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The et hnol ogi cal approach to otherness, to difference, to
not of us, as a topic of study is a uniquely conpelling aspect of
ant hropol ogy that makes it a natural discipline to engage in
disability studies. To researchers in the social science and
humani ti es di sabl ed people and disability, |ike sick people and
illness in the past, are becom ng increasingly conpelling
exanpl es of otherness. Severe, visible, physical disability is
even nore conpel ling. Anthropol ogi sts seek the other to find
thensel ves. The newy identified (primarily by other disciplines)
ot herness of disability attracts established ethnographers
| ooking for a renewal of their experience of other (the culture
shock experience?) in a known field site. It also attracts people
| ooki ng for otherness closer to hone. Disability also attracts
ant hr opol ogi sts because it is a socially and culturally
constructed category with inportant inplications about how
societies differentially distribute power.

Definitions of Disability

Currently, disability scholars utilize several social or
sociopolitical nodels of inpairnment and disability. Seeing
disability as a constructed category rather than a concrete
absol ute demands conceptual clarification. W want to briefly
gi ve you our working definitions of the terns we use. These are
fluid pragmatic research definitions that are also orientated
toward satisfying our epistenological cravings for understanding.
I ndividuals are inpaired if they experience (or are perceived by
others to experience) physiological or behavioral statuses or
processes which are socially identified as problens, illnesses,
conditions, disorders, syndromes, or other simlarly negatively
val ued differences, distinctions, or characteristics which m ght
have an et hnonedi cal di agnostic category or |abel. Societies may
or may not perceive inpairnents as resulting in functional
limtations. These functional limtations may or nay not be
di sabl i ng dependent on culture and situational criteria including
stigma and power. Disability exists when peopl e experience



di scrimnation on the basis of perceived functional |limtations.
A disability may or may not be a handi cap, or handi cappi ng,
dependent on nmanagenent of societal discrimnation and
internalized oppression, particularly infantilization and
paternalism and on cultural and situational views of cause and
cure and of fate and fault.

The Ant hropol ogi cal Concept of Culture

Many aspects of current schol arship including cultural
studies and a critical novenent w thin anthropology itself cause
us to question anthropology's hold on the concept of culture. W
need to tal k about shifting definitions of culture because
disability studies uses the word, and in a not unanbi guous way.
I n European society the original largely agricultural usage of
culture (fromthe Latin colo), as in to culture (Jackson, 1996),
underwent sone significant changes in neaning by the eighteenth
and through the nineteenth centuries. Culture canme to denote
intellectual, aesthetic, and artistic refinement and products in
art, nusic, poetry, and architecture and legitimted a hierarchy
of social distinctions. Anthropology slowy divested the concept
of culture of its explicit elitist reference and culture becane a
nmore generalized attribute of human groups. Thonpson (1990)
presents the two nost common ant hropol ogi cal orientations to the
concept of culture. In the descriptive conception, "the culture
of a group or society is the array of beliefs, custons, ideas and
values, as well as the material artifacts, objects and
i nstrunments, which are acquired by individuals as nenbers of the
group or society (1990, p. 129). In the synbolic conception,
"culture is the pattern of neanings enbodied in synbolic forns,
i ncl udi ng actions, utterances and neani ng of objects of various
ki nds, by virtue of which individuals conmunicate with one
anot her and share their experiences, conceptions and beliefs" (p.
132).

Since the early 1980s, a critical understanding of culture
has becone increasingly wedded to the above synbolic focus in
ant hr opol ogy and the social sciences nore generally with power
and dom nation reproduced in actors' everyday practices (see
especially: Otner, 1984; Dirks, Eley & Otner, 1994; G ddens,
1979, 1984; Bourdieu, 1977, 1990). In this conception, culture is
viewed as inhibiting and restrictive rather than sinply enabling
(Ortner, 1984; also see Dirks, Eley & Ortner, 1994). Current
critical conceptions of culture assert that particular views of
and positions within a culture are perspectival, partial,
enbedded in relations of power, and exist in conflict with other
views. This is an understanding of "culture as multiple
di scourses, occasionally com ng together in |large systematic
configuration, but nore often coexisting within dynamc fields of
interaction and conflict" (Dirks, Eley & Ortner, 1994, p. 4)

Critical understanding of culture in anthropol ogy even
extends to questioning ant hropol ogi cal use of the concept itself
(see for exanpl e Abu-Lughod, 1991). According to this view,
culture with its inplication of holism coherence, discreetness



and tinel essness, freezes differences and the inbal ance of power
in the ethnographer-informant relationship. In related ways,
Farmer (in Scheper-Hughes, 1995, p. 417) criticizes the culture
concept for obscuring the human rel ations that produce suffering.
Jackson (1996) further critiques use of the termfor its
exclusion of the somatic, sensory, and biol ogical from
ant hr opol ogi cal di scourse in favor of the linguistic and
conceptual . Despite the cogency of these and other criticisns,
culture has yet to be displaced as anthropol ogy's central notion,
al beit use of the concept is increasingly couched in terns of
this critical discourse.

Current, "identity" politics conceptions of culture (the
nmost conmmon approach to disability culture by non-
ant hr opol ogi sts) often seemto harken back to an elitist,
separatist past. Wen culture is discussed in relation to the
disability rights novenent, the notion of culture as "high"
"C'ulture, as art and letters, as sonething to guard, pronote,
and devel op energes as primary. How veil ed are nost people's
understanding of the breadth of culture as only Culture and art?
How many people think of culture as quantifiable, as sonething an
i ndi vidual can | ack? How far has anthropol ogy's use of, discourse
on, and critique of culture penetrated popul ar di scourse?

Furthernore, use of the anthropol ogical term "subculture"” is
di sappearing in popul ar discourse. It is accused of being
pejorative, of inferring a noral or value judgnent, or a
structural political hierarchy. Anthropol ogy has been unable to
communi cate the viability of a fluid concept of subcultures in
plural society and many retreat to the | ess problematic
"community." The outcone has been to drop the "sub."” This results
in the lack of any useful terns to articulate differences and
simlarities wthin and between m xed and changi ng cultures in
contact with each other. A nodification of the concept of culture
as | ess coherent, uniform and bounded that recognizes internal
variation may be necessary or its relevance to the conplexity of
plural societies may be lost. The solution? For now, many
disability scholars and activists hedge the issue and speak of
the disability community.

The Anerican Ant hropol ogi cal Association and Disability Research
Ant hr opol ogy' s genui ne fascination with otherness and the
t hi ckness of the ethnographic stance should be a boon to
international disability studies. However, this promse is late
in comng (Linton, 1998). There was a burst of interest in
disability in the md 1980s when Loui se Duval (1986-8) published
a newsletter nanmed Disability and Culture (see Goldin, 1988).
Many of the contributors were nedical anthropol ogi sts who never
made a transition to disability studies or fromchronic illness
to disability. OQthers are not anthropol ogi sts. However, in the
early 1980s Duval's work founded the Disability Research |Interest
G oup of the Society for Medical Anthropol ogy, which she chaired
for several years. Fromthe |ate 1980s through the 1990s, with
assi stance from Carol Coldin, Devva Kasnitz has chaired this



group and seen it gradually increase in significance. The group
sponsors scientific sessions on disability at the annual neetings
of the Anerican Ant hropol ogi cal Association (AAA), operates a
listserv (http://groups.yahoo.com group/ Ant hr opol ogyDi sability
Research), works with the Association on issues of physical,
programmati c, and career access within the Association and the
prof ession, and conprised a four year AAA President's Comm ssion
on Disability chaired by Gerry ol d.

Ant hr opol ogi cal Study of Disability and Engagenent with
Disability Studies

Several authors have conpiled bibliographies on disability
and ant hropol ogy (Kasnitz and Shuttl eworth, 1999; Vreede, 1998;
Arnmstrong and Fitzgerald, 1996). Despite this activity, and
al t hough ot her disciplines have considered disability and
cultural diversity (Kuehn, 1998), anthropol ogical attenpts to
| ook at disability in other cultures are surprisingly clunmsy and
often read like an afterthought. W have three cautions to
relate. Too nmuch ant hropol ogi cal work on disability 1) fails to
define its descriptive term nology, 2) overly focuses on the
exotic, fate and fault, cause and cure, and/or 3) takes an
opportuni stic view of past casual field observations of
"disability."

Disability only exists in reference to ability, but not
necessarily a Western bionedi cal sense of ability. Taking a
foreign field site census of people who woul d be consi dered
disabled in the U S may tell us a |lot about illness process, but
not hi ng about di sabl enent or even inpairnent. People are disabled
if they are considered inpaired and treated as disabled. There is
no absol ute. The cross-cultural range of acceptable variation in
functional inpairnent related to disability is probably huge and
conpl etely unstudi ed. Knowi ng the cross-cultural statistics of
t he occurrence of a phenonena such as neurofi bromatosis or
mul tiple sclerosis or anputation is interesting and useful but
shoul d not be confused with a statistic on disability. To date,
exi sting ant hropol ogi cal work on disability has foll owed three
di fferent approaches: 1) a focus on disability constructed from
specific inpairnments, 2) cross-disability research, and 3) self-
reflection of disabled anthropol ogists (for extended di scussion
of these three types, see Kasnitz and Shuttleworth, 1999;

Shuttl eworth, 2000).

Yet, conpared to the plethora of work on illness and
heal i ng, nedi cal anthropol ogi cal research on disability has been
mnimal. Linton (1998) would argue that in part this is because
there are so few anthropol ogists with disabilities. She is right.
Secondly, Linton argues that disabled scholars are marginal to
t he acadeny. She is right again. Even when anthropol ogi sts win
the Mary Switzer Fellowship, the nost prestigious national
disability research fell owship, as have Steven Kurzman and Drs.
Loi s Keck and Devva Kasnitz, anthropology fails to recognize the
honor. Furthernore, anthropol ogy appears to be parochial. Most
ant hropol ogi sts writing about disability, even when they are



conversant with cross-disciplinary disability studies, do not
guot e schol ars who are neither anthropol ogi sts nor French.

Ant hr opol ogi sts, both di sabl ed and non-di sabl ed, are under
represented anong disability studies scholars. Al though sone
ant hr opol ogi sts choose to study disability, for the nost part
they remain al oof froma commtnent to hel ping develop disability
studies as a legitimate liberal arts field or concentration in
its own right. This is both a loss for disability studies and a
| ost opportunity for anthropol ogi sts. Has ant hropol ogy's self-
reflection also nade it insular and contributed to its enpl oynent
crisis?

Most di sabl ed ant hropol ogi sts who wite about disability
acquired their disability after they established a reputation in
sone other topical specialty (see Gold & Duval, 1994; Murphy,
1987). Ant hropol ogi sts disabled prior to graduate school are
deterred from studying disability because studying a group to
whi ch you bel ong may not provide an appropriate "cul ture shock
experience." This was Devva's experience. D sabled
ant hr opol ogi sts studying disability may al so experience part of
t he phenonena of divided identity and all egi ance that Abu-Lughod
(1991) describes for femnist and "hal fie" anthropol ogi sts.

Final ly, although disabl ed anthropol ogi sts are now t hose nost
likely to study disability they are also those nost likely to be
mar gi nal to academc jobs in a profession with such a lightly
veil ed connection to i mages of adventure. Indiana Jones in a
wheel chair?

We nust here take note of a significant barrier to
ant hr opol ogi cal engagenent with disability studies, that is,
medi cal anthropology's "clinical" and "critical" distinction. The
denedi cali zation of disability studies has eschewed a clinica
approach to disability, and al nost ignored clinical settings
entirely. Anmong hard line disability studies scholars, even a
critical approach to the ethnographic study of clinical settings,
whil e not deened inappropriate, is suspect and therefore rare.
Schol ars and activists have realized that this reaction to stigm
and | oss of control at the hands of the nmedical nodel is
under st andabl e, but renobves them from health care policy debates
such as the current fernent around nmanaged care (Litvak, 1998;
Tanenbaum & Hurl ey, 1995; Hanson, 1998). W note a cautious
remedi calization of disability anmong schol ars and advocates. The
bi ol ogi cal and the power of the nedical system over our lives
cannot be denied (Kasnitz, under review). However, clinical
medi cal ant hropol ogi sts are not likely to encounter progressive
di sability studies scholars w thout specifically | ooking for them
outside their usual reference groups.

In order to understand what is so conpelling about the
perspective of disability studies that we are noved to nmandate
t hat ant hropol ogi sts should engage in this discourse, one nust
take a step back and | ook at the historical nedicalization and
denedi cal i zation of disability, at the denography of disability,
and at the disability civil rights novenent, the |Independent
Li ving Movenent and the independent |iving paradigm Looking at



hi story we know that there are no precedents for the nunbers and
variety of people with severe disabling inpairnments surviving
into old age. The types of inpairments and their underlying
causes are also rapidly changing. The "energing universe of

di sability" includes many newWy socially constructed disabilities
resulting from popul ati on, denographic, attitudinal, and | abeling
shifts (Seel man & Sweeney, 1995).

Ant hr opol ogi sts should al so take note of the devel opnment of
research nmethodol ogy within disability studies. The Nati onal
Institute for Disability and Rehabilitation Research, the
nation's forenost source of funding for disability research and
training, has encouraged a Participatory Action Research (PAR)
approach to research (Doe & Wayte, 1995; Kasnitz, Bruckner & Doe,

1996; Wayte, 1991; Litvak et al., 1995; Szymanski, 1995). This
approach, usually used in applied research, has its origins in
mar ket research and is simlar to action anthropol ogy or
enpower nent research, or other applied research approaches where
all of the stakeholders in the outcone of the research, and
particularly the subjects of the research, have a role in
determ ni ng each phase of the research process.

A radicalization of PAR, emanci patory research, has been
proposed especially in British disability studies circles.

Emanci patory research proposes to go beyond the tenets of PARIn
reversing the social relations of research production, putting
researchers both non-di sabl ed and di sabl ed at the disposal of

di sabl ed people and their interests (Aiver, 1990, 1992, 1996,
1998; Barnes, 1992; Stone and Priestly, 1996). (For sone

ant hropol ogi cal reflections on participatory approaches in
disability studies see Shuttleworth, 1999, 2000, and Davis,
2000.) The general tenets of Participatory Action Research have
been accepted as a concept and/or a termfor a collaborative
approach in the United States, Canada, and the United Ki ngdom

Di scussi on

W two editors bring different focuses to bear on the
proj ect of engaging anthropology in disability studies. Russel
grounds his interpretations in disabled people's felt sense of
their lived experience and the synbolic associations they nmake in
their daily, interpersonal life, which are engaged and shaped but
not determned by |arger social and cultural forces. D sabled
peopl e's experiences in their everyday encounters with others,
t he synbolic neanings that both parties bring to these encounters
and the sociocultural contexts that infornms these encounters and
meani ngs are inportant to detail so that policies can be
devel oped that speak to these day to day realities. Russell's
approach harbors an inplicit and sonetines explicit critique of
the orientational, attitudinal and di spositional inpedinents that
exist in U S society for people wwth disabilities and which nust
be nore adequately elucidated for significant sociocultural
change to occur.

Devva's focus is to devel op an indigenous field of
disability studies and disability policy studies (Litvak, 1993)



to create a flow of disabled scholars and professionals who w ||
i ncrease our capacity for research and teaching and who can
acconplish the goals she shares with Russell. Trained early as a
cul tural geographer in ecology and a systens approach, Devva is
al ways | ooki ng for groundi ng and connectedness and is not thrown
by anbiguity. Devva passionately believes that the ethnographic
stance is suited to play a role in policy devel opnent and soci al
change.

Pol i cy change, she says, demands that policymakers have two
things. First, a true understanding of what it is |like to be the
person who the policy wll inpact. Second, policynmakers need
nunbers. How many of which people are involved? How nuch wll it
cost ? Et hnography addressee this first need and provi des cont ext
in which to understand how to obtain and interpret the nunbers.
For exanple, Gerry Gold's (1996, forthcom ng) nost recent work,
an et hnography of physical access, wll inpact both theory and
practice.

A Mutual Engagenent of Anthropol ogy and Di sabi l
G ven our respective biases, what would we I|i
emerge from ant hropol ogy' s engagenent with disability studies,
[
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and in fact a nutual engagenent between the two disciplines? Both
can benefit nethodol ogically and theoretically. An anthropol ogy
focused on what is at stake for all stakeholders in |ocal
contexts and commtted to an ethics of social justice (Kl einmn &
Kl ei nman, 1991; Scheper-Hughes, 1995) can |earn from and
contribute to a disability studies perspective that includes
soci al and public policy change as major goals. In this way,
ant hr opol ogy can shed sone of its |ong-standing decorative i nmage
and prove its utility for the people it studies and studies with
(Kasnitz, 1986, 1995, 2001). For exanple, applied anthropol ogy
needs to |l ook closely at disability studies' devel opnent of a PAR
approach. (Doe & Whyte, 1995; Kasnitz, 1991; Wiyte, 1991; Litvak
et al., 1995; Szymanski, 1995).

Ceneral goals for this engagenent and col |l aborati on shoul d
be threefold: 1) to further the understanding of the lives of
di sabl ed persons cross-culturally; 2) to inprove the quality of
life for disabled persons; and 3) to pronbte a nmutual engagenent
and col | aboration in research and curricul um devel opnent by
ant hr opol ogi sts and ot her scholars | ooking at disability.

W see a nunber of specific objectives that will assist in
achi eving these general goals: 1) engaging the ethnographic
stance, 2) pronoting a range of participatory action research and
appl i ed ant hropol ogi cal approaches, 3) pronoting a research focus
on the life course, context, and understudi ed variabl es, 4)
pronoting diverse theoretical perspectives, 5) pronoting ongoi ng
di scussions of term nol ogy and the conceptualization and
representation of disability and inpairnment, 6) engaging
ant hropol ogy in the academ c devel opnent of disability studies,
and 7) inpacting public policy (for extended di scussion of these
goal s and objectives, see Kasnitz and Shuttleworth, 1999, 2001,
in preparation). This list is not necessarily exhaustive. W hope



ot her disability and ant hropol ogi cal scholars will add rel evant
obj ecti ves.

Coda: The Concept of Culture
Whet her the concept of culture will retain any heuristic or

anal ytical power remains to be seen. As noted, sone

ant hr opol ogi sts have becone nmuch nore critical of the self/other
assunptions and asymmetrical power relations that they see as
underlying the notion's use. W wonder whether culture can ever
rebound fromthe punch of these recent attacks. Although there
are many ant hropol ogi sts who continue to use the concept
uncritically, the novenent of others to the opposite pole,
against culture, is increasing. Paradoxically, in disability
studies, the notion of culture is enbraced for reasons not
necessarily tied to research interests. As an identity marker, it
surely retains vestiges of its elitist, distinction-mking past,

but al so i ncorporates an ant hropol ogi cal sense of coherence and
boundedness. Yet this version of the concept, referring as it
does to a coherent aesthetic and artistic vision, is inherently
also a claimfor group and individual neaningful ness. C aimng
culture in this sense is thus a celebration of distinctiveness.

| ndeed, when disability artists, nusicians, and perforners plan a
week of disability culture events on canpus, this is too a
legitimate use of the term Is celebrating "Disability Cul ture”
any less legitimate than say cel ebrating Chicano culture? No! Is
it the sane? No!

Engagi ng Ant hropol ogy in Disability Studies: Contributions

When the World Institute on Disability published our co-
authored article, Engaging Anthropology in Disability Studies, as
its first in a series of position papers in Disability Studies,
inalimted run (Kasnitz & Shuttleworth, 1999), we were not
prepared for the enthusiastic response that would greet its
appearance. W responded to over 175 requests for this paper,
whi ch we have generally sent out as email attachnents. This
reveals to us the general demand for interdisciplinary
perspectives in disability studies, and in terns of our own
expertise, a dial ogue between ant hropol ogy and disability
studies. W believe that the tinme is indeed ripe for
ant hr opol ogi cal engagenent with disability studies, as several
recent works attest (Kasnitz and Shuttleworth, 2001;
Shuttl eworth, 1999, 2000, 2001; Davis, 2000, Davis & Corker,
2000; Corker & Davis, in preparation; Peters, 2000). Qur call for
papers read as foll ows:

Papers shoul d show a knowl edge of both ant hropol ogy and
disability studies and attenpt in sone way to engage the two
fields/disciplines in dialogue. This can be through the
description and theorization of a piece of research. A
purely theoretical piece. A focus on ethical dilenmas,

met hods or refl exive approaches. O any conbination of the
above.



This call for papers elicited a range of anthropol ogy and
ant hr opol ogi cal Iy influenced works, sone engaging the disability
studies literature nore seriously than others. W have encouraged
sone of the latter authors to nore fully engage this literature,
but final versions vary in how nuch they did so. There were al so
several good papers that we did not include because they neither
engaged what we consider to be the current, grow ng
interdisciplinary disability studies literature at all nor did
t hey address the consuner disability novenent.

This is tricky. Anthropol ogists working on disability
rel ated i ssues deserve encouragenent. However, too many of them
only reference literature about a single inpairnent or a single
domai n, nedical care, education, etc., or do so fromonly the
perspectives of allies, care givers, or famly. W should al so
mention that we do not necessarily agree wwth all of the
argunents in the foll ow ng pages and that several require, from
our perspective, further enpirical support and/or theoretical
explication. Yet, in the spirit of generating discussion in the
disability studies community, we include them anong the final
papers.

Paper Comment ari es

Native Americans and Disability

Rob Schacht's article "Engagi ng Anthropology in Disability
Studi es: Anerican Indian Issues” is unique in this volunme. Bob
saw our call for papers and wote this paper specifically for
this volunme. Bob is an ant hropol ogist at Northern Arizona
University where he is a part of a US federally funded Research
and Training Center on Anerican Indians (their nonmencl ature) and
di sability. Although not hinself a Native Anerican, Bob knows al
t he people working in the field and gives an expert's summary and
guide to the state of the art of the literature.

Lil ah Morton Pengra, an anthropol ogist, collaborates with
Joyzel l e G ngway Godfrey, a Dakota scholar, in "Different
Boundaries, Different Barriers: Disability Studies and Lakota
Culture."” Quoting fromtheir abstract:

The aut hors have chosen to show how ant hr opol ogy can be
engaged in disability studies by denonstrating its use in a
study of Lakota (Sioux) constructs of inpairnent,
disability, and handi cap. The description is based on a
questionnaire, open-ended interviews at several locations in
Sout h Dakota, and the personal know edge of the authors...
Two nodel s are enployed to facilitate the contrast between
Lakota and Euro-centric cultures: the concept of personhood
and the bipolar typology of cultures as either collectivist
or individualist. Values in Lakota culture that support
collectivismare related to the kind of barriers faced by
Lakot as.



Li ke Schacht, Pengra and Godfrey work within the disability
studies and disability activists' world. They know what little
existing literature and theory effects a neani ngful crossover
bet ween ant hropol ogy, disability studies, and the disability
movenent. This is rare enough that Devva Kasnitz prepared a
review of Pengra's book, Your Values, My Values: Milticultural
Services in Devel opnental Disabilities, which follows her paper.

Focusi ng the Ant hropol ogi cal Gaze: From Disability Mvenents to
the Cultural Construction of Disability

One inportant contribution of disability studies is to
record and anal yze disability history fromthe inside out. The
exposition of a cross-disability or cross-inpairnment novenent is
per haps the nost inportant aspect. Ed Eanes and Toni Eanes do
just that in "Bridging Differences within the Disability
Communi ty: The Assi stance Dog Movenent." They do so using the
ant hr opol ogi cal concept of subculture. W believe that
ant hr opol ogy can contribute nmuch to disability studies’
under standing of plural societies. This is a small begi nning.

D ane Pawl owski's, "Wrk of Staff with Disabilities in an
Urban Medi cal Rehabilitation Hospital" contributes a much needed
et hnogr aphi ¢ perspective to the study of rehabilitation in
disability studies. In the Body Shop, the comon bond of
i mpai rment and disability links sonme staff nmenbers with their
patients. For these staff, the |ived experience of working with a
disability often conflicts with rehabilitation's idealized goals
of achi evenent, change and devel opnent. Disabled staff are at the
sane tinme held up as nodels for patient achievenent, yet
especially lower level staff are negatively sanctioned when their
i mpai rment or chronic illness affects their time on the job.

Di ane suggests that the marginalization of |lower |level staff with
disabilities is something that needs to be explored further and
that the untapped expertise of staff with disabilities should be
taken seriously by residential rehabilitation prograns.

Bioethics, arelatively new field of study itself, has an
uneasy relationship to enmerging disability studies. dinical
bi oet hici sts are assuned, in sone way, to represent the "patient"
or at least the space between the patient and nedi ci ne. Several
noted disability studies scholars are treadi ng these spaces.
Anita Silvers, Adrienne Asch, and Tom Shakespeare, are just a few
names. Joseph Kaufert is the best known ant hropologist in this
group who has a | ongstandi ng engagenent with both the | ndependent
Li ving Movenent and with disability studies. His article "The
Cultural Context of Ethicists' Case Exanpl es and Consuner
Narratives Decisions about Life Supporting Technol ogy"” adds the
di mensi on of the anthropol ogi cal gaze. How can it hel p bridge
gaps between the ethicists' and the consuners' construction of
I ives and deci si on-maki ng. Debates about the political reality of
physi ci an assi sted suicide have made bridging this gap a matter
of life or death.

Ni i Kaplan-Myrth's "Blindness Prevention in Mali: Are
| mprovenents in Sight?" is an incisive argunent agai nst universa



application of the disability prevention nodel in cross-cultural
public health efforts to eradicate blindness. In Mali, where she
conduct ed et hnographi c research, these efforts have been an
abysmal failure. Kaplan-Mrth maintains that one significant
reason is that blindness is not considered a disability by
Mal i ans, despite their negative feelings about |osing sight. As
she puts it blindness is just one of the many "di sabling
conditions of everyday life." In actuality, all Mlians suffer
fromnultiple disabilities which the disability prevention node
cannot adequately contend with. Kaplan-Mrth concludes that these
di sabling conditions of everyday life, which are caused by
structural inequalities perpetuating ill health, should be the
proper target of public health efforts.

From Experi ence to Theory in Anthropol ogy's Engagenent

In "Exploring Miultiple Roles and All egi ances in Ethnographic
Process in Disability Culture,” Russell Shuttleworth continues
his reflexive interrogation of his recent ethnographic fieldwork
(see Shuttleworth, 1999, 2000). For the present effort, he
critically reflects on the tensions and dil enmmas borne of
multiple roles and all egi ances - those of anthropol ogy,
disability studies, and as et hnographer and enpl oyee and friend
of his key informant - that played out while conducting research
on the search for sexual intimacy for nen with cerebral palsy in
the San Francisco Bay Area. Shuttleworth shows how a critical,
refl exive exploration of these nultiple roles and all egi ances can
chal | enge the assunptions of both anthropol ogy and disability
studies and actually led himto an enhanced theoretical
under st andi ng of sone of his research issues.

Sum Colligan's "The Ethnographer's Body as Text and
Context: Revisiting and Revisioning the Body through Anthropol ogy
and Disability Studies" is a multi-layered reflexive account of
the conplex relationship she had with her informants while
conducting the ethnographic fieldwork for her dissertation. How
her disability status figured in this relationship has only
becone clear after years of reflection since conpletion of that
research. Early in the paper, she maintains that "anomaly is not
sinply a problem of classification but an enbodi ed status that
must be worked out in everyday social situations.” The fact that
her informants are Karaite Jews who al so experience a stigmatized
identity in Israel, resonates in sonme sense with Colligan's own
experience of stigma. The handling of her body during personal
assi stance routines becane the occasi on and her body becane "t he
text for the inscription of Karaite cultural meani ngs and
opposition to a disenbodying Israeli public discourse.” This
"rel ati onship was both enpowering and di senpowering for both
parties, but forever one in which our bodies together generated
alterations in received scripts about the inpurity of Karaite
bodi es and the i nconpetence and undesirability of disabled ones."
Ref | exi vel y excavating nmultiple nmeanings fromhow her body is
handl ed by Karaite famlies, Colligan finally relates these
enbodi ed et hnographic insights to the limtations and



possibilities of anthropol ogical and disability studies
appr oaches.

W 1liam Peace uses his ethnographic fieldwork in a tattoo
parl or as a disabled person to reflect on his stigmatized
disability identity and conpares it to the stigm evoked by sone
forms of body nodification in our society. He maintains that,
"The presence of disabled and tattooed people violate social
nornms and call into question basic cultural nores in Wstern
society." In "The Artful Stigma," Peace's reflections nove from
exploring transgressive simlarities to a call for an engaged,
norally commtted and passi onate ant hropol ogy of disability (also
see Peace, 1997; Kasnitz and Shuttleworth, 1999, 2001,

Shuttl eworth, 1999, 2000).

Jeffrey Wllett and Mary Jo Deegan's "Limnality and
Disability: Rites of Passage and Community in Hypernodern
Soci ety" presents an explication of the concept of limnality
applied to the plight of disabled people in hypernodernity. Wile
we are critical of Murphy et al.'s (1988) use of limnality in
research on disability (see Kasnitz and Shuttleworth, 1999;
Shuttl eworth, 2000), especially for marginalizing the |ived
experience of people with early on-set inpairnents and for what
we see as focusing on social process at the expense of cul tural
categorization, WIllet and Deegan's very thorough treatnent,
drawi ng extensively fromthe range of Turner's work, ups the
conceptual ante, so to speak, and presents a sophisticated
argunent for the continued use of this concept in anthropol ogi cal
approaches to disability.

Qur final paper, "Journeying through Life Wthout a Mp:
Dysl exi a, Dysgraphia, Dysnum a and O her Such" by Dana Raphael,
M ke Sal ovesh, and Martha Lacl ave, is an intensely personal one.
As we wite this, Devva recounts the day M ke proudly announced
his new di sabled identity. G ven the current inportance of
self-reflection and reflexivity in anthropology, it is fitting we
close with this piece which asks a critical question, if we fail
to recognize disability and disability oppression in ourselves,
what el se have we m ssed?
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