ad-
dictions are the most stigmatized and the least likely to receive adequate serv-
ices or funding across all of the cultures reporting on the CAR study.

The cultural context of disability programmes

Five scenarios describing different health conditions were presented to key
informants, as the primary method to determine the socia and cultural con-
texts associated with disabilities and disability programmes. After some other
questions, discussed below, informants were asked whether people in their
culture believed that someone with a serious problem of that sort should get
socid assstance from the State. Comparing their responses when the serious
problem was associaied with a physical, mental, or drug or dcohol disorder
revedled the implicit socid context underlying these judgements (see Table 3).3

A majority of informantsin each culture answered "Y es, assistance should
be provided" for a serious mobility problem and for activity limitationslinked
to a serious intelligence problem and a serious mental disorder. However,
they had considerably more reservations about providing assistance for the
intelligence and mental disorder than for the mobility problem; in most soci-
eties, a minority gave the answer "It depends on the cause of the problem
and its severity." In over half of the societies, a majority sad "No" to the
provision of assistance for a serious alcohol problem, and in about half of the
societies the preponderant response was also "No" also for a serious heroin
problem. Behind the "No" responses was likely to be the perception that the
alcohal or heroin problem was self-induced.

In arelated fashion, many of the "Yes' responses added that the provision
of socid assistance should be conditioned on the person being in treatment
and motivated to change. In the context of alcohol and drug problems, socia
support tended to be viewed as an incentive for the affected person acknowl-
edging a "need for assistance" defined in terms of treatment. The formula-
tion in terms of having a "need for help” in the case of acohol or drug prob-
lems often points towards compulsory rather than voluntary treatment.

Table 3 provides evidence that there is a clear downward gradient in
support for state income and other forms of socid assistance in most soci-

* The example given of a physical health problem is “Having difficulty walking or getiing around un-

aided” In most people’s minds, and ot without reason, a mobility problem 15 caused by a physical
health condition, It should be nated, however, that as a disability, a mability problem could also be
assoorated with a meptal health or drug- and alcohol-health condition,
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eties from disabilities associated with aphysical condition and those linked
to mental impairments and alcohol and drug problems. Support is high for
socid assistance for physical disahilities, and at best limited for socid assist-
ance for acohol and drug problems. Once again, in the latter case the support
for assistance was often conditioned on the person seeking treatment.

The key informant summaries indicate that popular attitudes are not sup-
portive of parity in socid assistance between physical, mental and acohol
and drug disorders. Even in societies where a majority of informants re-
ported that there is support for socid assistance across the board (China and
Japan), there were substantial minority views concerning the acohol and
heroin disorders, aswell as a suggestion that official views often run counter
to actua practice in many different societies.

The data suggest that a number of presumptions lie behind societal views
on social assistance. The most important of these involves the issue of where
responsibility for the condition lies. Uncontrollable drinking and heroin use
are widely seen as self-induced, and cross-culturadly there is less sympathy
for socid assistance where the disabling condition is thought to be self-in-
duced. On the other hand, when the etiology of a condition (whether physi-
cal, mental, or relating to substance use) is unequivocally assigned to causes
outside the individual's control, there is generally more sympathy for the
person with the condition, and more cultural support for the provision of
assistance a a societa level. In many societies, conditions ascribed to fate,
luck, or genetics are viewed sympathetically, although even here the sympa
thy does not apply if the person is seen as having contributed to the bad luck
by his or her own actions.

There is dso a clear exception to this general finding of greater sympathy
for conditions with causes external to the individual. People in cultures that
maintain a strong belief that bad outcomes reflect bad behaviour somewhere
in the past, whether by the affected person or by the person's family, are far
less sympathetic to people whose disahilities have been present from birth.
Nigeria provides the clearest example of this. a mgjority of informants said
that a mobility problem or amenta disorder present from birth is viewed as
a divine sign that the parents did something bad. Key informants noted this
theme a0 in India, and stigma for the family from a presumed genetic de-
fect was implied in Greece, Japan and Turkey.

The degree of stigma or socid disapprova attached to a condition seems
to be strongly related to a reluctance to support state socid assistance. It
might be expected that individuals who confront the greatest barriers to par-
ticipation in society would be thought to be in the greatest need of socid
assistance. But our informants report otherwise: there is areverse correlation
between orderings on the impact dimensions of various disabilities and the

Tuble 3. Support for social assistance for five conditions

Scenanos:

unaided as the result of a health condition.

the activities of everyday life because they were bom with low mielligence.

everyday life because they are bothered by strange thoughts, and somelimes they

cannot contto} their actions.
1d) Some people have difficulty with the activines of everyday life because

(a) Some people have difficulty walking or geting around

(b} Some people have difficutty with iviti
(c) Some people have difficulty with the activities of

of their drinking of aleoholic beverages, They seem mmmble to

control how much they dnnk.
(¢} Some people have difficulty with the actvinies of everyday

life because they take heroin, They are unable to control the amount of herown

they take or how often they take it.
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Country
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must be w reatment

tno, becawse welf-
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1t depends on severity
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of problem)

seventy and whether
family/friends can
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Yes

Canada

infheted, depends on

severity of problem)

Yes (6 sasd no)

choice to drunk)

Yes (6 said no)

beczuse of harm to

Yes (sympathy.
self and society)

Yes {depends on
seventy)

Yes (depending on
degree)

China
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financial help, 5 said benefits}
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No (it depends,
treatment but no
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less popular support
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Yes
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Romania
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11 said yes (3 said it
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Yes

¥ said yes

[3 said yes (2: it

depends on the degree
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Yes

Yes

Yes

13 said yes (it depends

Kingdom on whether wanted)

Yes (depends on
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independent of

£CONMIMIC S{atus, nO)

Yes {1 said “ii de-
pends™)

12 said yes: {1 no; 3 it
depends on degree of
dependence/family
support)

Yez (1 said no}

7 said yes (no, it
depends: more
assistance in better
educated/higher status
communities)

Yes (1 said it depends
On severity)

Yes (2 said yes if
unable to work}

Yes

Yes (it serious}

Yes, (| said it depends
on ability 1o work or
receive family suppott)

Yes (depending on
seriousness, no,
depending on financial
status}

All said yes showid get
assistance

7 said yes (1 no;
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people’s knowiledge
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on degree of depend-
ence, if person
considered “crazy™)
Yes (20 more difficult
for mental than
physical cases, partly
hecause of inconven-
ience/nuisance for
those around)

Yes (8/15 no. it
depends on whether
seeking helpfself-
induced}

Yes (14715 said it
depends on severity &
treatmeat access)
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work)

Yes

Yes (mujority: it
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in €amilyfon diagno-
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Yes (9715 5 said it
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No (but treatment heip,
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and are moralistically
judgemental about it”)
{7 said yes; § said no; 4
said depends on
severity of case)

9 said no (2 yes: 4 it
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whether seen as
disease)
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person seeXs treatment.
2 said yes)

No (yes. it depends if
loaking for help. on
severity of problem)

No {yes, it depends on
somatic complications}

fhoth professionals and
patients split on "yes”
or "no because self-
induced”]

Mo

No

7 said no (6 said i
depends on abtifude ©
treatraent, 2 said yes)

No (only reatment
help, ves family
members need
assistance, “de-
addicton” assistance
should be given}
Yes (1 said no; | said it
depends; 2 non-

RS PONSEs }

- 8noidyes; dit

depends)

MNa {yes, yes with
conditions)

8 said yes (7 said no}

No (4 said yes)

|both professionals and
patents split between
“yes” and “no because
self mduced™]

Yes {majority: if stops/
isolated, no}

No {majority; if
motivated and severe.
yes)

{maissing data)
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reported enthusiasm for state socid assistance. Thereis strong support across
the board for socia assistance for a person with amobility problem. In most

societies socia participation was more expected and less constrained for this
condition than for any of the other four conditions.

The influence of etiology onjudgements about disabilities

As afollow-up to the questions on socid assitance, the key informants were
asked whether the etiology of the problem would affect "how others thought
of the problem and how the person was regarded." For the scenario on walk-
ing difficulty and "strange thoughts," respondents were then asked if it would
make a difference to peoples attitudes if the condition had been present
from birth, and if it had resulted from aroad accident. Table 4 summarizes
the responses across centres.
In most societies it was felt that both of these etiologies would produce

more understanding and sympathy than otherwise. However, in Nigeria it
was felt that the presence of a problem from birth would further stigmatize
the person, rather than lessen stigmatization; it would be felt that the afflic-
tion must be a curse from God. A minority of informants in Greece, India
and Japan dso mentioned that the affliction would cast aspersions on the
parents or the person's genetic heritage (family prestige). And some inform-
ants in the United Kingdom felt that in this circumstance it would be as-
sumed that there must also be a mental disorder associated with the other
conditions. So, while the overall result was that these conditions were not
strongly stigmatized, interpretations in some cultures could cause them to be
stigmatized.

There were some other variations from the general tendency of responses
concerning theimpact of etiology on amobility problem (first two columns of
Table 4). A mgjority of informantsin Chinafelt that the fact that the mobility
problem resulted from a road accident would not bring more sympathy. In
India, aminority felt that the blame would actually be increased in this case
with the occurrence of the accident being seen as a reflection of the person's
past sins. In severd societies (Canada, Japan, Luxembourg, The Netherlands,
Romania, United Kingdom) a minority of the key informants mentioned that
there would be more sympathy only if the circumstances of the accident made
the person an innocent victim; in Canadaand the United Kingdom, informants
specifically mentioned that there would be no sympathy if the accident was

seen as caused by theperson'sdrinking or drug use. A few informantsin Canada
and the United Kingdom aso mentioned that attitudes to the accident victim
would be influenced by perceptions of who caused the accident.

Tuble 4. Influence of etiology on how problem was viewed: mobility problem v. mental disorder
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Japan
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The key informant responses were very mixed in their interpretations of
the influence of birth or an accident as the etiology of a serious mental disor-
der (Table 4, third and fourth columns). For a mental problem seen as being
present from birth (which a couple of clinicians pointed out was unlikely for
the mental problem as described), the balance of informants' views in Ni-
geria and Romaniatipped toward thinking that it would produce a more nega-
tive attitude. Informants' responses on this were split in Canada, Greece,
Luxembourg and the United Kingdom. In China, a mgjority said that this
etiology would make no difference. Only in India, Japan, The Netherlands,
Spain and Turkey did clear mgjorities say that more sympathy would be
given to individuals who had this type of condition from birth, or after an
accident.

On the other hand, where the problem resulted from a road accident, there
was a clear mgjority that there would be more sympathy in Greece, India,
Japan, The Netherlands, Nigeria, Tunisia and Turkey. In Canada, Luxem-
bourg and the United Kingdom, opinions on this were split, as they were in
relation to sympathy towards a problem that was present from birth. Again,
the proviso that it depended whether the person was seen as responsible for
the accident was mentioned in Canada, Japan, Luxembourg and the United
Kingdom. Informantsin The Netherlands and Nigeria specifically mentioned
that being able to attribute a condition to an external cause brings more sym-
pathy because the problem is then seen as one that could happen to anyone
and is not "aresult of someone's own fault."

Thistheme of personal responsibility became vividly apparent in responses
to the scenario on an acohol and a heroin problem. Informants were asked
what difference it would make if the behaviour was seen asresulting from a
death in the family (Table 5). We had hypothesized that such an etiology
might be seen as potentially exculpatory for the condition in cultural situa-
tions where it was otherwise stigmatized.

The key informants' responses demonstrated that the stigma responses
were sometimes modified or reduced in intensity from general disapproval,
but there is a very clear message that compassionate or tolerant attitudes
were conditional on whether the person voluntarily sought help or accepted
involuntary help. The impression is dso given that sympathy might not be
long lasting. If a serious alcohol or heroin problem was seen as resulting
from a death in the family it would generally produce more sympathy and
tolerance, but not in Tunisia for either acohol and heroin, nor in Canada,
China, Luxembourg and The Netherlands for heroin.

Thefindings of this analysis underscore the fact that the terrain of disabil-
ity, touching asit does on thewhole gamut of daily life, isheavily influenced
by socid attitudes, including mora views. Beneath the varying degrees of

Tuble 5. Influence of etiology on how problem was thought of: aluohol and heroin probiems
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how the person was regarded? In what ways?

Country

Canada

(e) Uncontrollabie heroiq use

No effect ot how others thought, “no excuse™ for using

heroin (some sympathy. but only for short period)

td) Uncontroliable dnnking

More sympathy and tolerance, but only for z certia

period afterwards

10 said no would not affect (5 said yes ~ more sympathy}

§ said yes would affect — more sympathy (7 said oo

would not affect)

China
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More pusitive attitude (but only for a while. makes o

difference, less toleration than for alcehol}

More positive attitude n this case, but only for a short
period (would not really make 2 difference)

Greece

More sympathy. but only for the shor term (no difference,

not if engages in antisocial acts)

[Missing data]

More symputhetic, but only as a tempurary problem (0o

change, just an excuse, (t's a bad habit)

|Missing data)

[ndia

Japan

Makes no difference (3 smd more twlerance, 3 saad “yes.”

I said “depends on the drug™)

Tolerance and compassion for only a short ime (no

difterence. more pily}

Luxembourg

™o etfect on other's view (should not react by taking drugs,

yes on a fempurary basis of because of external cuusel

Greater sympathy (9/13; no effect)

More understanding pity (but with a time fimit. no etfect)

The Netheriands

Greater sympathy (9/15: no sympathy)

Nigena

More compassion {12/15; no effect)

More compassion {13/15: no effect)

Ruomania

{"Better tolerated tor alcohol than for drugs™|

|Responses split]

Snain

Negative reaction whatever the reason (acceplance at first,

then not)

A nsgative view no matter what the reason (pity)

Tunisia

More mercy and wolerance (majority)

{Missing data|

Greater mercy and tolerance (most}

Turkey

United Kingdom  Yes (more sympathetic 4/15. yes tor 4 short periexd; 5A5;
no 215y
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stigmatization of different disabilitiesfound in al the societies studied, there
are undoubtedly culturally informed prejudices. There are aso judgements
about the moral status of the disabled person that reflect deeply felt views of
how lives should be lived and how the socid order should be constructed.
Though a classification of disability must be etiologically neutral, in the sense
of not presuming causal connections between health conditions, impairments,
activity limitations and participation restrictions, itis clear that attitudes about
etiology and presumed causal history determine many of the societal atti-
tudes towards disability, and conseguently towards any programme of assist-
ance that will be developed to reduce the global impact of disability. These
responses must be factored into the equations for understanding disabilities
across and within cultural systems.

Cross-cultural variation in perceived thresholds of disabling conditions

Almost universally, the CAR centre reports indicated that having a systematic
way of establishing thelevel, or threshold, at which disabling conditions should
receive societal assistance was a common need. The reports also indicate that
thereis cultural variation about where these thresholds should be drawn.

An earlier cross-cultural applicability study of acohol and drug disorders
(Room, Janca, Bennett et a. 1996; Schmidt & Room 1999) demonstrated that
there was considerable variation between cultures in the thresholds at which
behaviours or conditions are noticed at all or are defined as problematic. These
variations potentially affect cross-cultural epidemiological comparisons and
have wider implications for health status and service utilization.

To make matters more complicated, thresholds can exist at various levels.
There is the threshold of a condition being noticed. There is also the thresh-
old where a condition is identified as a disability. In everyday socia behav-
iour, occasiona awkwardness, slowness or difficulty in behaviour or demean-
our may nhot be noticed at all, or may not be caled a disability. Whether and
how stiffness in walking, breaking off and restarting sentences, or a minor
facial tic is noticed is subject to variation both between and within cultures.
Then, there may be additional substantial variation between culturesin terms
of the levels at which a condition is viewed as a matter of some seriousness.
Perceptions of seriousness may reflect aspects of the physical and social
environment, as well as the level of individual impairment. What might oth-
erwise be a serious problem may become much less serious when functional
aids or environmental modifications are routinely available, or when eccen-
tricity or other minor variations in persona] style are readily accepted in a
particular culture.
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The key informant interviews explored the issue of thresholds by means
of five anchor scenarios’. In each scenario, a health-related condition was
sad to cause difficulties with the activities of everyday life. The five sce-
narios were described as follows:

1. Mobilityproblem: "Some people have difficulty walking or getting around
unaided as the result of a health condition. Sometimes their difficulty
with this is obvious, but sometimesit is not."

2. Mental disorder: "Some people have difficulty with the activities of eve-
ryday life because they are bothered by strange thoughts, and sometimes
they cannot control their actions. Sometimes their difficulty with this is
obvious, but sometimes it is not."

3. Low intelligence: "Some people have difficulty with the activities of eve-
ryday life because they were born with low intelligence. Sometimes their
difficulty with thisis obvious, but sometimes it is not."

4. Alcohol problem: "Some people have difficulty with the activities of eve-
ryday life because of their drinking of alcoholic beverages. They seem
unable to control how much they drink. Sometimes the difficulty with
this is obvious, but sometimes it is not."

5. Heroin problem: "Some people have difficulty with the activities of eve-
ryday life because they take heroin. They seem unable to control the
amount of heroin they take or how often they take it. Sometimes the dif-
ficulty with thisis obvious, but sometimes it is not."

For each scenario, the respondents were asked three questions about
thresholds:

a) If someone had a problem like this, but it was quite mild, what aspects of
the person's behaviour might first attract the attention or notice of others,
such as family members, neighbours or co-workers?

b) What if the problem was fairly serious - what would people consider to
be signs of that (i.e., a serious problem)?

* The guestions on thresholds were included in the key informant substudy of the CAR smdy The present
data analysis includes data from 11 vountries. At the other sites, either insufficient data wers collecied,
or they were summarized into English in insufficient detail for the present analysis. Each participaling
centre was ashed to interview 15 key informants wikh an instrument combiming questions with closed-
ended codes and open-ended questions. For informarion abour how key informanits were selected see
note 2. In India, dhree sites participated in the study. The actual number ot key informanits interviewed in
each couniry 12 as follows: Canada 15, China 15, Greece 15, India 47, Luxembourg 16, i Netherdands
13, Nigeria 15, Romania 15, Tunisia (including Egypt) 15, Turkey 15, and the United Kingdom 15
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¢) What would people consider to be signs that this person needed help from
someone else with the activities of everyday life?

The wording of the first question was intended to introduce a minimum
threshold, implicitly below the levels tapped by the other two questions. No
assumption was built into the wording of the questions concerning the rela
tive levels of severity of the second and third questions, although the fact that
the question about needing "help from someone se' was placed third might
have been assumed to imply greater severity. "Needing help” with a disabil-
ity obvioudly implies an investment of human resources, whether paid or
unpaid. In cultures placing ahigh value on individual autonomy, it may aso
be a dividing line infused with socia meaning.

The responses to the questions about the mobility problem scenario most
often started from the cue built into the question ("difficulty in walking or
getting around"). There was fair agreement across the cultures that the thresh-
old of attracting attention or notice includes such visible signs as slowness,
stiffness, or limping. Unsteady balance was aso mentioned at four sites
(Canada, China, India, and The Netherlands). Informants in most countries
focused on these physical signs, but some key informants mentioned that
their culture dso recognized psychological signs (nervousness and irritabil-
ity - Greece, acting childishly - The Netherlands, avoidance of moving -
Romania and United Kingdom; and looking for help - The Netherlands and
Nigeria) that were associated with this threshold level.

The threshold between notice and seriousness was often demarcated by
the use of an assistive device such as a stick, wheelchair, or other technica
assistance. Differencesin the availability of technical aids in some areas dso
produced mentions of "moving on all fours' or that the affected person "has
to crawl." Falling or an injury were mentioned in five societies (Canada,
India, Luxembourg, The Netherlands and Romania). Whilein China psycho-
logical sequelae (changes in consciousness, committing suicide) were men-

tioned in this context, in severa societies (Canada, Greece, India, Nigeria,
Romania, Tunisia, and United Kingdom) limitations in self-care activities
were mentioned as criteriafor establishing this threshold level.

The threshold for needing help was primarily answered by the respond-
ents first assuming that help was needed and then listing the types of help
that would be provided. This response made the identification of the thresh-
old more difficult, and less clear. At five sites (Canada, Greece, The Nether-
lands, Romania, United Kingdom), respondents mentioned that the fact that
aperson asked for help was a sign that the person needed help. Answers from
Chinaand Nigeriaimplied a higher degree of disability for needing help than
for a serious problem, mentioning paralysis or being unable to change pos-
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tions. Most answers kept to a description of physical limitations that were
associated with this threshold level. There were just a few mentions of psy-
chologicd factors that could be associated with this threshold level (frustra-
tion, anger, or depression - United Kingdom; danger - Romania).

The mental disorder threshold for attracting attention or notice was de-
fined by the presence of "out-of-context or inappropriate’ socia behaviours.
These behaviours tended to relate to “irrational talk and behaviour,” as a
Nigerian respondent put it. Dangerousness (including aggression and hostile
moods) was included by a number of informants from several countries:
Greece, India, The Netherlands, Nigeria and Romania.

Severa versions of "strange and odd behaviour" or talk were mentioned
in most cultures as the salient criterion for identifying a serious problem. A
notable criterion for establishing the threshold of a serious mental disorder
amost everywhere (except The Netherlands) was aggression, violence, or
harming others. In a majority of sites, poor self-care or being dirty or un-
kempt were aso mentioned as criteria for identifying a serious problem.

The responses for the threshold of needing help were similar to, but more
extensive than, those associated with the threshold of identifying a serious
problem. The threat of aggression or harm to oneself was a prominent theme
in amajority of cultures. Neglect of self-care was also mentioned in amajor-
ity of cultures, although informants in China and Tunisia focused more on
impaired communi cation and comprehension. Asking for help was mentioned
in fewer societies (India, The Netherlands, and the United Kingdom) than
for the mobility problem. Overall, the thresholds for serious problems and
individual s needing help werevirtually identical for mental problems.

The low intelligence threshold scenario produced many responses that
focused on childhood slowness or retardation. The threshold for noticing
this condition was the most clearly dependent on age, and the comments
about intervention tended to be age-specific as well. Difficulties in commu-
nication were mentioned as one sign of impairment by informants from many
cultures, but the pattern of responses suggests that the threshold for this con-
dition may be set at amore extremelevel (only noticed when a person cannot
communicate at al) in China than elsewhere. The focus of the threshold
recognition conditions was on cognitive disabilities, but there were also some

mentions of difficulties in socia functioning (China - no sense of shame;
India - silly behaviour; Romania - childish behaviour; Nigeria - unkempt,
abnorma behaviour) as part of the recognition process.

Little differentiation is made between the threshold of notice and the sig-
nals of a serious problem for low intelligence in many cultures. The cogni-
tive dimensions of functioning figured in most answers concerning a serious
problem, but an added element of the responses from many sites was a di-
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rnension of dangerousness or social deviance added to the other conditions.
Aggression or temper tantrums were mentioned in the responses from Canada,
India and The Netherlands; other responses pointing in this direction were
added by other sites: lacking a sense of danger (China); causing accidents or
fires (Turkey); coarse or inappropriate demeanour (Tunisia); and indulging
in vices (Nigeria).

At nearly al dtes, the criteriafor identifying the threshold of where when
help is needed included problems in self-care or in performing basic activi-
ties. But in conjunction with this, a mgjority of informants in al societies
mention a dimension of dangerousness to others or lack of a sense of danger
to onesdf (China, Greece, India, Romania), of aggression or anger (India,
Tunisia, United Kingdom), or of a lack of judgement or moral reasoning
(Nigeria, United Kingdom) as key threshold criteria.

For the acohol problem scenario, informants offered a variety of signs
that might first attract attention or notice to an acohol problem. Many of
these are related to specific drinking-related behaviours or signs (eg., Slurred
speech, smell of acohol). These threshold conditions often carried the im-
plication that it is the repetition of the behaviour that counts, notjust a single
instance or instances that were very far gpart ("a lot of drinking" - Ching;
"excessve drinking habit" - India). A dimension of compulsiveness or pre-
occupation with use was mentioned in severa sites (Canada, China, Greece,
and United Kingdom). In amajority of sites the threshold of notice included
poor performance in work or family role responsibilities. The idea of erratic
behaviour or a change in behaviour was mentioned at severd sStes.

This was the first scenario that produced a clear pattern in which socially
derogatory signs were identified even at the level of first notice of the prob-
lem. These included aggressiveness (Greece, India, Nigeria, United King-
d'IQLTn)i’sii[a\r)itab”ity (Romania), lying (India, United Kingdom), and vagabondage

Responses from Tunisia emphasized physical and psychologica signs to
indicate a serious acohal problem, along with "refusing advice' and "loss of
conscience” At al other sites, neglect of mgjor socid roles was the key re-
sponse, along with aggression and violence. Only four societies (Canada,
Greece, India, and United Kingdom) included responses from key informants
that identified physical hedth problems as signs that the problem is serious.

The criteriafor needing help did not seem to differ greatly from the crite-
ria for a serious problem in this scenario. A person's failure in his or her
socid roles and acts of violence was prominent in the identification of the
seriousness of the problem, along with a variety of physical, psychological
and sociad signs. Tunisian informants emphasized "danger to others' as a
criterion, and this theme also appears more diffusely elsewhere (e.g., in Greece
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and India where there was mention of the family needing help). This re-
sponse alerts us that "needing help” in some cultural contexts is socially
defined in ways other than volunteering assistance to the person with dis-
ability. It can imply asocietal demand for compulsory treatment for the indi-
vidual aswell as assistance to others who are affected by the person with the
problem. In contrast to thefirst two scenarios, no site mentioned "requesting
help" as a sign of needing help with a serious alcohol problem.

The primary emphasis in responses to the heroin problem scenario, on
what would first attract attention or notice, was on behavioural and mood
changes. Though some physiological signs were offered (eg., "glassy eyes'
- India; "scratching one's nose" - Tunisia), the main signs mentioned for a
heroin problem were more generaized than for alcohol. Fewer sites men-
tioned aggressiveness or irritability, but lying (China, India) or secretive be-
haviour (Canada, Nigeria) were mentioned.

For the threshold signs for a serious level of impact, aggression was less
commonly mentioned for heroin than for alcohol, although it was mentioned
in Greece, India, Luxembourg, Nigeriaand Romania. Involvement in crimi-
nal activities was often mentioned. Defaultsin major socia roles were some-
what less prominently mentioned than for alcohal. It is possible that there is
less direct knowledge of the physical signs of heroin addiction among this
set of informants, and therefore they had to rely on general socia knowledge
to be able to discuss the threshold scenario.

The criteria for needing help were, as with acohol, not clearly distin-
guished from signs of a serious problem. At amajority of sites, lack of self-
care or being dirty or untidy were mentioned; other recurrent themes were
neglect of daily tasks and antisocial behaviours. "Danger for others' was
explicitly mentioned only in Tunisia. As with the alcohol scenario, there was
no mention of "requesting help" as a sign of needing help.

When the responses to al of the scenarios are compared, it is interesting
that the key informants often did not give information that created very clear
differentiation between the three thresholds of attention, serious problem,
and needing help. This was especially true for distinctions between the thresh-
olds for "serious problem" and "needing help": the answers to the two were
either identical or only minimally distinguishable. With the exception of the
scenario on mobility, dangerousness to sdf or others was often an element
used to differentiate the threshold of notice and that of a serious problem. In
responses to the need for help threshold, the added element was often failure
in self-management of mundane activities. For the mobility scenario, and

less commonly also for the mental disorder scenario, asking for help was
mentioned as a sign of needing help.

Responses to both the alcohol problem and the heroin problem scenario



268 Cross-Cultural Results

usually emphasized morally defined signs, even at the minimum threshold of
being noticed. The individual's failure to perform socid roles, and aggres-
sion or violence, were commonly cited as signs of acohol problems; with
heroin, the emphasis was less on violence and more on secretiveness. For
those with acohol and drug problems, there is the added burden of the ten-
dency to see the problem as voluntarily assumed; as one respondent from the
Netherlands put it concerning indications for needing help for the heroin
problem scenario, "no help because no sympathy." In contrast, while a per-
son with a mental disorder or low intelligence may aso fail to fill major
social roles, this failure is not described as part of the problem, but as a
conseguence of the problem. At the far end of this spectrum, responses con-
cerning restriction of mobility were not oriented to inherently negative so-
cia evaluations.

The responses of the CAR key informants suggest that the five problems
asked about are widely defined in terms of a mora gradient, in which a
physical mobility problem is the least negatively evaluated in socid terms,
and dcohol and drug problems are most negatively socidly evaluated. The
key informant responses for the mental disorder and low intelligence sce-
narios were generaly less negatively socialy assessed than responses for
alcohol and drug problems. Only the physical mobility problem responses
rarely contained amoralized dimension in al cultures. The intensity or steep-
ness of the moral gradient varied across cultures. The differential across the
five scenarios seems somewhat less in Canada, for instance, than in India,

but the existence and direction of the gradient is clearly evident in responses
from every society.

The relative importance of disabling conditions: The ranking exercise

A substudy within the CAR key informant study addressed the question of
how different culturesrank or rate the seriousness of different disabling con-
ditions (this study is reported in Ustin, Rehm, Chatterji et a. 1999). From
the perspective of the CAR research, it was important to discover whether
there were any meaningful differences in the ranking of the disabling effects
of health conditions by key informant from different countries. It was also of
interest to discover whether different informant groups (medical profession-
als, allied health professionals, health policy-makers, consumers or caregivers)
rank health conditionsin meaningfully different ways.

Key informants from the participating countries were presented with a
deck of 17 cards lisiting different health conditions (see Chapter 3 for de-
tails). They were asked to rank the conditions from the most to the least
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disabling. The "mogt disabling condition" was described as that which would
make daily activities very difficult; the "least disabling” was described as
that which would not interfere with the activities of everyday life. Numerical
codes were assigned to the 17 conditions, with "01" representing the most
disabling, and "17" representing the least disabling.

Non-parametric statistics for ordinal-level variables were used to analyse
the data. Overall ranking was established on the basis of the median. Health
conditions with the same median were ranked using the arithmetical mean as
the second criterion. To test for differences between countries or informant
groups, Kruskal-Wallis rank order analysis of variance for one factor was
used. Spearman and Kendal Tau B correlation coefficients were computed
to measure the association between different rank orders.

Table 6 gives an overview of the relaive rank order for the 17 health
conditions, ranked from most disabling to least disabling. Overal, quadri-
plegia was considered the most disabling condition across al cultures, fol-
lowed by dementia (rank 2), active psychosis (rank 3), and paraplegia (rank
4). At the opposite end of the spectrum, having vitiligo on the face (least
disabling = rank 17), being infertile when a child is desired (rank 16), and
having severe migraines (rank 15) were deemed the least disabling. The con-
ditions at both ends of the spectrum, that is the mogt disabling and the least
disabling conditions, showed lower variability than the conditionsin between
(see standard deviations in Table 6).

There were deviations from this combined measure of order within coun-
tries. Table 7 shows that in The Netherlands and Canada, for instance, active
psychosis is seen as more disabling compared to the overal-sample rank,
whereasin Tunisiait is seen as far less disabling. Being HIV-positive is con-
ddered relatively less disabling in Japan, Luxembourg, Spain, Turkey and
the United Kingdom, whereas it is considered the most disabling in Egypt
and Tunisia. HIV-pasitivity is, in general, the health condition with the most
variation in rank (see adso Table 6).

Statigtically, the differences between countries were significant for } 3 out
of 17 health conditions on the Kruskal-Wallis test. Only quadriplegia, paraple-
gia, below-the-knee amputation and mild mental retardation did not show rank
differences between countries at the 0.05 significance leve. It is interesting to
note that three out of the four conditions that are judged uniformly across
countries are prototypica physica disabilities. The fourth, mild mentdl retar-
dation, does not show the same degree of uniformity as the other three.

Althoughthere are statistically significant differences of ranking between
countries, the convergence of judgements is also quite evident. The Kendall
Tau rank-order correlations between different countries averaged 0.615 and
the Spearman rank correlations averaged 0.777, which can be considered
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relatively high given the variation among the cultures and experts participat-
ing. Within this average, there are clear cultural differences for some com-
parisons; for example Japan and Tunisia have a Kendall rank order correla-
tion of 0.441 (Spearman: 0.581), or The Netherlands and Tunisia correlate at
0.294 (Spearman: 0.431). This would suggest that there are clusters of cul-
tural viewpoints about disability rankings, and some cross-cultural agree-
ment, but there is no universal vision of the ranks across all disabilities.
The rank-order ratings of different informant groups are summarized in
Table 8. Only four out of 17 health conditions had significantly different
rank orders between different informant groups. HIV positivity, tota deaf-
ness, mild mental retardation, amputation below the knee. Interestingly, again
physical disorders are the most prominent, but in this case as conditions with
the most significant differences. HIV infection is the most variable condition
in this study. It was ranked from the most disabling of dl health conditionsin
Egypt and Tunisia to the third least disabling condition in Luxembourg. The
differences among expert groups are less dramatic but still important. The
differential availability of expensive treatment may contribute to these quite
different judgements. In general, it can aso be said that the physica condi-
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tions are ranked more uniformly and universally than mental conditions across
countries, but not across informant groups.

Parity or lack of parity among health conditions

WHO has an international mandate to seek to create parity among health
conditions. Parity is the goa of ensuring that society's health and related
resources are provided to people according to their health requirements, not
solely in terms of whether the underlying hedth condition can be character-
ized as a"physical" rather than a "mental" or "acohol or drug abuse’ health
problem. In many of the countries involved in the CAR study, parity has not
yet been achieved. Health insurance policies differentiate between whether
the acquired condition is physical, mental or related to substance abuse; so-
cid benefits are alocated differently according to etiology and category of
health condition. Even anti-discrimination provisions, in those countries that
have them, often only apply to people whose disability is not the result of an
acohol or drug disorder.

The data from the CAR focus groups clearly indicate that in al the cul-

tures sampled there is a stark lack of parity (both in the assistance provided
andin attitudestowardsindividual swith disabilities) bet ween physical, mental
and acohol- and drug-related disorders. Groups of health professionals, per-
sons with disabilities and their families al unanimously agreed that a wide
variety of negative socid attitudes are common towards individuals labelled
as mentally ill, or those with acohol or drug problems. These are not as
commonly directed towards persons with purely physical health conditions.
Those who readily expressed their culture's compassion, understanding and
willingness to accommodate people with physical health conditions often
went on to note the culture's impatience, disdain, or even outright hostility
towards acoholics and mentally ill people. The most often cited basis for
this difference was the extent to which the health condition is a result of
voluntary actions or morally culpable behaviours. In the case of mental ill-
nesses, most participants in the focus groups reported the cultural view that
such individual s are unpredictabl e and probably dangerous.

A question on parity posed to the focus groups was whether, in their view,
the services and laws applicable to persons with mental health problems are
equa to those applicable to persons with physical health problems. Many par-
ticipants were able to cite examples m their society where services and legd
protections available to people with physical conditions were not available or
less readily available to those with mental health conditions. A member of the
focus group in Nigeria noted that much of the country's legislation does not
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clearly apply to mental illness; and a participant in a Bangalore focus group
pointed out that the Indian policy of job reservation quotas for persons with

disabilities does not apply to those with mental health problems. In the United
Kingdom focus group severa participants thought that their country's rights

ﬁrotectlon legidation did not adequately cover the rights of people with mental
ealth problems.

Significantly, when participants said that they were unaware of the socia
services available to people with disabilities, or the precise coverage of laws
designed to protect their rights, they still did not hesitate to say that the poli-
cies and laws of their culture make a distinction between physical and men-
tal health conditions. They cited differences in restrictions on the right to
vote, run for office, or own property. The clear difference in socid attitudes,
they believed, made it self-evident that there would also be a difference in
socia policy and law.

Social disapproval or stigma

The dataindicate that the majority of individual sin public and in the workplace
avoid individuals with disabilities, and find it difficult to work with them.
This discomfort increases significantly with mental conditions, and is very
high with alcohol- and drug-related health problems. There is some indi-
vidual variability, but for the most part persons with disabilities face high
levels of workplace discrimination and avoidance. It was noted in focus groups
that the families of individual s with disabilities often face the same stigma
and avoidance. The disabled individual's prospects of marriage are greatly
diminished and in those societies where marriage has retained many of its
traditional function, other children in the family may aso be denied the op-
portunity of an advantageous marriage.

In the CAR study, key informants were asked questions about a collec-
tion of health conditions and disabilities that would €elicit data about their
perception of the degree of sociad disapprova that individuals with these
conditions would belikely to encounter in their culture. For comparison other,
socialy visible conditions or states were added: not being able to hold down
ajob, being dirty and unkempt, not taking care of one's children, having a
criminal record for burglary, and being pregnant. Then questions were asked
to elicit cultural information about expectations of what activities people
with various disabilities should engage in and the likelihood that they would
face socia barriersto participation. The aim throughout was to operationalize
stigmain ways that are relevant to disability.
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Ranking of socia disapproval

Key informants were first asked to report their understanding of the degree
of socia disapprova or stigma that people with various heath conditions
would encounter in their culture. Eighteen Likert-type rating scales were
used to assess the level of negative reaction experienced by someone with
each condition. The scales ranged from O (no social disapproval) to 10 (ex-
treme). The 18 conditions are listed in Table 9.

Mean ratings of social disapproval were calculated for each condition.
Since there was variation between sites in the actual ranges informants used
in their assessments, the results are presented in terms of arelative ordering
for each society. Across societies, those in wheel chairs, those who were blind,
and those who could not read received the least amount of socia disapproval,
while those with alcoholism, a criminal record, HFV infection, or drug ad-
diction received the highest level of disapproval.

Substantial differences in ordering were found in socid disapproval rat-
ings for obesity. In relative terms, obesity drew more stigmain Canada, Tur-
key, and the United Kingdom, and less in China, Greece, India, and Japan.
Depression drew relatively high stigma in Japan and Tunisia, but relatively
low stigmain China, Romania, Spain, and the United Kingdom. Being un-
ableto hold down ajob drew relatively less stigmain Japan, while homeless-
ness was especialy stigmatized in Canada, The Netherlands, and Romania.

Leprosy drew arelatively high stigmain Nigeriaand China, but low stigma
in Tunisia. In Nigeria, leprosy was more stigmatizing than in Egypt and Tu-
nisia. The socia disapproval level for someone who does not take care of his
or her children was relatively low in Turkey and Japan, but high in Egypt,
Luxembourg, and Tunisia.

When each country's ranks are compared with the overall rank order, it
can be seen that in Canada, obesity, homelessness and not taking care of
children faced more disapproval, while acoholism was met with relatively
less socid disapproval. In China, obesity, depression and not taking care of
one's children are conditions that were less stigmatizing, whereas leprosy
was relatively more stigmatizing. In Egypt, depression was regarded as rela
tively more, and homelessness relatively less, stigmatizing. In Greece, those
in wheelchairs face more disapproval, and the obese face less disapproval.
Japan's stigma ordering shows that those in wheelchairs, who are blind, or
who have depression or a chronic mental disorder face more disapproval. On
the other hand, those who are obese, have afacia disfigurement, are dirty and

unkempt, or do not care for their children may trigger relatively less negative
reaction in Japan. In Nigeria, those with a chronic mental disorder or leprosy
seem to face more social disapproval. In Tunisia, depression was considered
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more stigmatizing than many other conditions, including dementia; leprosy

[ -§§§ ATmeToowe2e Nex on ene was less stigmatizing than the average. In Turkey, the item "not taking care
: f_. - of one's children" did not provoke as much disapproval, whereas obesity
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g ; ,§ N e e aTo c® S om o © o relatively less socid disgpproval. India, Luxembourg, Romania, and Spain
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In the analysis below, these six responses are treated as an interval scae,

= g ,n_;o E e ~ =% = = o d: ‘-é’ with ahigher score indica!ti ng a greater disapproval_of a_lpublic appearance.
e 253 Again, generdly speaking, it is apparent that being in a wheelchair and
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. A person who confined to a wheelchair because of a spind cord injury
A person born with low intelligence
A person who says there are voices talking to him or her al the time
A person who isin abar constantly with adrink in hand
A person who is constantly under the influence of heroin

O s WN R

In order to gauge cultural expectations of what activities people with such
health conditions can perform, informants were asked, for each of 10 activi-
ties: "How surprised would people be if this person did this activity?' Re-
sponse options were "Not a al surprised,” "A little surprised," "Surprised,”
and "Very surprised.” Informants were aso asked: "Is it likely that anyone
would place restrictions or barriers on the person doing this?' Response op-
tions were "Very unlikdy," "Somewhat unlikely," "Somewhat likdy," and
"Very likey."

Table 12 presents the overall percentages, aggregated across al dtes, of
the respondents who would be surprised (or very surprised) if they saw or
heard about someone with a health condition doing the activities listed, as
well asthelikelihood that barriers woul d be encountered. There are substan-
tial variations between different activities. Taking public transportation and
having sex are activities which would be particularly surprising for someone
in a wheelchair, but not for someone with any of the other conditions. A
person born with low intelligence is believed to be likely to face barriers
with regard to performing most of the 10 activities. The majority of respond-
entsindicated that they would be surprised if someone who hears voices kept
afull-timejob or became elected to a government position.

A majority of respondents across countries indicated that someone with
an alcohal or heroin problem would be unlikely to keep things tidy, take on
parenting roles, keep a full-time job, or hold a position in local govern-
ment. In addition, according to most respondents, persons with such prob-
lems would be likely to face some type of barrier in taking part in commu-
nity festivals, becoming a parent, managing money, keeping ajob, or
becoming elected.

In Table 13 the ordering of thefive conditions for "surprise’ and "likely to
face barriers' for each siteis presented. These orderings are based on average
scores calculated across all 10 activities for each country. For the sample asa
whole, aperson in awheelchair ranked lowest on both "surprise’ and "barriers

faced," whereas a person who hears voices ranked highest. Canada is most
notably different with repect to aperson with an a cohol problem (which ranks
in Canada as provoking the least surprise and facing the least barriers), and
somewhat different forthelow intelligenceheal th condition. In China, persons
with acohal or heroin problemsfared theworst. In Greece, people with mental

Tuble 11 Public reaction: percentage responding “People would think it was wrong™ for a person 10 appear 10 public, by country
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hedlth problems (low intelligence, hears voices) seem to face the most obsia
ces. A person in a wheelchair in India and Nigeria was perceived as least
likely to carry out the given activities, relative to the other conditions. In Egypt,
Japan, Nigeria, Spain and Turkey, a person with a heroin problem seemed to
be mog likely to face barriers. In The Netherlands and Romania, this can be
sad for a person with low intelligence.

As aready noted, issues of socid disgpproval and barriers to socid par-
ticipation were gpproached in the key informant interviews from several an-
gles. In Table 14, the patterning of responses on these questions concerning
each of five health conditions are summarized in terms of the relative rank-
ing of the five conditions. This reflects the comparative emphasis of this
analysis, and aso steers around the apparent differences in the tacit systems
of measurement used by informants at different sites.

Averaging across al sites, the person in a wheelchair - the physical
health problems used as an index condition - was viewed as the least stig-
matized and the most socially accepted to appear in public of the five con-
ditions. In terms of sociad and daily-life activities, participation by the per-

son in a wheelchair would aso overal be the least surprising, and would
meet the fewest restrictions or barriers. Second in terms of less stigmatiza-
tion and more acceptance of appearing in public was the person with low
intelligence, followed in order by the person with a chronic mental disor-
der, the person with an acohol problem, and the person with aheroin prob-
lem. The ordering on participation in socia and daily-life activities was
somewhat different, with the person with an alcohol problem ranking sec-
ond, the person with low intelligence third, and the person with a chronic
mental disorder last.

In terms of the relative stigma of the five conditions, amajority of socie-
ties - Greece, India, Luxembourg, The Netherlands, Romania, Spain, Tuni-
sia, Turkey, and the United Kingdom - followed the ranking of the average
across sites. The other societies - Canada, China, Japan, and Nigeria- showed
aminor deviation in ordering, the person with an acohol problem less tig-
matized than the person with a chronic menta disorder. In generd, the con-
vergence in the ordering of stigma among the conditions was impressive.

A number of societies - Canada, Luxembourg, Nigeria, Romania, Spain,
Tunisia, and the United Kingdom - followed the same rank order as the
average ranking across al stes for acceptance of the person with the condi-
tion appearing in public. For answers to this question, deviationsin ordering
were more varied. In China, Greece, and India, more acceptance was re-

ported for a person with low intelligence appearing in public than for a per-
son in awheelchair. In Japan and The Netherlands, aperson with an acohol
problem ranked higher than el sewhere on appearing in public. A person with
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Table 14 Socuﬂ dnsapproval expectaticn of somal paruc:pattm,
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low intelligence ranked lower than esewhere on this dimension in Japan and
Turkey. In Turkey, indeed, public appearance was reported to be most ac-
cepted for the person with a chronic mental disorder.

The responses from Canada were unique in ranking the person with an
alcohol problem lowest both on surprise at, and on restrictions and barriers
to, socid participation. Other societies where the person with acohol prob-
lems ranked relatively low on these dimensions included The Netherlands
and Greece. On the other hand, it was reported that in China and Romania
the person with acohol problems would find the most restrictions on socid
participation, even greater than for the person with aheroin problem.

Altogether, in seven societies the person with a heroin problem was
ranked lowest or next to lowest on socid participation expectations and
resistance, while thisperson would be met with relatively less surprise and
resistance, it was felt, in Canada and The Netherlands. In most societies,
socia participation by the person in a wheelchair would be greeted with
the least surprise and resistance. The surprise would berelatively greaterin
India and Nigeria; only in Canada and Nigeria were the restrictions or bar-
riers on participation expected to be less for another condition than for the
person in awheelchair.

Overdl, the ordering of the five conditions showed consderable varia-
tions across dimensions and across sites. Nevertheless, some generd pat-
terns emerge. Both on stigma and on expectations of participation, the per-
son in a wheelchair is generally regarded the most favourably. For stigma,
the persons with alcohol and heroin problems usually rank high, while for
expectations and restrictions on participation, it is the person with a chronic
mental disorder and the person with a heroin problem who generally vie for
the least favourable position.

Summary and conclusions

The centre report, focus group, and key informant data made a significant
contribution to the CAR study's ability to explore both cross-cultural com-
parability of views on disability, and the significant differences in the ways
that individual societies attached stigma, evaluated the need for assistance,
noticed the problem in thefirst place, and attached evaluations of severity to
different kinds of health conditions. The results strongly indicated that the
mode] of disability foundin| CIDH-2issufficiently cross-culturally applica-
ble tojustify the continued development and dissemination of the interna-
tional classification, and they solidly supported the current and future work
on creating an international "language of disability.”
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The following chapter explores the structure of the classification of dis-
abilities, and the specific concepts behind the conceptudization of disability
that have been implicit in this chapter.



