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Bt to avand pryc o dagnoses, sstuch e no Belp o ns, since atiempts
tocure onn sy mptone. by psychotherapy e metfearnve and may prevent us
from receiving the cuae we need. Nevertheless, ME does combine physical
and psychological disability, and experiencing that complex combinaton
fas led mie o believe that what matters most in identifying disability is
identifying the ditficulties people face in surviving and contributing to

their societies.

How Should Disability Be Defined?

[ am not going to recommend specific definitions that T would like to see
adopted by the United Nations. The definitions they use have to serve spe-
cific political purposes of the World Health Organization and other agendies,
and they have to be arrived at by a complex process of political compromise,
of which I know virtually nothing. My purpose in criticizing the UN defini-
tions is 1o bring o light issues that may be glossed over or imnissed altogether
1if we accept them too readily and wy o apply theny in all contexts.
Neverthicless, T think that on the basis of the discussion so far, I can sum-
marize some characteristics that good definitions, for both educational and
practical purposes, should have: Good definitions of impairment and dis-
ability should recognize that normal {i.e., unimpaired) physical structure
and function, as well as normal {i.e., non-disabled) ability to perform
activities, depend to some extent on the physical, social, and culiaral envi-
rommnent in which a person is living, and are influenced by such factors as
what activities are necessary to survival in an environment and what abili-
ties a culture considers most essential w a participant. However, they
should also take into account the possibility that some menibers of a society
may have a vested interest in defining ‘normal’ structure, funcion, and
ability for other members in ways that disadvantage those other members
and/or mask ill reatment of them. Thus it is important before accepting a
socicty’s standards of normality 1o compare them o those of other soci-

eties; if they are lower than, or markedly different from, wmany others, or if

they are different for different groups (e.g, sexes, races, classes, or castes),
the possibility that disability is more widespread in that society than it
standards would recognize should be carefully examined.

T addhtion, some terms, such as handicap, may be useful 1o refer specifi-

catly 1o any doss of opportunities to participate in major aspects of the ite of

Aoty et renndts Trom the mtenwtion of a disabiliny wuh the physical,

27

Whe In Dhisabled? Definmg Disability - §

socnd, s coltmal covromens of the person who has o The fact that a
soctety does ot consider an oppontimity necessary or apprapriate for a per-
son belongmg o some paotonla goap (e, age, sex, class) may be
mrelevant o whether the person s handicapped, since it is noe unusual for a
society to handicap large groups of i owii peaple. On the other hand, not
every loss of opportunity is a handicap, despite thie fact that one ofien hears
or reads the observation that everyone is disabled or handicapped in some
way {or example, see Murphy 1990, 66). T will not go into detail here
about how much foss of opportunity constitutes a handicap but will discuss
this as an aspect of the social creation of disability in the next chapter.

In general usage, the distincton between “disability” and “handicap” is
not usually maintained. Introducing it does have an educational funclion,
reminding people that many ot the ohstadles faced by people with disabili-
HIOS are N0 Deeessary Colsequeices of their physical conditions. On the
other hand, it also tends 1o ereate the miistaken impression that disability s
purely biological and handicap is sodial, when in fact both are products ol
hological and social factors. T this book, T will 1ost often use the term
“disability " 1o reter 1o any Jack of ability o perform activities to an extent
or in a way that is cither necessary for survival inan envirommnent or neces-
sary Lo partcipate in some mgjor aspect of Life ina given society I will

assume that disability has biological, social, and experiential components.

Who Defines Disability and for What Purposes?

[ believe that discussion of Loww disability should be defined is essential for
claritying our understandiug of disability and, ultimately, for tormulating
policies. But defining disability and identifying individuals as disabled are
also social practices that involve the unequal exercise of power and have
major economic, social, and psychologival consequences in some people’s
Hives. To ignore these practices would leave us with an idealized picture of
the problems of definitdon. T understand how the power of definition is
exercised and experienced, we have 1o ask who does the defining in prac-
tiee, for what purposes and with swhat consequences for those who are
deemed 1o fit the definitons,

On the subjea of defining race, Fuelyn Brooks Higginbotham says:

oo oo el then, race aast be seenas o socad constoaction

prochioaredapes b el diere e nd e the sl
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neons hstiyrashuy and positioming ol pronpe v a cs one another,
Maore thai this, race s a highly contested epreentation ol relations of
power between social categories by which mdnadaals are wdentified and
identily themselves, The recognition of radial distincions emanates from
and adapts to multiple uses of power i society. Perceived as “natural”
and “appropriate,” such racial categories are strategically necessary for
the functioning ol power in coundess institutional and ideological formns,
both explicit and subde. (Higginbotham 1992, 253-54)

Much of what Higginbotham says about race is also true for disability,
dthough the positioning of groups (disabled versus non-disabled, those
with acceptable bodies versus those with rejected bodies) and the contest-
ing of representations {e.g., pitiful cripple, inspiring example) are, 1 think,
in carlier stages of development in disability politics than they are in racial
politics. Despite the fact that there is sometimes more biological reality
underlying distinctions between the non-disabled and the disabled than
there is underlying distinctions between races, the belief that “the disabled’
is a biological category is like the belief that ‘Black’ is a biological category,
m that it masks the social functions and injustices that nnderlie the assign-
ment of people to these groups.

Charlotte Muller (1979, 43) points out that the providers of health care
and of benefits and services to people with disabilities gencrally define
who needs their help. This is an important reminder that the power to
define is not necessarily in the hands of those who are most affected by the
definitions. Later in this book, T will discuss more fully the cognitive
authority (Addelson 1983) of medical professionals and bureaucrats to
deseribe ns 1o onrselves and others, and the practical consequences of that
aunthority. Here perhaps it is sufficient to note that there may be important
ditferences between the definitions of disability employed by so-called
“providers” and the definitions of disability employed by people with dis-
abilitics. Tt is in the interest of many providers 1o define disability narrowly,
so that fewer people are seen o be entided 1o the benefits they are sup-
posed to provide than if disability were defined more broadly. Many
exanmples of this can be seen when insurance companies are involved as
providerss clearly itis in their direct financial interest to define disability as
narowly asthey canwithout visking costly hitigation. " The multiplicity of
providers G create coantusion about who is disabled: it 1s not uncommon
lor peaple swth disalihines 1o find thomselves fitiing some bureaucracies”

[N

detuanon o deabiiny and ot others,
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Who ldentifies Herself[Himself as Disabled?

Itis important to keep in mind that some people who consider themselves
dmabled are not identified as disabled by everyone else, and that not every-
one who is identified hy other people as disabled (either for purposes of
entittement, purposes of discrimination, or others) considers herself or
himselt disabled.

On the one hand, many people who identify themselves as disabled
because their bodies cause them great physical, psychological, and econom-
ic struggles are not considered disabled by others because the public and/or
the medical profession do not recoguize their disabling conditions. These
people often tong o be perceived as disabled, because society stubbornly
contnues to expect them to perforny as liealthy non-disabled people when
they cannot, and refuses to acknowledge and support their struggles. Tor
example, pelvie imflamimatory disease (PID) causes severe prolonged disabil
ity in some women. Woren with PID are often given psychiatric diagnoses
and have to cudure the skepticisim of families and friends, in addition to liv
ing witlt intense and wnrelenting abdoninal pain (Moore 1985).

Of course, no one wants the social stigina associated with disability, but,
as T have already pointed out, sodal recognition of disability determines the
practical lielp a person recenves from doctors, govermuent agencies, insur-
ance compaiies, charity organizations, and often from fanufies and friends.
Moreover, if you are correctly identified by others as disabled, your experi-
ence of your own body is (at least to some extent) recognized by your
society and the people who surround you; denial of their expericnce is a
major source of loneliness, alienation, and despair in people with unrecog-
nized disabilities (Jeffreys 1982). ln addition, for many people with
disabilities, identity as a person with a disability has a vital political mean-
ing: they are members of a group of people who share the social
oppressions of disability and struggle together against then.

On the other hand, there are many reasons for not identifying yourself
as disabled, even when other people consider you disabled. First, disability
carries a stigma that many people want to avoid, if at all possible. For newly
disabled people, and for children with disabilities who have been shielded
froms knowledye of how most non-disabled people regard people witl dis-
abilities, 10 takes tnne 1o absorh the sdea that they are members of a

ctigimatized waonp Taoady deabled adudts gy sadl Bave the stereotypes of
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iability that.ae common amony non deabied poople They gy be m the
habie of thinkimg of diabiity as woral, Behoving that people who are dis-
abled e disabled i all vespects. Since they kiow that they are not
themselves disabled i all respects, they may resist identifying themselves as
prople with disabilitics, They may fear, with good reason, thét it they iden-
Gy themselves as disabled, others will see thein as wholly disabled and fail
tevecogmize their remaining abilites or, perhaps worse, see their every
abiity and achicyement as ‘extraordinary’ or ‘courageous’ (Wright 1983).

Fen some people, having hoped or expected to recover frony accident or
nipny, or having hoped for a “cure’ since childhood, identitying themselves
4 dieabled may imcan giving up on being healthy, or being able to walk,
wee, or hear (for example, deaf children often expect to grow up into hear-
g adulisy, and accepting the prospect of the rest of one’s life with the
body and abilities one currenty has (Wright 1983). Canadian filnmaker
Bonme Klein describes how, sixteen months afier a debilitating stroke, she
did not accept herself as disabled. Even though she ased a wheelchair, she
chose "a glamorous cinema with inaceessible bathrooms” for the premier
ot one ol her ilms (Klein 1992).

tor people who identify themselves strongly with their work and fear
tor lnow) that they cannot continue the same work with their new bodies,
tecepting disability means making a decp change of identity. Barbara
Eovenblum, who became il with cancer i midlife, wrote:

My work identity runs through my very celludar structure. For e,
work s ike a religion. Thave devored my life o e Being a sociologist has
hecn central o my identity and now Iam giving that up. bwas frightened
when tthought of going on disability. Would they write “disabled pro-
fessor™ on iy records at the hospital? (Buder and Roscrblum 1991, 63)

Recognizing miyself as disabled certainly required that [ change my self-
rlentiny and adopt a radically new way of thinking about myself. This
mdluded accepting the reality {though ot the justice) of the stigma of
benge chronically 11" especially the shane of being unable to do many
Hungs that people stll expeced me 1o do, T also required reimagining my
Ple s anew, much more limited, and perpetually unmmfon;ble bady,
and then reoreanizing iy work, home, and relationships to make this dif-
Fevent Tle possihle AEOE this was ditficult, but another Very important pan
of changne g adeany hielped me irough the rest. T found that 1 could

b e weme of swhar wae happenine (o me by walking with othuy people
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with disabibitees and reading books and aricles by thems They already konew
how the stigima of disabiliy works, and how 1o live well with illuess and
physical imitatons. by the process of learning what I needed to know from
them, T recoguized myselt as one of thenr, When 1 identified myself as a
person with a disability, I no longer felt T was struggling alone.

It was easier to identify myself as disabled to myself than it was o iden-
ify myself as disabled to others. For me, this was not primarily because |
was afraid of the stigma; [ had already encountered the most profound
ways that the stigmia of chronic illness would affect me. The problem was
that when | had recovered enough swrength to return to work part-time, [
no longer looked very ill although I still fought a daily batle with exhaus-
tion, pain, nausea, and dizziness, and I used a cane to keep my balance. 1
was struggling, and since people could not see that I was struggling, T was
constantly explaining to them that I was struggling, that T conld no longer
do things that I had done betore, and that T did not know wheu or even if |
would ever be able to do (hem again. T simply wanted my friends and the
people T worked with 1o recognize my limitadons and to aceept, as 1 had,
that they might be permauent, but 1 is hard to describe the invisible reality
of disability 1o others withourt feeling that you are constantly coumplaining
and asking for sympathy. Then too, others resisted believing that T might
never regain my previous health and ability. They tried o alk me out of
atritudes and actions that dhey saw as “giving up hope” and that T saw as
acceptance and rebuilding my life.

In addition, there was another obstacle (o identitying myself to others as
disahled. Although I felt that the struggles of people with disabilities, espe-
clally women with disabilities, were niy struggles {and I still do), I also felt
a kind of unworthiness to count myself among people widy disabilities,
because I was so much better oft than they were.

I have heard other people with disabilities, some of them i terrible cir-
cumstauces, say that they do not consider theniselves disabled because
“others are so much worse off than Tam.” I think it is sometimes a way of
minimizing one’s own difficulties in order not to feel frustration, grief, or
shame. Or it can be a way of clinging o one's right o pity others, and
therefore to feel stronger, healthier, and more ‘normal’ than them. I think it
is sometimes based on the stereotype of disability that pictures people with
disabilities as wtally disabled, unable to do anything for themselves or oth-
ers, and theretore i need of charity; as long as they can do anything,
people who buse tos sercotype inmind refuse o think of themselves as

disabled om of prsde oed tooavond Charity,
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Something else was also bothering me Ny reluctanee canie partly rom
awe of people who lived with more disabling Conditrons tun mine; after
all, 1 had learned most of what I knew about how to cope from them. It
also came from guilt and shame that while I was able bodicd | had barely
noticed, and certainly had not begun to understand, the struggles of people
with disabilities or the privileges | had because T was not disabled. I realized
oo how fucky ['was to have built a professional life before I became ill that
prosided not only adequate disability insurance but also the possibility of
contimuing my work with my new limitations.

fonme Klein describes feelings similar to mine, which occurred the first
tune sheantended a meeting of the DisAbled Women's Network, Canada:

Feel apologetic, legitimate, because T was not born disabled, and 1
A not s severely disabled as many other people. T feel guilty about my
privleges of dlass, profession (including niy disability pensiony, and fam-
dv Do neweomer o the disability movenient; T have not paid my
e (hle 1992, 73)

My own cmbarrassiment and fear of rejection gave way 1o the reality of
“hared wark, shared experiences, and mutual understanding. When | began
o ling acourse on women and disability and meeting a lot of women
sl disabilities, Tound that they treated nie as oue of them, welcomed my
counihution o disability movement, and taught me about their lives with
sneat penerosity, regardless of the severity of their own disabilities and dis-
whvartages. Although Tam sall very aware of my privileges, Tuo longer feel
answvorthy to call myselt a disabled woman.

Some Politics of Disability Identity

Whether to identify oneself as disabled can be a contentious political issue.
For example, there s a lvely debate among the Deaf’ abour whethier to
mdlade themselves in disability rights groups, since many Deaf people do
oot consider themselves disabled. Because the Deaf have sign language and
arich cultare separate from hearing people, it is very clear that the Deaf are
not disabled in all contexts. As Roger J. Carver puts it:

Indeed, as one enters into the world of the Deaf, disability as a factor
in their lives ceases o exist. A hearing person unfamiliar with the lan-
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sentee and contoms ol the Dedd commmanmty sl wstandy foned hignself
handicapped i such a contest, aeany from Ins disabality in the area of
commuaneationt, o the saime ven, o Deal prrson will leel the same way
when be fac] s among speaking hearing persons, This handicap is no dif-
ferent from that incurred by visiting a foreign country in which a
different language is spoken. Teexplains in large part why the Deaf do not
feel at home among other disabled persons; they do not share the same
communicatons systent Put “wheelies” together into a group; they are
still confronted by the reality of their disability. The same 1S 1rue for the
blind or even the hard of hearing. (Carver 1992)

From medical and rehabilitative practitioners’ point of view (which is
also the point of view of most hearing people), a deaf child is disabled by
her inability 1o hear, and so the child becomes the focus of efforts to "nor-
malize’ her as far as possible within the hearing commumity. But from
another, equally valid point of view, the same child is handicapped by hear-
ing people’s (often including her parents’) ignorance of Sigu. In a Deaf,
signing community, she is already normal, assuming that she has signing
ability appropriate for her age. The validity of this second point of view is
weakened or even forsaken when the Deaf identty themselves as people
with disabilities and join disability rights groups to work for their own
welfare.

On the other haud, since most medical and rehabilitative authorities, as
well as the hearing majority, consider the Deaf disabled, the Deaf must
often identify themiselves as people with disabilities in order to obtain the
equipment and services they need. Carver says, “To the eyes of the Hearing,
our technical devices are medical devices or ‘assistive living aids;” in the
eyes of the Deaf, they are mundane, cveryday instruments in much the
same way the Hearing regard their telephones, TV sets, alarm clocks, and
doorbells” (Carver 1992).

Moreover, since the Deal are widely regarded as disabled, they are wreat-
ed in some of the same ways as (other) people with disabilities, and
therefare they have some common causes with (other) people with disabil-
ities, including the goal of being accepted as different rather than rejected
as defective (Viug 1992). For this reason, some of the Deaf identify them-
selves as people with disabilities and/or want o work within organizations
of people with disabilities.

Many of the same things Carver says about the Deaf are true of most
people with disabilites: We are disabled in some, but not all, contexts; the
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deabihty nea piven stuation s often Greated by e vabihiny or unwilling-
ness ol others o adapt themselves or te cinsonmnent 1o the physical or
puychological reality of the person desiguated as “disabled’: and people
with disabilities often regard the accommodations they make o their physi-
cal conditions as ordinary living arrangements and their lives as ordinary
lives, despite their medicalization by professionals and most people’s insis-
tence that they are anusually helpless or dependent. These facts are more
obvious in the case of the Deaf, because the contexts in which the Deaf are
not disabled are more readily available, more toal, and more public than
for most people with disabilities. Thus Carver says that other people with
disabilities are still confronted with their disabilities when they are in each
other's company; but that is not endrely true, It is true that people who use
wheelchairs sdll have the sanie difficulty walking when they are in the
exclusive company of other peaple who use wheelchairs, but walking is
out of the question for the whole group, aud so it is not an issue or an
obstacle to participatng fully in the group’s activitics. Disability is contex-
tual for everyone, not only for the Deaf."

Nevertheless, mauy of the concerns raised by the Deat are important
general concerns for polidcal organizations of people with disabilities.
What, if anything, do people with disabilities have in common? Do thiose
with similar disabilities have more in conmion, or do other factors such as
gender, class, race, age, or sexual identity have a more profound effect on
the experience of disability? Does identifying ourselves as disabled rein-
force the very perception of us as radically “difterent, whicli is a source of
stereotypes and assumptions (hat stand in our way? Does it perpetuate the
practice of regarding our different bodies, rather than the inaccessible and
unacconmodating enviromnent, as the source of our problems? Should we
emphiasize our similarities to non-disabled people or our differences from
then, including our different strengths and abilities? Should our political
goals emphasize full integration of people with disabilities among people
without disabilitics, or should people with disabilities maintain some sepa-
rate organizations and perhaps nurture separate cultures based on our
ditferent experiences and knowledge?

These concerns in turn raise questions about the meaningfulness of the
category, “people with disabilities,” the subject of this chapter. Is that cate-
wory a product of false universalization, as some feminist writers claim is
true ol the category “women? s 1 not likely that living with disabilities
reovery ddfercnt for people swith ditferent disabilities, and different {or

nndes aned fenules, people of ditferen ages, races, vhisses, o Hpatiens
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perhaps so ditferent that to limp them dl togedher ina single category
serves no uselul purpose? Doces the category obscure the differences and
perhaps even swallow up the diversity of experiences, absorbing them into
the experiences of articulate, relatively privileged white males with certain
disabilities?

Researchers working on disability have, as Fine and Asch put it, “focused
on disability as a unitary concept and have taken it to be not merely the
“master’ status but apparently the exclusive status for disabled people”™”
(Fine and Asch 1988, 3}. One consequence is that gender differences in the
experience of disability have only recently been brought to light, primarily
in the writings of women with disabilities. Nevertheless, there s already
strong evidence that there are major gender differences in the experience of
disability {Fine and Asch 1988, 1—f). This gives us reason to suspect that
further research will reveal the importance of other factors, such as race
and class, o the experience of disability, Does this mean that we should be
suspicious of the category, “people with disabilities?” Yes. Doces it imcan we
should discard it, or does it retain some mweaning and usefulness? Fine and
Asch suggest au answer when they consider similar questions about the cat

egory “women with disabilities,” the subject of their book:

U is tronic o note that the very category that integrates this ext, “dis-
abled girly and women, ™ exists wholly as a sovial construct. Why should a
limb-deficient girl, a teenager with mental retardation, or a blind girl
have anything in common with cach other, or with a woran with breast
cancer or another woman whao is recovering from a stroke? What they
share iy siilar treatment by a sexist and disability -phobic society. This s
swhat makes it likely that they wili be dhrosny ogether inschool, i the
unemployment hioe, in segregated reercational programs, in rehabilita-

tion centers, and in legislation. (Fine and Asch 1988, 6)

Widespread perceptions that people with disabilities are similar in very
significant ways create the category, “people with disabilities.” Thus it is
various aspects of their treatment by their societies that people with disabil -
ities are most likely o have in common; these will often be aspects of social
oppression. In North America, they include: verbal, medical, and physical
abuse: neglect of the most basic educational needs; sexual abuse and
exploitation: cutorced poverty s harassment by public and private sector
bureancoracee, ob decomnnation: segreeanon in ~chools, housing, and

workshop oo il ot hinddines transportation and other public
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Lacthnes, socad molanon due 1o prejudice aned ot fear; crasure as a
sextal hemp: and many more subde nunifeatanone ol disability-phobia,
enperienced as dady stress and wounds o sell esteems As i every
oppressed group, not everyone will have experienced all aspects of the
oppression, but the pattern of oppression produces overlapping patterns of
cxperience among group members. This overlap, combined wich the
awareness that imany things happened to them because they are identified by
others ax mentbers of the group, can motivate people of diverse experiences
to work together for Uicir common welfare, to identify themselves willing-
fy as members of the group, and w0 redefine for themselves what being one
of the group means.”’

I will discuss issues of diversity among people with disabilities and the
dangers of false universalizing at length in chapter 3. For now, it is enough
o say that 1 think “people with disabilities” is not a meaningless category
as long as there is sodial oppression based on disability, even though the
lorns this oppression takes, and the ways it is expertenced, may vary great-
fy mmong societies and according to other factors, such as age, gender, race,
class, religion, caste, and sexual identity. What the category will mean (it
anything) in the future will depend in parc on what meanings people with
disabilides give it through their cultural interpretations and their political
actions. As Audre Lorde says of Black women and men: “[1]t is axiomatic
that if we do not detine ourselves for ourselves, we will be defined by oth-
ers —for their use and to our detrintent” (Lorde 1984, 45).

We have seen that disability is defined, and people are identihed as dis-
abled, for many purposes. How a society defines disability and whom it
recognizes as disabled are of enormous psychological, sodal, economic,
and political imiportance, both o people who identity themselves as dis
abled and to those who do not but are nevertheless given the label. How a
society defines disability and whom it recognizes as disabled also reveal a
great deal abour that society’s attitudes and expectations concerning the
Body, what it stigiatizes and what it considers ‘uormal’ i physical appear-
ance and perforinance, what activities it takes to be necessary and/or
valiable and for whom, and 1ts assumptions abour geuder, age, race, caste,
and class,

tn the ethically ideal sitnation, the only practical reason for defining dis-
abihiy would come frony the need 10 identify people who should receive
certun resources i order o have both the necessities of life and good
cppotites o develop then poreatial and 1o partidipate i gnen com-

nainnty B thees necd waonb b apply o everyone, not only o penple with
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disabihitios, Plus, of this need were o saaety s only concern with disability,
e category "people with disabilinies” would be useless—1o0 specific to
identity those 1 need of resources and oo general to identify what kinds
of resources are needed. In such an ideal circumstance, the category itself
would probably disappear.
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