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What |s Disability Cul ture?
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| have been asking (and being asked) the title question for
at | east the past dozen years. | have identified and shared
exanpl e after exanple to denonstrate the existence of disability
culture, but it is much nore difficult to define the phrase.
There are many reasons for this. The words, "disability," and
"culture" are each val ue-laden, charged with enmpotion in every
culture I have encountered. Alnpst all of us identify with nore
than one culture. Gowing up | knew, for exanple, that | was
mal e, that | was a Mdwesterner (United States), that | was
Jewi sh, that | was middle class, that | was white, and probably
many other things | amforgetting as | wite this paragraph. The
point is that each of these exanples could be considered

cultural. | was also a person with a disability during nost of ny
youth, but it was much later in nmy life that | identified nyself
t hat way.

Moving to an international perspective the word "disability”
has different connotations to diverse cultures just as the word
"culture" does. The definition of disability that nmay have becone
the nost known is that of someone who has a major |ife inpairnent
preventing them fromparticipating easily in a major activity
such as wal ki ng, seeing, hearing, thinking. But that definition
is one of only dozens in the United States al one. Worl dwi de there
may be hundreds, if not thousands, of definitions of disability
and | would venture the sane applies to the idea of culture. Any
word that has such historical and contenporaneous significance
will create controversy and interest.

In the past two years | have been asked to describe and
stimul ate di scussion about disability culture on two websites. As
a result of these efforts | have sought quotes about disability
culture fromsources around the world. The bul k of this paper
wi |l consist of other people's words with sone (hopefully)
descri ptors about why these particular quotes are being used. One
not e about style and | anguage. | have attenpted to maintain the
styles | found these words first formatted in out of respect to
the authors and their wi shes. In the same vein, | have kept the
| anguage in its original spellings.

| begin quoting myself fromlnvestigating a Culture of
Disability: Final Report published in 1994 after receiving the
first nonies fromthe Departnment of Education to do research
about disability culture. This paragraph was first used in ny
proposal to the National Institute on Disability Rehabilitation
Research (NIDRR) to start this work



The existence of a disability culture is a relatively new
and contested idea. Not surprising, perhaps, for a group
that has | ong been described with terns |ike "in-valid,"
"inmpaired,"” "limted," "crippled,” and so forth. Schol ars
woul d be hard-pressed to discover terns of hope, endearnent
or ability associated with people with disabilities. (Brown,
I nvestigating a Culture of Disability)

The foll owing quote | found online while searching for
descriptions about disability culture fromother countries. |
know not hi ng about the author

Disability can be represented as a culture, though the range
of differences anpbng the disabled is enornous. The di sabl ed
comunity is the nost divers[e] there is. It is therefore

i mportant to include self-reflection and self-criticismin
disability studies programmes. Sone difficult questions have
al ready been asked: have these differences been used as a
means of division and separation? Are people with severe
devel opnental disabilities or learning disabilities regarded
as full menbers of the club? O is the expression " physical
disability' a disguised strategy for drawing a |line, even if
it is coomon know edge that (develop)nental disabilities
have physical markers too? (Ine Gevers: Non-Synbolic
Cultures, <http://users.bart.nl/~5star /N about. ht np)

Harl an Hahn, perhaps the first scholar to wite about
di sability being beautiful, wondered, "Have you ever thought
about going to McDonald's as part of your cultural heritage? He
says for people with nobility disabilities fast food restaurants
are a cultural icon.” (VSA arts New Mexico website: <http://
WWW. vsartsnm or g/ >)

Under standi ng Disability Culture (New Zeal and)

A New Zeal and website | found included many links to
disability culture and focused, as does much of the world, on
enpl oynent .

Encouragi ng and educating the public so society is inforned
and understands disability culture. One way this can be
achieved is by ensuring a disabled person is included on
enpl oynent interview panels. Ensuring the rights of disabled
peopl e are pronoted and uphel d. This can be achi eved by
ensuring a conplaints process is understood by di sabl ed
peopl e using particul ar services. Providing enpl oynent
opportunities for disabled people. This can be achi eved by
ensuring enploynent criteria does not disadvantage di sabl ed
peopl e. Foster |eadership by disabled people. This can be
done by ensuring disabl ed people are invited to training and
education courses with other staff. Support quality living
in the community for disabled people. One way to achieve
this is to offer a choice of living and support options for
di sabl ed people. Increase the collection and use of

i nformati on about disabl ed people, issues and services.
Pronmote participation of disabled Maori. This can be done by
ensuring that they are included in discussions on policy



devel opnent and service delivery. Pronote participation of
di sabl ed Pacific Peoples. This can be done by ensuring

di sabl ed Pacific People can be involved and contribute to
vari ous organi sations. (The Inplenentation of the New

Zeal and Disability Strategy Auckl and Regi onal Forum

Cel ebration of Disability (South Africa)

A South African Mnister identified "disability culture" as
a way to celebrate disability:

The struggle for inclusion is going to be a |long one as the
evolution of "disability culture” is still in an infant
stage in our country. A key function of "disability culture"
is the celebration of the uni queness of disability. It is ny
belief however that it will blossomas people with
disabilities increasingly identify with each other and begin
to express thenselves nore artistically and participate in
the cultural life of society as a whole. (Speech by the

M ni ster of Arts, Culture, Science and Technol ogy, Dr Ben
Ngubane at The Cel ebration of Disability Awards 25 Novenber
2000, Durban, South Africa)

Disability in the Arts, Disadvantage in the Arts (Australia)

An Australian website includes a nulti-tiered plan to
utilize the arts, disability culture, and disability pride to
focus on people with disability contributing to Australian
society. Belowis a small sampling of what's on their website:

People with a disability should have the option of

i dentifying thenselves in the context of a named “culture of
disability' which is a positive devel opnent, because society
as a progressive force has a good deal to gain fromthe
notion that people with a disability are contributing
menbers of society, the arts providing a particularly
appropriate vehicle for such a contribution. Arts In Action
South Australia Eddie Bullitis describes disability culture
as having evolved froma range of ingredients; issues with
whi ch people with a disability have al ways been grappling,
such as segregation, tolerance, celebration, unity, common
experience, oppression and barriers.

To some people the very notion appears dangerous because it
inmplies a return to past eras of segregation and separation
and m ght be a cause of fear and confusion. However, one of
the powerful objectives of identifying a cultural novenent
is to be able to bring about positive changes of attitude,
systens and | aws, through shared thought and action

Disability culture offers people with a disability another
framewor k of possibility or choice.

Sally Chance states that the idea of belonging to a culture
of disability is offered to the nenbers of Restless, within
the specific context of the company, as a possible means of
forging individual identity. Often this is a neans of



count er bal anci ng the views of some nmenbers of society. It is
a choi ce anong many possi bl e choices of a means of
i dentifying oneself.

Visibility and Identity:

Disability culture is about visibility and self value. As
with many groups in society, recognition by others only
comes with self awareness within the group of the groups

di fferences and strengths. Disability culture offers ways
for people with different disabilities to pursue their own,
as well as shared goals.

Tony Doyl e suggests the foll owi ng outcones from nam ng
disability culture:

debate is stinmulated[,] nyths are challenged[,] cultura
contributions are made, which shatter the i mage of people
with a disability being only "needy" and the reality is
reinforced that people with a disability are not only
consumers of services but have sonething to give.

Disability culture is already being advanced by devel opnents
in technol ogy, which are facilitating conmunication in ways
unheard of in recent tines. Bulletin boards have been a
standard form The concept of cultures of disability |ends
the drive towards these outcones political clout, leading to
opportunities for creative involvenent at a community and
prof essi onal |evel.

A confident and forward thinking disability culture
perspective is a powerful mechanismw th which to voice the
i ssues, legitimse our collective clains within health and
sociopolitical contexts, as well as the arts, and gain
support.

A disability culture novenment can nove the thinking behind
the artistic practice, social relations and service
provision by, with and for people with a disability beyond
the sinplistic notion of people with a disability being
“included' in these structures rather than driving them

The future of networking and sharing information for sone
years while the internet can only develop this form of
conmuni cati on. South Australia based Heather Rose was able
to create the scenario and screen play for the novie Dance
Me To My Song, realising her own artistic skills due to
devel opnents in adapted technol ogy.

An Australian Model of Disability Culture

Above all, this paper proposes that an Australian nodel of
disability culture is emerging, exenplified by the H gh Beam
Festival, and worth consideration and di scussion by artists
with a disability, artists, people with a disability, their
fam lies and friends, professionals and vol unteers working
in the disability sector and people working in comunity



cul tural devel opnent, because it is open and flexible,
attracting people through their interest. An event has a
disability cultural emphasis because of its spirit and
energy not because the novenment has stipul ated, for exanple,
that 50% of its participants are people with a disability.

The disability culture nmovenent's basis in the arts ensures
that the issues are voiced in ways which allow the
i magi nati on of our fellow human bei ngs to be touched.

The disability culture novenent is dynamic, responsive and
devel opi ng as greater nunbers of people with a disability
are able to contribute to its progress. The novenent

provi des a powerful mediumfor the voice of people with a
disability to be heard with dignity, in a spirit of

col | aboration with people with and without a disability,
pointing to a future direction not nerely based in socia
justice and redressing inequalities but in the pursuit of
conmon goal s.

For nore information or to contribute to the discussion

contact: Tony Doyle at Arts In Action on phone 08 8224 0799, fax
08 8224 0709 Sally Chance at Restl ess Dance Conpany on phone/fax
08 8212 8495 or at <restless@dam com au>; Eddie Bullitis on
phone 8201 3358 or fax 8201 3210; the DADAA network can be
contacted via DADAA National Network Coordi nator on phone 02 9251
6844 or fax 02 9251 6422 or enmil <@ne. net. au>.

Disability Culture and Disability Rights (Japan)

Osanmu Nagase first contacted ne while he was in Europe

wor king on a Master's Thesis about disability and especially
deaf ness in Japan. One chapter was about disability culture.
found his entire thesis on the internet and include that chapter
below. (It is reprinted with Nagase's perm ssion.)

If I amwhat | am today, you know, deep inside, the way ny
m nd works, it is because of disability. Disability has
enriched ny life. -B. Venkatesh, India

[D)isabl ed people are formng distinct culture based on our
own unique |life experiences and history. -Steven Brown, USA

[We want sonmething nore than integration into mainstream
culture. -Sian Vasey, UK

Just don't meke ne walk.... 1'Il lose ny job. -Ed Roberts,
USA

In this chapter, | will discuss disability culture as
an energi ng novenent to "take pride in disability" (Brown,
1994: 10). A disability culture acknow edges life with a
disability as a way of life, which nmeans that the life of
di sabl ed people is not necessarily tragic or deval ued. The
creation of a disability culture is a basis for the
establishnment and inplementation of disability rights - a
requi rement for equality - w thout creating or deepening



"dil enma of difference". This is to say, the establishnment
of disability as a way of |ife ensures disability-conscious
soci al organi zations. Wthin this approach, Deaf people,
with their distinct culture and | anguage, could nake a
significant contribution. Disability culture is a creation
of new val ues.

Disability Culture

A disability culture novenent (Brown, 1994), which
takes pride in disability is energing. Brown, co-founder of
Disability Culture Institute, explains that disability
culture is "to exclaimpride in the condition of disability"
(1994: 10). In the preceding chapter, a statenent by a Deaf
person asking "what is positive about being di sabl ed?”
(original enphasis, Harris, 1995: 148) was quoted. |ndeed
this is a soul-searching question. One way to show what
disability culture is, is to answer to this question, which
i s undoubtedly shared by the w der society, which has viewed
disability so negatively, as discussed in chapter one. There
are a nunber of disabl ed people who do answer to this
questi on.

The following is from Venkatesh, a blind director of an
NGO i n I ndia:

Q So does that nean that blindness is part of your identity
whi ch you feel quite happy wth?

[ Venkatesh:] If | amwhat | amtoday, you know, deep inside
the way ny mnd works, it is because of disability.
Disability has enriched nmy life as a person

Q How has it enriched your |ife?

[V:] What gives worth to this |ife? It's not what you have
or what you don't. It's the ability to enjoy what you have,
no matter what.... Because being disabled is nothing wong.
(Col eridge, 1993: 14)

Brown, who has spoken on topics such as "Wy | |ike ny
disability", also answers:

The notion of disability being affirmng first came to ny
attention several years ago when a friend exclai med that
losing his |l eg was the best thing that had ever happened to
him He went on to explain that prior to his accident he was
unf ocused, joy-seeking person who gave little thought to
what he would do with his |ife or how his actions night

i npact anyone other than hinmself. (Brown, 1994: 94)

If I were given the choice of a newlife without a
disability I would not take it. My disabling condition is
one of the many characteristics which has contributed to the
person | have becone. Wthout a disability | would be
different. And | have no desire to be soneone else. | am
happy with nyself. (Brown, 1994: 96)

Asaka, a disabled activist in Japan, who had been
exposed to Aoi Shiba, responds; "My disability is ny



identity" (Asaka, 1993: 80, ny translation) and "I, not only
myself | think, don't really care whether | have a

di sability or not, in nmy next life, if there is no socia

di sadvantage and if there is no discrimnation"” (1990: 94,
ny translation.)

These views m ght be considered as "conpensation", just
like a sign |language is considered as an inadequate
conpensation for the hearing loss. A wonman with a disability
counters this as foll ows;

Not all of us view our disability as the unmtigated

di saster and di mi ni shnment that seens expected of us. We know
that what hurt, anger and distress we have felt was not
generated by the condition itself but by the obstacles and
of fensi ve assunptions that society heaps upon it. If we dare
express the view that it has brought spiritual

phi | osophi cal and psychol ogi cal benefits, it is suggested
that we are nmaking a virtue of necessity, repressing our
pain, or glorifying suffering. Such certitudes generally

i ssue fromthose whose experiences of necessity, pain or
suffering is considerably | ess than our own and who, above
all, have no personal experience of our condition. (Mrris,
1991: 187)

Morri s says;

[ T] he enmergence of a disability culture is difficult but
tremendously liberating. Such a culture enables us to
recogni ze the pressure to pretend to be normal for the
oppressive and i npossi bl e-to-achi eve hurdle which it is.

Most inportantly, this culture chall enges our own prejudices
about ourselves, as well as those of the non-disabled
culture. (lbid: 37)

Morris adds "A nunber of the wonen | interviewed for
this book [Pride against Prejudice] see disability as a
positive thing to have happened to thent (Mrris, 1991
187). For the devel opnent of disability culture, history of
di sabl ed people has an inportant role to play. History
occupies a significant place in the formation of group
i dentity. However, until recently, history of disabled
peopl e has been ignored (Driedger, 1989; diver, 1990) or
only the nedical aspect of disability has received
attention. It is, therefore, encouraging to note the grow ng
interest in history of disabled people. For instance, a
prom nent Japanese author, Hanada, has produced an extensive
witings on the history of disabled people in Japan, with
particul ar enphasis on artists with disabilities (1975,
1978, 1980, 1985, 1990). Growing list of literature deals
wi th, anmong others, independent l|iving novenment in USA
(Levy, 1988; Treanor, 1993), history of DPlI (Driedger
1989), "medical solutions" to disabled people (Gallagher
1995). History of deaf people, obviously for their cultura
and linguistic aspects, is receiving a particular attention
resulting in the establishment of societies on the history
of the deaf in sone countries and an international society



on deaf history, Deaf History International was founded in
1991. Heroes, defined as "people who do sonething out of
ordi nary" (Brown, 1992: 227) and nythol ogy are essentia
concepts for all cultures, including disability culture.
Brown contends that "alnost all people with disabilities
have perfornmed heroic activities because of the pervasive
di scrim nation encountered by each individual with a

soci ety" (1992: 227). Carrying the argunent further, Brown
promot es nythol ogy, which is "universal |anguage" and is "
set of symbols placed in a context which anyone can

under stand” (1992: 232), denonstrated by heroes with
disabilities. In fiction, Horwood, a witer and a father of
a disabled child, successfully created a | egend of a hero
with cerebral palsy, who was forced to live in an oppressive
institution for decades but never gave up hope (Horwood,
1987). Artistic activity is also an essential area for the
devel opnent of disability culture. The cultura
representation of disabled people through literature,
poetry, music, TV, plays, cinem (Norden, 1994) in the past
has been instrunental in creating a powerfully negative

i magery of disability and of people with disabilities. Not
only nmetaphor of illness (Sontag, 1977) but netaphor of
disability has been powerful and infinitely negative.

Di sabl ed peopl e thensel ves have an essential role to play to
change the cultural representation of disability. Mrris
states that " we need to explore our own identity as

di sabl ed people. We need to explore what physical and
intellectual limtations mean to us, what illness and death
mean to us. And we need to explore the experience of
oppression comon to people with all sorts of different
physical and intellectual disabilities. (Mrris, 1990: 113)

a

Anot her woman with disability says;

through the arts we can nmake di scoveries about what we have
in common and pl ace the enphasis on those things rather than
on our differences, thus countering the traditiona
charitable nodel of disability that has historically kept us
separate from each other (Vasey, 1989 quoted in Morris,

1991)

Sunmmarizing his own argunent as well as devel oping
precedi ng paradi gns, including that of DeJong (1979), Brown
has established a disability rights/culture/pride paradi gm
as follows;

Dl SABI LI TY RI GHTS/ CULTURE/ PRI DE PARADI GM

COVMUNI TY ASSI STANCE/ MEDI CAL/ CHARI TY PARADI GVS DI SABI LI TY
Rl GHTS CULTURE/ PRI DE PARADI GM DEFI NI TI ON OF PROBLEMS
Physi cal or nental inpairments; |ack of socio-econom c,
political, educational, and cultural skills Dependence on
prof essionals, fanmily nmenbers, and others; hostile attitudes
and environnments; |ack or |egal protections or recognition
of inherent worth of disabled people LOCUS OF PROBLEMS I n
i ndi vi dual (who is broken or sick needs fixing and curing)
In socio-econonic, political, educational environments and
percepti ons SOCI AL ROLES Patients, clients, charity



reci pients, non-existent Fanm |y and conmunity nenbers,
customers, coworkers, advocates, same as anyone el se
SOLUTI ONS TO PROBLEMS Pr of essi onal and vol unt eer
interventions and treatnments Equitabl e socio-econom c,
political, educational, and cultural options WHO CONTROLS
Pr of essi onal and/or vol unteer Individual or group of

i ndi vidual 's choi ce DESI RED OQUTCOVES Maxi mum sel f-care; No
social misfits Pride in unique talents and attributes of
each individual and positive disability identity (Brown,
1995hb)

Disability Culture and Deaf People

From disability culture perspective, the achievenent of
Deaf people, including the creation and devel opment of a
di stinct | anguage and culture, is a blessing and exenplary.
Wil e Bi envenu asks "[h]ow can we fight for officia
recognition of ASL and all ow ourselves to be | abel ed
"comuni cation di sordered” at the sane tine?" (Bienvenu
1989: 13), there is no denying that sign | anguage was born
because of deaf people's disability. But that does not nean
sign language is "primtive" or it has not devel oped into a
full-fl edged | anguage. Disability can be a beginning. It is
true, society views inmpairnment and disability very
negatively. But that does not nean whatever produced or
devel oped fromdisability is negative. None other than Deaf
peopl e have proved this by their |anguage and cul ture. And
Deaf people are not alone. After all, inpairnent and
disability are natural part of life. | personally would like
to invite Deaf people to be at the forefront of disability
culture novenent. Deaf people are perhaps nost qualified to
be the vanguard of this. Wthin the disability culture
framewor k, Deaf people will have a special place. Deaf
people, if they wish and choose to do so, can be |leaders in
this bl ossom ng new novenent. From bei ng deaf and Deaf, they
have produced sign | anguage, which is a rich cultura
contribution not only to the disability culture but to the
overall culture of humans. In this franework, the
mai nt enance of a sign | anguage can be supported by other
di sability groups. The enhancenment and expansi on of "normal"
will be shared by all, hearing or deaf, disabled or non-
di sabl ed. Deaf people may nmiss this precious opportunity if
they insist they don't belong to disability culture. The
sel ective denial of particular inpairnent will not lead to a
society created for all. The Deaf comunity can choose to
pursue its own path, disclaimng disability, which runs the
risk of "collaborat[ing] with non-disabled people in
oppressing those with disabilities" (Ladd, 1990: 4). On the
ot her hand, Deaf people may becone an integral part of the
disability culture novenent, which presents a precious
opportunity to open up a wholly new path of liberation, in
solidarity with other disability groups. It is up to the
Deaf community.

Di fference, Equality and Di sabl ed Peopl e

Qur younger daughter, who is two years old, has



strabi smus (crossed eyes). My wife and | do not want her

i mpai rment to develop into eye coordination problem a
disability. We want her to use both eyes properly. She

al ready had one surgery. It seens that she needs to have
anot her one. Difference, in this instance, disability, is
often not desirable fromthe perspective of the individua
concerned as well as their guardians as in the case of
children. Historically various social forces have viewed
them very negatively with serious consequences for disabled
peopl e. Because of particular difference, nanely disability,
their total existence, even their life was denied. But we
have to be careful and avoid over-generalization. A nunber
of di sabl ed people, including Deaf people, are proving that
disability is not necessarily unwel cone. On the other hand,
it can be a blessing. Prevention will never be able to
eradicate all inpairnents and it should not. Wiile there are
preventabl e i npairnments caused by social, econom c and
political reasons, nmany are part of natural human
conditions, such as aging. Also, sone disabled people,

not ably Deaf people, decide have children with the know edge
that their children will have an inpairnment, as discussed in
chapter four. Rehabilitation cannot restore all functions.
In consideration of one's overall life, sone people choose
not to restore certain physical functions. After all, it is
up to each individual to decide if it is worthwhile to have
rehabilitation (Tsuchiya, 1994). Asaka (1993) and Brown
(1992, 1994, 1995a), anpbng others, say that disability is
positive and affirmng. At times, it can be true and it is
true. But is it necessary to make a val ue judgenment? As
Tatei wa (1992b, 1990) argues, disabled people should not be
forced to make a judgnent if their disability is positive or
negative. Disability has been identified as the negative

di fference by society and by non-di sabl ed people. At tines
this was also internalized by disabled people thensel ves. As
a reflex, disabled people nmay be tenpted to cl ai mthat
disability in general is affirmng (Tateiwa, 1990).
Disability can be affirnming and it is at times but not in
general . As nentioned earlier, many inpairments are caused
by political, social and econom c reasons (Abberley, 1987;
Hel ander, 1992; UNDP, 1993). Just to think of 150,000 nen
and wonen, adults and children, who have survived but have
been di sabled fromnines in Canbodia (UNDP, 1993) suffices.
What is affirm ng, though not without difficulties, is life
with a disability. To live with a disability is not |ess

val uable than to live without it. To live with a disability,
can be life-affirm ng. Many disabl ed people, including Asaka
(1993), Brown (1995, 1994), and Venkatesh (Col eri dge, 1993)
say it is and there is no reason not to believe them A
nunmber of Deaf people, though differently, testify to this.
Their life is NOT |ife worth not |iving. But again,
disability itself, does not necessarily have to be
affirming. In this respect, | find Mrris convincing, when
she states;

I would still rather wal k than not be able to wal k. However
non-di scrimnatory the society in which | lived, to be able
to wal k give nore choices and experiences than not being



able to walk. This is, however, quite definitely, not to say
that my life is not worth living, nor is it to deny that
very positive things have happened in nmy |ife because

becane disabled. | can therefore value nmy disability, while
not denying the difficulties associated with it. (Mrris,
1991, 71).

Abberl ey expresses a simlar view,

| mpai rment nust be identified as a bad thing, insofar as it
i s an undesirabl e consequences of a distorted socia

devel opnent, at the same tinme it is held to be a positive
attribute of the individual who is inpaired. (Abberley,
1987: 9)

There are others such as Hahn (1988), Brown (1992,
1994, 1995) Asaka (1993) and Matsukane (1994), who enphasi ze
enabl i ng aspect of disability. Their overall contribution is
a new cul tural neaning of disability, which has been fixed
as the representation of "the other" and a deval ued st atus.
Though life with a disability is valuable, what nakes is
difficult is handicap. The priority, therefore, should be on
the renoval of attitudinal, social, economc, educational
linguistic and cultural barriers and di sadvantages our
soci eti es have created agai nst disabl ed people. For too
| ong, these oppressive aspects have not been taken
seriously, if not conpletely ignored. As discussed in
earlier chapters, disabled people thenselves as agents have
taken the bold and historic initiative of changing the
par adi gm of disability from"the nmedical", charity and
tragedy to rights, culture and pride. At the internationa
| evel, the adoption of the Standard Rules is just one snal
but significant step towards recognitions of these socia
barri ers which prevent disabled people from ful
participation and equality. Qur society has been excl uding
certain people, including people with disabilities, when we
pl an and organi ze our society. The starting point should be
the clear recognition that our society has discrimnation
agai nst di sabl ed people. The inplenentation of the Standard
Rul es at the local, national and international |level is an
essential factor for the realization of rights of disabled
peopl e and the creation of equal society. If their
i mpl enmentation is not satisfactory, disability rights
novenent may choose to propose an adoption of a nore
powerful instrunent, a convention. |f that necessity arises,
the disability rights novenent should be well prepared,

I earning fromthe discussions of the UN General Assenbly
particularly in 1987. There are a lot of lessons to learn
fromthem The honework includes the governmental
recognition of disability rights, reasonabl e accommbdati on
and equality concept for disabled people. Mst nationa
governnments need to be nmade aware that social planning and
organi zati on whi ch excl ude di sabl ed peopl e or which does not
provi de reasonabl e acconmodation is discrimnatory.

Di sability presents one of the nost fundanmenta
"difference". In other words, successful creation of
equality for disabled people is likely to benefit other



soci al |y di sadvant aged groups. One of such an attenpt is
society for all" concept, which originates from di sabl ed
peopl e's novenent (Lindqgvist, 1992; Wnman, 1994). The Socia
Summit in Copenhagen in March 1995 adopted "a society for
all" as an unbrella concept for social integration in its
final docunment (UN, 1995b, para. 66), which states that
"[t]he aimof social integration is to create "a society for
all", in which every individual, each with rights and
responsibilities, has an active role to play. Such an

i nclusive society..." In this paragraph, there is no
reference to disability or disabled people.

a

Difference as Cel ebration: Disability Culture

Now a mental exercise. It is 2XXX and all the countries
in the world have achieved the inplenentation of the
Standard Rules. Inmagine a society w thout handi cap, wi thout
soci al constraints, w thout prejudice against disabled
peopl e. Jobs, schools, support services such as persona
assi stance, access to information and comuni cati on, access
to the physical information, opportunities for marriage and
the rest are all in place. In that kind of environnent,
disability and its inplications will be quite different from
how they are today. As sone argue, it may be true that
disability will no | onger matter (Shapiro, 1993) in that
environnent. On the other hand, this kind of "integrationist
dream (lbid: 103), in which disability does not natter, may
never realize and in fact may not be welcone. Difference is
cel ebration. The purpose of the above exercise is to
visual i ze what we are trying to achieve and where we are
going. It is not enough, even though essential, to renove
socially-created barriers. A creation of new value is vital
Through the establishment of disability culture, which is a
creation of new value, difference energes as cel ebrati on.
Wt hout this devel opnment, nost |ikely the establishnment of
disability rights will end up creating or deepening the
dilermma of difference. Also the inplenentation of disability
rights "only" leads to equality, either formal equality or
material equality, and not further. As French (1993) and
Morris (1991, 1993) argue, niddle ground certainly remains.
In this respect, "disabled people are experts on disability"
as advocated by disability rights novenment, including
i ndependent |iving novenent, is an expression of disability
culture. The uni queness of disabled people is their persona
experiences of disability. These personal experiences are
assets of disabled people. To apply these so far |ess
utilized experiences to disability issues is a creation of a
new val ue. The precarious situation of human rights of
di sabl ed peopl e (Despouy, 1993) presents disabl ed people
par adoxi cal ly an opportunity to be socially and politically
active. Hahn sees "a uni que chance to becone involved in a
hi storic struggle to extend and expand the definition of
human rights" as well as "greater neaning and purpose in
life" (Hahn, 1988: 31). For Hahn, therefore, disability "can
al so becone an inportant source of enpowernment and a ngjor
potential for pronoting the increased acceptance of human
di fferences" (Ibid). Brown al so acknow edges that "ny



di sability have enabled me to play a significant role in one
of the greatest human rights nmovenents of my time" (Brown,
1994: 95). Disability begins as difference, as defined by

ot hers (non-di sabl ed people); then goes through equality,
with disability rights and reasonabl e accommbdati on; and
ends as "difference as celebration", this tine seen from
those with disabilities. In this process, the focus on
disability as difference runs the risk of stigmatization. To
avoid stigma and to go beyond equality towards emanci pation,
which is "primarily about social creativity, introducing new
val ues and ai nms, new fornms of cooperation and action"
(Nederveen Pieterse, 1992: 13), disability culture is
essential. The establishnment of disability rights and the
paral | el devel opnent of disability culture are two wheels.

Many voi ces of di sabl ed peopl e have been quoted in this
paper. The following is the final one.

We need courage to say that there are awful things about
bei ng di sabled, as well as the positive things in which we
take pride. If we feel strong enough to do this, we can
truly challenge the way non-di sabl ed peopl e nake judgenents
about our lives because in so doing we will take charge of
the way in which disability is defined and perceived.
(Morris, 1991: 71)

We can cel ebrate, and take pride in our physical and
intellectual differences, asserting the value of our |ives.
And while confronting the very real difficulties that
physical and intellectual differences involve, we can fight
agai nst discrimnation and insist that the needs created by
those differences are net in a way which enhances the
quality, and our control, of our lives. (Ibid, 189)

Di sabl ed people are increasingly nore confident and
proud of thenselves through the devel opnent of disability
culture. Disabled people are not victins. Disabled people
have chosen to be agents of change. The establishnent of
life with disabilities as a distinct and val uabl e way of
life also provides non-di sabl ed people an alternative vision
of life and society in the sense that they do not
necessarily take their way of |life as given. This is a truly
exciting time to witness this revolutionary change and, if
one wi shes, to be an active part of it.

(GCsamu Nagase, December 1995; this paper was submitted
in partial fulfillment of the requirenments for the Degree of
Master of Arts in Politics of Alternative Devel opnent
Strategies at the Institute of Social Studies, the Hague,
the Netherlands. The material above was reprinted with
perm ssion.)

Growt h of the Human Condition (Sweden)

Adol f Rat zka, often referred to as the founder of European
i ndependent living, is frustrated by the frequent focus of



di sability culture on the arts. In correspondence with me he
expressed how disability culture holds nmeaning for him

As far as | amconcerned, disability in the arts is
uninteresting. | amnore interested in culture inits
soci ol ogi cal or anthropol ogical definition as the sum of
experiences, thinking and findings that one generation
passes on to the next one. Culture then becones a vehicle,
one of several ones, of one's identification and
soci al i zation. The experience of disability inpacts people
in many ways depending on a |ot of factors such as the type,
extent, duration, onset of disability and, nore
interestingly, the interplay of one's disability with the
majority culture they are living in. So any attenpt com ng
from di sabl ed people thenselves to inprove their position in
their respective society nust necessarily involve getting
people with disabilities organized. This effort will be
easier, if there is a perceived conmon interest, a

comunal ity anmong the group, a sense of comunity,

Genei nschaft (in sociologist Tonnies' words). The comopn
experience of disability - to the extent that some of it is
shared with other disabled people within one's majority
culture and these experiences are universal anobng ot her
majority cultures - can be the glue to get and to keep
peopl e toget her across disabilities, classes, geography and
nati onal boundaries. Political action to be effective
requires organi zing. Therefore | see a value in the thene of
disability culture as an organi zing tool. Apart fromthat,
on an individual |evel, the shared experience of disability
can be a tool in conming to terms with one's disability, in
pronoti ng one's personal growth and in reduci ng one's
bewi | derness towards the human condition. (Adolf Ratzka,
Institute on I ndependent Living, <http://ww.

i ndependent | i vi ng. or g>)

To conclude with nmy own thinking, here is nmy one paragraph
definition, the shortest | can come up with, published in a 1996
i ssue of MAI NSTREAM magazi ne that | still use:

People with disabilities have forged a group identity. W
share a common history of oppression and a common bond of
resilience. We generate art, nusic, literature, and other
expressions of our lives and our culture, infused from our
experience of disability. Mst inportantly, we are proud of
ourselves as people with disabilities. W claimour
disabilities with pride as part of our identity. W are who
we are: we are people with disabilities.

Those of us working the field of disability culture probably
all agree on several basic points. First, disability culture is
not the sane as how different cultures treat different
disabilities. Instead disability culture is a set of artifacts,
beliefs, expressions created by di sabl ed people ourselves to
describe our own |life experiences. It is not primarily how we are
treated, but what we have created. Second, we recogni ze that
disability culture is not the only culture to which nost of us
bel ong. W& are al so nenbers of different nationalities,



religions, colors, professional groups, and so on. Disability
culture is no nore exclusive than any other cultural tag. Third,
no matter what the disability or location of the person with the
disability we have all encountered oppressi on because of our
disabilities. Fourth, disability culture in the southwest of the
U.S. my be very different than in the northeast U S. or Europe
or Africa, but all of us have the sinilarities described in the
first three points. Finally, we who have worked, researched,
studied and witten about disability culture have npst often
begun in the arena of cross-disability culture, neaning al
disabilities and cultures. W are aware they are nay be nuances,
or even larger differences between sonme of us, but we have had to
start sonewhere.

If we consider all the possibilities of all disabilities and
all cultures it is probably nore accurate to say that there are
"cultures of disabilities." Wiy is any of this inportant?
believe there are two significant factors.

First, howw |l we or anyone el se know how to relate to us
if none of us are aware of our cultural background. For exanple,
many disabilities come with some sort of pain and/or fatigue. How
wi || mainstream society ever be able to incorporate us into
itself if neither we nor it recognize pain and/or fatigue as part
of who we are.

Secondly, and maybe even nore inportantly, for years we have
di scussed integration |like it was our business to fit in with
mai nstream soci ety. As we becone nore aware of our own uni que
gifts some of us have al so becone nore convinced that this is a
backwar ds perspective. It is absolutely not our job it fit into
mai nstream soci ety. Rather it is our destiny to denonstrate to
mai nstream soci ety that it is to their benefit to figure out that
we cone attached to our wheelchairs, our ventilators, our canes,
our hearing aids, etc. and to receive the benefit of our
knowl edge and experience mai nstream soci ety needs to figure not
how we fit in, but how we can be of benefit exactly the way we
are. That is disability culture, at |east from one person's
perspective. Wat do you think?
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