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This literature review w !l deal primarily with
ant hropol ogi cal interest in Arerican Indians with disabilities
since 1964. This was about the tinme the "War on Poverty" began
and the O fice of Econom c Qpportunity was established and that
seened to provide a vehicle for anthropol ogists to becone engaged
in disability studies with American Indians. In addition,
permanent disability insurance and workman's conpensation were
created in 1956 in an effort to expand social insurance under the
social security program At the sane tine, benefits were
increased and eligibility requirenments were eased. These neasures
i ncreased the popularity of these prograns well beyond what the
pl anners had antici pated (Berkowtz, 1979). The field of "Action
Ant hr opol ogy" had just evol ved during a decade of work in the
1950s with the Fox Tribe (Tax, 1958; Gearing, Netting & Peattie,
1960) .

Formative Years

Ant hr opol ogi sts before 1964 sonetinmes included inportant
information regarding disabilities in studies that were not
focused on disability per se. Washington Matthews (1902)
description of the conplex nine day Navajo N ght chant i ncludes
the tale of the "Stricken Twins" (pp. 212-265) that has nuch
i nformati on about Navajo ideas about disability. One of the tw ns
is blind, the other is "crippled,” i.e., cannot use his legs. In
brief, it is a story of repeated rejection, eventual redenption,
and heal i ng.

Mat t hews becane deaf - probably even before he started to
learn the Night Chant - and suffered a paralytic stroke while
studying it (Reichard, 1950, pp. 82, 95), and died in 1905.
According to Reichard, the Navajo attributed these disabilities
to his errors while trying to |learn the N ght Chant (Reichard,
1950, pp. 82, 95). Reichard tells a simlar story about a Navajo
medi ci ne man (p.94):

Crawl er, the extraordinary star of the film The Muntain



Chant, directed by Roman Hubbell in 1926, derived his nane
fromparalysis of the lower linbs. He gave up trying to

| earn the N ght Chant when paralysis indicated his
incapacity to withstand its power. H s disability did not
prevent himfromlearning and successfully practicing other
maj or chants, anong themthe Muntain Chant.

Rei chard's book contains a chapter on "Theory of Di sease"
(pp. 80-103) that includes much information about disability
term nol ogy, including how disabilities and di seases are grouped
by the Navajo into categories. O course, much of the early
ant hropol ogi cal interest in American Indian disability issues
conmes via the nore general interest in nedicine and curing
practices (Hrdlicka, 1908; Geenlee, 1944). One outcone of this

was that the Navajo Tribal Council initiated a five-year project
with Cornell University on the Navajo reservation (MDernott et
al ., 1960). The purpose of this project was to nake health

services nore culturally relevant for many of the Navaj os who
di strusted or refused Western nedicine (Joe, 1980).

The Lei ghtons wote about the connection nade between
physi cal deformty and "di sharnony” in Navaj o thinking, |inking
this to the idea of contagi ous nmagic:

I n general Navahos have an uneasy feeling about people who
show sone physical deformty. This may be related to their
fear of witchcraft and result in their thinking that since
such a person cannot do very nuch because of the deformty,
he may try to exert power or gain riches in an abnornmal way.
Their fear is probably in part due to feeling that since the
deforned are out of harnony with the forces of nature,
contact with them may bring disharnony to one's own life,
according to the general principles of contagious magic.
Cccasionally a deforned infant will be abandoned to die, or
will be brought to the hospital and never taken hone
again...." (Leighton & Leighton, 1945, p. 61).

Robert Young, the Navajo |linguist, wote a nunber of
articles for the Navaj o Yearbook (1961), including one on
"Of-Reservation Placenent and Rel ocation: The Navaj o Econony"
(pp. 210-242). In his study, he made the follow ng astute
observati ons:

A generation ago the | owest economc stratumin Navajo

soci ety, conprising the aged, the blind, the disabled, the
unwant ed or phans and those people with few or no |ivestock,
| ed a precarious existence. ... The very survival of many
menbers of this segnment of the popul ation owed itself
largely to the closely knit famly - extended famly - clan
structure and sharing features of Navajo society. In the
course of a generation, the ot of this erstwhile |east
privileged class in Navajo society has undergone a radical
change, and the group has energed as a conparatively



af fl uent segnent of the population due to the operation of
the Social Security program Regular paynents to Dependent
Children, the Aged, the Blind, and the Handi capped, A d Age
and Survivors benefits, and other fornms of welfare have

el evated this otherw se underprivileged class fromthe
bottom economcally, to a nuch nore favorable position, and
the sharing process in Reservation society has reversed its
direction of flow frominstead of to the segnent of the
popul ation which is otherwi se | acking in resources or
capacity to gain its own |ivelihood! Wl fare recipients now
share their nmeager resources with [ ess fortunate ki nsnen
who, as potential enployables or for other reasons, are not
t hensel ves eligible for regular welfare benefits, but who
are insufficiently trained to conpete successfully for
avai |l abl e steady enpl oynent. (pp. 218-220, enphasis in
original.)

The study of nental disorders anong Anerican | ndi ans has
al so drawn sone interest (Opler, 1936; Devereux, 1961
Ri t zenhal er, 1963). However, perhaps the earliest disability
associated with American Indians that conmanded consi derabl e
attention from ant hropol ogi sts was | ndi an al coholism (e.qg.
annot ated references conpiled by Mail & MDonal d, 1980).

Disability Studies by Anthropol ogi sts: 1960s

The Navaj o Rehabilitation Project began at Northern Arizona
University (NAU) in 1963, funded by a Research and Denonstration
Grant fromthe Vocational Rehabilitation Admnistration, U S
Department of Health, Education and Welfare. The Ant hropol ogy
Departnent at NAU soon becane invol ved:

As part of Programresearch, a brief study of disabled

i ndi vi dual s was begun in 1964 by the author and Dr. WIIliam
Giffin, both part-tinme Research Anthropol ogists of the
staff. W were al so nenbers of the Departnent of

Ant hr opol ogy, Northern Arizona University. Prior to this
time, Dr. Ral ph Luebben... and M. Charles C. Case... held
simlar positions and initiated anthropol ogi cal research on
other topics. (Kelly, 1967, p.vii.)

Kelly's study of Navajo Indians with disabilities gratefully
acknow edged the "interest, efforts and cooperation” of a nunber
of anthropol ogists in the area, including Jerrold Levy, David
Brugge, and Larry Powers (p. viii).

Powers, after living on the Navaj o Reservation, had been
trained as an ant hropol ogi st at NAU and had becone an intake
counsel or for the Navajo Rehabilitation Programby 1964. He has
spent his entire professional career working with American
Indians with disabilities, and eventually becane regional
director of VR for northern Arizona. Although his anthropol ogy
has been "applied," he has sone publications (Powers, 1987;
1989).



Al t hough they do not explicitly refer to vocati onal
rehabilitation progranms, Wax and Wax (1971; see al so Wax 1971)
provided an interesting retrospective on federal prograns for
Anerican I ndians such as Head Start that were | aunched during the
1960s.

Jerrold Levy is, of course, is an anthropol ogist well known
for his work on Anerican Indian al coholism (Kunitz, Levy &
Everett, 1969; Kunitz & Levy, 1974, 1994; Levy & Kunitz, 1971b,
1974). But his prior work on a broader range of Anmerican Indian
disability issues is |less well known (Levy, 1967; Levy & Kunitz,
1971a; see al so Levy, 1983). O her anthropol ogists drawn to
research on American Indian alcoholismat this tine were Heath
(1963, 1983), Dozier (1966), and G aves (1967).

Werner (1965, pp. 2, 3, 13-16) identified in Navajo half a
dozen terns for disability and other related concepts as part of
his study of Navajo nedical terns. Ablon, Rosenthal and Ml er
(1967) wrote an overview of the Mental Health problens of Indian
children. Joan Ablon has also witten about other American |ndian
i ssues (1964, 1965, 1971) as well as disability issues (1984,
1999) from an ant hropol ogi cal perspecti ve.

Some pioneering work on evidence for disabilities in
ar chaeol ogi cal skel etal popul ations of Anerican |Indians was done
by Angel (1966) to identify "atl atl el bow' anong prehistoric
peoples from Tranquility Site, California (cited in Buikstra,
1991) .

Disability Studies by Anthropol ogi sts: 1980s

A Navaj o woman, Jennie Joe, received a doctorate in Medical
Ant hropol ogy in 1980 fromthe joint doctoral programwth the
graduate division of the University of California, Berkeley and
the University of California, San Francisco. Her dissertation
comm ttee included Joan Ablon and Elizabeth Col son. Her
di ssertation topic was children with disabilities in Navajo
Society (Joe, 1980). She observed,

One basic assunption held in common by nost nedi ca

ant hropol ogi sts is that health and illness are sociocul tural
categories and that health beliefs and practices are based
on sone cultural conditioning....Sonme of these

ant hr opol ogi cal findi ngs have been applied to devel opnent of
heal th programs for American |Indians and Al askan Nati ves.
One such project was the Navaj o-Cornell project on the
Navaj o reservation ...

Later, Joe provided an illustration fromthis project regarding
congenital hip disease anong the Navaj o:

The nost striking finding obtained was that the disease is
not considered particularly incapacitating, or, in the
absence of pain, even worth treating. "There are many who
linmp and get al ong" summed up the reaction of all but one of
the parents of an abnormal child. "Getting al ong" includes



marryi ng, having children, perform ng household tasks, and
living as long as anyone else. So long as the individual can
function wthin Navaj o society, none of the feelings of
uneasi ness or abhorrence associated with radically deforned
individuals are applied to patients affected by congenital
hi p di sease. (Rabin et al., 1967, p.29)

Joe commented (pp. 142-143) that:

It is inplied here that Navaj os do accept certain degrees or
forms of disability depending to a | arge degree on whet her

t he di sabl ed person can function in society and is able to
live up to his expected role. It would seem then, the
concept of health for Navajos can be fluid and flexible,
maki ng al |l owances for those whose state of health is
assessed within the context of their ability to function.

This al so nakes the case for her prior statenent that health and
illness (and by extension, disability) are sociocultural
categories. Additional evidence was provided by her difficulty
expl ai ning the concept of nmental retardation in Navajo "w thout
resorting to detailed, descriptive anal ogi es" (p.143).
Furthernore, "Children with learning disabilities were not
seen as disabled by an illness. Their disabilities were
consi dered an education problemwhich did not affect the child's
role and position in the famly when not in school” (p. 198). In

general, "disabilities which are not visible to the eye are the
nmost difficult to define or explain" (p.145). Joe further says
that for the Navajos, "it is the causes of illness, not the

synptons, that are nost inportant” (p.146).

Superficially, this would nake it seemas if Navajo and
Engl i sh nedi cal term nol ogy ought to be readily interchangeable -
until one realizes that the etiological systens underlying the
term nologies are radically different. For exanple, "congenital
abnormalities are traditionally associated with parental
disregard for certain cultural taboos |like incest and violation
of certain prescribed prenatal taboos by the parents, especially
the nother." She provides an exanple of such taboos |ater on:

"For exanple, traditionally, pregnant wonmen were not all owed
to come into contact with or |look at certain things. The
restricted things varied, but nost common itens were

associ ated with death, gross disfiguration, and
witchcraft... There are also sonme prenatal taboos agai nst
certain animals... Snakes, coyotes, and ows lead the I|ist
of animals to be avoided since unborn babies and smal
children are expected to be nbst vulnerable to these types
of evil prey" (p.147).

Joe al so makes the point that anong the Navajo, two |evels
of explanation may coexist: the technical explanation (e.g., Down
Syndrone) and the personal explanation (e.g., punishnment).



Consequently, she argues, in sone cases it is necessary for the
prof essional to understand both types of explanations in order to
help a person with disabilities or their famlies (p.151).

Joe subsequently was involved in creating the Native
Aneri can Research and Training Center (NARTC) in Tucson in 1983,
as part of the Departnent of Famly and Community Medicine within
the Coll ege of Medicine at the University of Arizona. She has
continued to publish studies on Anerican |Indian perspectives on
disabilities (e.g., Joe & MIler, 1987; Johnson, Joe, Locust,
MIler & Frank, 1987; Joe & Locust, 1989; MIller & Joe, 1993).
The NARTC in Tucson and the Native American Rehabilitation
Research and Training Center in Flagstaff at NAU were funded by
the National Institute for Handi capped Research (now the Nati onal
Institute on Disability and Rehabilitation Research [NIDRR]) to
establish a Research and Training Center concerning Native
Anericans with disabilities. This partnership lasted for five
years. The grant application for the Center in Flagstaff was
witten by Keith Cunningham a folklorist. By special order of
Congress, these two centers jointly conducted a study of the
speci al needs and problens of American Indians with disabilities
both on and off Indian reservations resulting in a three vol une
report (O Connell, 1987a). Reports from both research and
training centers often include contributions by anthropol ogi sts.

The fol klorists Keith and Kat hryn Cunni ngham (n.d., ca.
1986) wrote a study on cross-cultural research for the Research
and Training Center (RTC), and conducted et hnographic interviews
with nmenbers of various tribes, nostly in the Southwest, on
disability issues. A narrative ethnography (Cunni ngham 1992)
centering upon Native Anerican concepts of disability and
rehabilitation was based directly upon the research the
Cunni nghans conducted during their five years with the Native
Anmerican RTC. Wien the RFP for the next conpetitive application
was published in 1988, the two centers could not agree on a
common strategy, and both submtted applications. Both were
funded by splitting the avail able funds between them The sane
t hi ng happened in 1993. In 1998, the Tucson RTC did not submt a
pr oposal .

Ant hr opol ogi cal studies of al cohol use and abuse anopbng
Anerican I ndians continued during the 1980s and 1990s with
contributions by Waddel| and Everett (1980), Dw ght Heath (1983),
a doctoral dissertation by Bea Medicine (Lakota) (1983), and a
study of al cohol consunption and its effect on the dietary
patterns of Hual apai |ndian wonen (Teufel, 1994). In addition,
the Native Anmerican anthropol ogi st Mchael Dorris wote an award
wi nni ng book on his experiences adopting a Native Anmerican
(Sioux) child with Fetal Alcohol Syndrome (FAS). This book is
part nmenoir, but includes extensive references and footnotes
relating to Dorris's attenpts to deal with his son's disabilities
associated wth FAS. The book was nmade into an ABC-TV novie, and
had a | arge inpact on raising awareness of FAS across the
country. About 1979-1980, Martin Topper (1987) investigated the
i npact of relocation on Navajo nental health, and his studies



have hi ghlighted the anthropol ogical process involved in this
wor K.

Anal ysi s of archaeol ogi cal skeletal data for disability
i nformati on focusi ng on degenerative joint disease was conducted
by Pickering (1984). One of the major findings was that there are
significantly higher |levels of severity of arthritis in spines of
wonen representing the late Late Wodl and and M ssi ssi ppi an
peri ods versus wonen representing the Mddl e Wodl and and early
Late Wodl and periods. Differences in scores fromthe cervical
spi ne are nost pronounced. In other words, there was earlier
onset of arthritis in agricultural females (Buikstra, 1991;
Pi ckering, 1984). Pickering argued that detail ed ethnographic
data is critical for the devel opnent of supportabl e hypotheses.
Degenerative joint diseases in archaeol ogical data fromthe
sout heastern United States have al so been di scussed by Bridges
(1991, 1994).

Disability Studies by Anthropol ogi sts: 1990s

The Action Anthropol ogy of the 1950s, w thout the nane,
began to penetrate into other fields as an idea. For exanple,
O Connell (1987) wrote an action anthropol ogy-like research
design for a comunity-based needs assessnent proposed in the
Native American RTC conpetitive application, which was
subsequent|ly funded. This evolved into a series of projects that
are descri bed bel ow. The idea al so energed under the nane
Participatory Action Research (PAR) in the 1990s (Wyte, 1991).
My own work with disability studies began in 1988 when | began
working for the Institute for Human Devel opment on a nunber of
speci al projects which eventually resulted in a series of
publications (O Connell & Schacht, 1989; O Connell, Schacht, Horn
& Lenz, 1993; Sontag & Schacht, 1993, 1994). | then began worKking
for the American Indian Rehabilitation Research and Trai ni ng
Center (AIRRTC, fornmerly the Native American Rehabilitation
Research and Training Center) studying the affects of relocation
prograns on American Indians with disabilities (Schacht &
M nkl er, 1991) and the comrunication skills of American |ndian
j ob applicants (Nye, Betancourt, Wite, & Schacht, 1993).

Comruni ty- based needs assessnents

The communi ty-based needs assessnent nodel advanced by
O Connell (1987b) was field-tested by Marshall (Johnson,
Marshal |, Martin & Saravanabhavan, 1990) in the Denver
metropolitan area in 1989-1990 and in M nneapolis-St. Pau
(Marshal |, Day-Davila & Mackin, 1992). At about the sane tine,
the simlar PAR nodel was bei ng advocated by the director of
NI DRR (G aves, 1991, citing Wiyte, 1991), and was quickly
endorsed by other RTCs (Bruyere, 1991).

O Connel |'s communi ty-based needs assessnent nodel had at
its core the Concerns Report Method (Fawcett, Suarez de Bal cazar,
Johnson, Whang- Ranps, Seekins & Bradford, 1987). Wile not itself
explicitly anthropological in origin, this nethod |lends itself
readily to action anthropol ogy. Three crucial features of the



met hod ar e:

1. Invol venent of the community before field work begins to
define the questions to be asked and to recruit nmenbers of the
community in inplementation of the project;

2. Involvenent of the community during inplenmentation of the
project as local research coordinators, interviewers, and
recruiters;

3. Involvenent of the community in the interpretation of the
results.

| continued the series of comunity-based needs assessnents
of Anmerican Indians with disabilities in netropolitan urban
centers (Dallas-Ft. Wrth, Houston) at the request of the Texas
Rehabilitati on Comm ssion (Schacht, H ckman & Klibaner, 1993;
Schacht, Morris, & Gaseoma, 1994). | then conducted foll ow up
studies in M nneapolis-St. Paul (Schacht, Vanderbilt & Wite,
2000) and in the Texas netropolitan areas (Schacht & Vanderbilt,
1997). The results have al so been summari zed i n Schacht,
Vanderbilt, Waggins and Jurgensen (1999, pp.52-55 and 87-95
[ Appendi x B]). There were a nunber of anthropol ogi cal chall enges
associated with these projects that are described in the
fol |l ow ng paragraphs.

Do it yourself. | cannot argue with Wax (1971), who observed
that "the head researcher, the person who is going to analyze the
material and wite the major report, should hinself do as nmuch of
the interview ng and observation as he possibly can" (p. 267).
This section in Wax's book has the heading, "DO NOT MAKE OR LET
OTHER PEOPLE DO YOUR FI ELDWORK" (p. 266). One of the reasons for
this is that the nore involved the head researcher is, the better
hi s/ her rapport will be with the coomunity, the easier the
project inplementation will be, and the better the researcher's
understanding of the results will be. The researcher's
i nvol venent sends an "I care" nessage to the community. Lack of
i nvol venent, on the other hand, sends an "I don't really care"
message. As in other types of anthropol ogical fieldwrk, personal
contact is inportant. O course, the degree of involvenent of the
head researcher is contingent on funding and other comm tnents.

Precision vs. Practicality. Comunities often want needs
assessnments in order to obtain funds for health clinics or other
servi ce agenci es. Fundi ng agenci es want applications for such
facilities based on reliable and valid data denonstrating need.
This often neans | arge sanpl e sizes, a standardi zed net hodol ogy
(e.g., questionnaires), good sanpling designs, trained
interviewers, etc. To many Anerican Indians with disabilities,

t hese procedures seem excessively ornate, the gquestions nay seem
intrusive, and they may chall enge the researcher to justify the
necessity for these aspects of the research design. The
researcher nust do everything possible to enhance the validity
and reliability of the results, without alienating the community.
Sonetinmes conprom ses nust be made, but these should al ways be
reported.

D strust of Governnent prograns and ant hropol ogi sts.



Aneri can I ndi ans and Al aska Natives have experienced

approxi mately 380 years of bad relationships with the United
States governnment and its state and | ocal predecessors. The
distrust is so deep that the specific reasons nay no |onger be
inportant. Community nmenbers are used to outsiders who cone
barging in, ask a bunch of questions, and | eave, never to be
heard fromagain. Vine Deloria' s (1969; cf. Biolsi & Zi nrernman,
1997) barb about an ant hropol ogi st in every Indian house is
rehearsed every tine a potential respondent wants to know why

t hey shoul d hel p every young ant hropol ogi st get their degree when
their only interest seens to be to squeeze enough information out
of the "Indians" to prove their point, after which they

di sappear, apparently having no further interest in the
comunity.

bt ai ning significant comunity invol vemrent in project
planning. | was at a neeting on the Navajo Reservation years ago
that related to school business. | forget the exact context, but
one observer remarked that unless a neeting |lasted all day and
i nvol ved food, it couldn't be very inportant! In the early stages
of a project, there is no substitute for taking tinme to neet
peopl e and establish rapport. This nmeans one cannot count on
flying into a coomunity and havi ng enough tinme to neet with
enough people to launch a project with effective community
involvenent in only a few days. In fact, several trips may be
needed before the I ocal community decides that one's interest is
credi ble and worthy of attention.

Recruiting local research participants. It is inportant to
begin by formng a | ocal project advisory commttee. There is
often a dynam c tension between including non-Indian service
provi ders who may be genuinely interested in outreach, and | ocal
menbers of the community. The service providers may be an
i nportant source of material support, but active participation by
the comunity menbers is essential. It is sonetines necessary to
split the advisory commttee into two commttees, one for non-
| ndi ans, and another for Anerican |Indians and Al aska Natives. The
issue of hiring American Indian field assistants has been anply
di scussed in anthropol ogy (e.g., Wax, 1971, pp. 292-295). W
general ly sought to hire a | ocal research coordi nator who knows
and is accepted by the entire comunity. It can be difficult for
an outsider to appreciate divisions within the conmunity and to
avoi d choosi ng sonmeone who is overly identified with one faction.
Choosi ng the wong person may cl ose off inportant segnments of the
community who will not deal with certain persons. Simlarly, the
recrui tnment and choice of interviewers is crucial.

Supervising |l ocal research participants. Anmerican |Indian
project participants (local research coordinators and
interviewers) cannot be supervised in the sane way as non-Natives
w thout risking alienation and passive-aggressive responses.
Sensitivity is essential. Pauses in productivity are to be
expected. Dependability of transportation cannot always be
assunmed. Sone | ocal research participants may not want to
disclose the difficulties they are having in inplenmenting the



research design. O hers may freely interpret the design in their
own ways or coach respondents according to their own private
concerns. Consequently, we always told themup front that we
woul d randomy call a certain percentage of respondents to verify
that the research design was being inplenmented appropriately.

Who is Indian? In some communities there are definite
di vi sions based on perception of Indian-ness. This difference is
sonetimes characterized as "Full bl oods" vs. "M xedbl oods" (Wax &
Wax, 1971, 495-496) and is inportant because outsiders are nost
likely to encounter the M xedbl oods first. As noted by Wax and
Wax, these M xedbl oods have often served as nedi ators between the
Ful | bl oods and the outside world and as such nmay be viewed with
suspicion by the Full bl oods - especially when Governnent agencies
or anthropol ogi sts are involved. In our Houston comunity needs
assessnent (Schacht, Mirrris & Gaseoma, 1994), this issue canme out
into the open at the community neeting at the end of the project.

One of the interviewers who had interviewed the |argest
nunber of respondents was M xedbl ood Pot awat om . Though
regi stered wwth her Tribe, she was definitely | ess than one
quarter "lIndian blood". Qur policy was that anyone was regarded
as Anerican Indian if they said they were and were accepted as
such by the interviewer. Because | had advance warni ng about
this, | broke down the results by degree of Indian identification
and found that the M xedbl oods felt just as strongly about
community issues, if not nore so, than those who had the
strongest degree of Indian identification (Schacht, Mrris &
Gaseomn, 1994). But to sone participants, the results were
irretrievably contam nated by the invol venent of the M xedbl oods.

Anot her illustration of this is that the Texas
Rehabilitati on Comm ssion nmade a sincere outreach effort to hire
counsel ors who had I ndian ancestry. However, alnost all of these
were, naturally, M xedbloods and while sone of them were well
received, others were not wel coned at all, despite the best
i ntentions.

What is a disability? Disability neans different things to
di fferent people. There are | anguage differences as well as
differences in cultural attitudes. Consequently, we asked about
the respondent’'s disabilities in several ways:

1. First we asked them what disabilities or chronic
il nesses they had. The interviewer had a checklist, but was
not supposed to show it to the interviewee because it m ght
i nfluence their response. Based on the interviewee's
response, the interviewer would check the appropriate
categories, or wite the response under "Q her".

2. Next, we asked them what assistive devices they
used. These included everything fromdevices for sensory
inpairnments (e.g., hearing aids, eyeglasses) to nobility
ai ds.

3. Finally, we asked thema list of questions relating
to the activities of daily living (ADL).

We then conpared the results in order to check for differences in
perception about disabilities.



Consuner concerns. Based on the Consumer Report nethod
desi gned by Fawcett, Suarez de Bal cazar, Johnson, Wang- Ranos,
Seekins and Bradford (1987), we sought to encourage each
community to identify which concerns to ask respondents about. A
meeting was held in the community with community nenbers and
ot her stakeholders early in the research process, with the goal
of identifying about 30 issues to ask respondents about. Ideally,
one mght start fromscratch inductively, so as not to bias the
community nenber's perceptions of rel evant issues. However, that
is a tine extensive process at the very tinme when everyone is
just starting to work together on the project. As a practical
alternative, we generally started with a list of issues
previ ously used that had been conpiled by Fawcett, Suarez de
Bal cazar, Johnson, Wang- Ranos, Seekins and Bradford (1987). W
encour aged nenbers of the initial working group to delete and add
items at will. W then used a nunber of devices to identify the
i ssues perceived by the group to be of npbst inportance. Each item
is repeated twice, once to ask about its inportance and a second
time to ask about the respondent's degree of satisfaction that
the statenent is true. This consistent format allows the itens to
be rated by degree of inportance and satisfaction. But it also
may require re-wordi ng of sone proposed itens in order to get
theminto the standard fornmat. The resulting changes were
sonetinmes interpreted by working group nenbers as "tw sting”

t heir words.

Presenting the results to the comunity. After a prelimnary
tabul ati on of the questionnaires, and in consultation with the
| ocal research team we would schedule a community neeting to
present the prelimnary results in order to obtain their
assistance in interpreting the results. W invited everyone who
had participated in the project in any way, presented the
findings, and requested their comments. This feedback was then
incorporated in the final report.

Unpl anned consequences. There was a whol e set of
consequences that were not part of the project design, but that
were often beneficial. First, respondents who knew not hi ng about
the services for which they were eligible received information
fromthe interviewer about how to contact service providers.
Second, the project brought together nenbers of the comunity who
may not have worked together before thereby forgi ng new working
rel ati onships within the comunity.

Mol ly Dufort (1992) began as a sociolinguistic research
assistant in the md-1980s on the Tohono O odhamreservation in
Arizona. By neans of a series of personal encounters, she was
drawn into exploring the reasons for failure in the service
delivery to a Tohono O odham person with disabilities. Her
doctoral study at the University of Arizona (Dufort, 1991)
exam ned di scourse practices and knowl edge systens involved in
di sability managenent in cross-cultural settings. This in sone
ways is an inportant sequel to the work by Wax with | ndi an Head
Start prograns (VWax & Wax, 1971; Wax 1971) and deserves w der
attention.



In a simlar vein, Dapcic (1995) explored the social
construction of disability anmong nmenbers of the Hopi tribe for
her Master's thesis in the Anthropol ogy Departnent at Northern
Ari zona University.

Results from archaeol ogy and physi cal ant hropol ogy were
studi ed by Bridges (1992) who focused on arthritis. Powell (1991)
consi dered skel etal evidence for syphilis and tubercul osis, but
the general interest seens to be in the occurrence of these
di seases in Anmerica, rather than their disabling effects.

The Ant hropol ogi cal Difference

Ant hr opol ogi cal engagenent in disability issues is at its
best when it shows sonme awareness not only of the concept of
di sability, but also sonething about current disability issues
with respect to enploynent and independent |iving (however
culturally constructed.) It is also at its best when it draws on
nore than one branch of anthropol ogy in describing and anal yzi ng
the data. For exanple, Reichard' s book contained a chapter on
"Theory of Disease" (pp. 80-103) that included nuch information
about disability term nol ogy, including how disabilities and
di seases are grouped by the Navajo into categories. And when the
Lei ghtons wote about the connection made by the Navaj o between
physi cal deformty and "di sharnony,"” and linking this to the idea
of contagi ous magic, they linked together physical anthropol ogy,

I i nguistics, and cul ture.

Angel (1996) |inked skel etal evidence of el bow pathol ogy
with use of the atl atl in hunting. Pickering (1984) used a
conbi nati on of skeletal and archaeol ogi cal evidence to show t hat
there was earlier onset of arthritis in agricultural females than
in the pre-agricultural females in the sanme region. Dufort (1991,
1992) exam ned di scourse practices and knowl edge systens invol ved
in disability managenent in cross-cultural settings. The greatest
divide, it seens, is between the physical anthropol ogists and
archaeol ogi sts, on the one hand, and the cul tural anthropol ogi sts
and |inguistic anthropol ogi sts, on the other.

There are sone domai ns of research that deserve greater

attention. For exanple, the cultural construction of disability
and work anong Anerican | ndians and Al aska Natives would be quite
interesting. Both ternms (disability, work) are culturally |aden
and may intersect in quite different ways not only in a
conparison of Anglo vs. Indian, but also in a conparison anong
different Indian tribes and peoples. The cultural construction of
"wor k" and "disability" are rich fields of inquiry in which
ant hropol ogi sts can truly make a contribution (e.g., Trotter,
Ustun, Chatterji, Rehm Room & Bi ckenbach, 2001). For exanple, |
have heard it suggested (although | cannot find the reference)
t hat anmong sonme Al/ AN peopl es, hallucinations and simlar forns
of mental experience that in the Anglo world woul d be consi dered
signs of mental illness that woul d be vocationally handi cappi ng,
may be considered as signs of vocational (shamanic)
qualification. But not all AI/AN cultures share this view

This goes to the heart of the idea that different



envi ronments can be handi capping, i.e., can be a hindrance to
participation in society (Trotter et al., 2001). Just as cenent
curbs without curb cuts can be an environnental barrier to
enpl oynent for people who use wheel chairs, so sone other forns of
cul tural expression can be environnental ly handi cappi ng. The sane
i ndi vi dual who may be regarded as di sabl ed and unproductive in
one culture may be regarded as gifted and enpl oyabl e i n anot her
culture. This ought to be a rich field for anthropol ogy.

Even nore, Kleinman's (1990) distinctions between di sease,
i1l ness and sickness have only begun to be explored. For exanpl e,
al cohol abuse anong Anerican Indians and Al aska Natives can be
viewed on all three levels: as a disease with possible genetic
variations in alcohol nmetabolism as an illness defined by the
DSM 1V, and as a sickness inposed on entire peoples by a post-
col oni al dom nant society. These nere suggestions cannot be fully
devel oped here, but serve as an indication of the potential for
ant hr opol ogi cal engagenent with the disability issues of Anerican
| ndi ans and Al aska Nati ves.
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