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Abstr act

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, one
of whomis Dakota and the other an ant hropol ogi st. 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.

| nt roducti on

Ant hr opol ogy provides a useful way to descri be the human
experience of disability in a variety of cultures. By conparing
the beliefs and val ues of several cultures, regular patterns may
be discerned that will help us understand the barriers presented
as well as the opportunities afforded by our own cultures. There
is, however, very little research about the social construction
of disability in other cultures, wth the notable exception of
| ngstad and Wayte's ground- breaking anthol ogy Disability and
Culture (1995). Mpst texts using the tools of anthropology are
witten for the interventionist interested in |earning about
specific cultures in order to provide culturally sensitive
services e.g., Lynch and Hanson's Devel opi ng Cross-Cul tural
Competence: A CGuide for Wrking with Young Children and Their



Fam lies (1992). This is a needed approach but one that stil
pl aces professionals in the powerful position of inplenenting
their ideas of assistance based on their conceptions of
disability and society. For exanple, introductions to books about
famly structures in other cultures (e.qg., Arns, Davidson &
Moore, 1992; Ingoldsby & Smth, 1995; or MCGoldrick, G ordano &
Pearce, 1996) rarely suggest that social workers and
psychol ogi sts should read themin order to change their persona
famly relationships.

The goal of this exploratory article is to challenge non-
I ndi an readers to inspect their assunptions by |earning about the
Lakota concepts of inpairnment and disability. This endeavor m ght
be msinterpreted as a shall ow paean to the "nobl e savage"
(Biolsi, 1997) but there are problens in Indian country, too. The
boundaries of the cultural category "disability" are drawn in a
way that disability rights activists mght well envy but the
beliefs and values that flow fromthat view present their own set
of barriers.

Pr of essi onal s shoul d not and need not speak for people with
di sabilities, although they should stand with themin chall enging
m sconceptions about disability. Anthropol ogists have a simlar
relationship with the people they study. They are seen as
potentially exploitive, essentially well-nmeaning although
sonetimes m sgui ded, and occasionally useful as infornmed allies
(Biolsi & Zimrerman, 1997). It is hoped that including comments
by Lakotas wi Il counter-bal ance the power inherent in witing the
gquestionnaire and choosing what responses to include in this
article. This report is not intended as a conprehensive or
scientifically representative sanple of Lakota views. The
identifications of the contributors are also not neatly typed and
cross-matched. Al respondents chose the | abels they wanted and
gave perm ssion for or withheld the use of their nanmes. Their
di rectives have been honored in all cases.

This article is neither a conplex interpretation of Lakota
culture nor a conprehensive explication of the social nodel in
di sability studies. Both have been sinplified in order to nmake
the di scussion of their intersection nore intelligible. Critics
mght find the results sinplistic and naive in their own
di sci pli ne but thought-provoki ng and challenging in the other
field of study. But, as Lakota speakers say when they have nade
their point, "Henala epikte," meaning: "That's all | have to say
about that.'

Poi nt of View

Conpl et e understandi ng of another culture is never possible
because analysis is always "filtered through one's own cul tural
perspectives and experiences" (Selig, 1998, p. 8) although
enpathy and the tools of anthropology can facilitate increasingly
sensitive interpretations. Conplete understandi ng of one's own
culture is nearly as inpossible. Introspection can lead to
personal insights but the insider "nust al nbst becone an " amateur
ant hropol ogi st' " (Medicine, 1998, p. 255) to conprehend his or



her culture froma nore omiscient point of view And, even when
this is acconplished, understandi ng one culture does not
necessarily generalize to understanding closely related cul tures,
e.g., Lakota culture is no nore or |less representative of al
Anerican Indian cultures than some ot her indigenous culture m ght
be (Kraner, 1996).

This parallels the difficulties faced by people with and
wi thout | abeled disabilities. It is inpossible for people w thout
disabilities to know about disability in the sanme way that people
wth disabilities do just as it is inpossible for one person with
a disability to speak for all people with disabilities. Further,
people with the sane disabilities may have very different
experi ences when they have different cultural backgrounds.

Ant hr opol ogy has taught us that trying to conprehend our
di fferences by communi cating across cultural and disability
boundari es, however faulty and inadequate, is better than
assum ng that there are no differences or that cultural and
physi cal differences do not matter in the study of human behavi or
(Fish, 2000). This article cane about because of the attenpt by
its authors to cross boundaries and conpare the treatnment of
people with disabilities in their respective cultures, not to
build theory but sinply to describe the differences.

Godfrey is Dakota, lives on an Indian reservation in South
Dakot a, and teaches Lakota/Dakota culture at Lower Brule
Community Col |l ege. She has a deep understandi ng of Dakota
myt hol ogy and religion gained through years of personal training
wi th various Dakota Hi erophant Spiritual Interpreters and by her
research in Dakota thought and phil osophy based on the materials
gathered in the 1920s and 1930s by her Dakota great aunt, Ella
Deloria. Her famliarity with the service systemfor people with
disabilities in South Dakota comes from personal experience in
periodically obtaining services for her son, Rodney Rilling, who
has been | abel ed as havi ng organi c brai n damage.

Pengra is not Indian but is an applied anthropol ogi st and
has worked with both Lakota and non-Indi an people with
disabilities, for the past 16 years (Pengra, 2000a), first in
direct care, then as an admnistrator, and now as a consul t ant
nati onw de for agencies seeking to increase their cultural
conpetenci es. Pengra al so has | earned about Lakota culture from
her good friend Freida Wunded, who rejects as irrelevant the
| abel of disability applied to her by non-Indians. Wunded and
Pengra have jointly advocated for changes in the |ocal service
systemthat provides supports for Wunded.

A Difference in Treatnent

In South Dakota, there are nine Indian reservations or parts
of reservations where 26,522 Lakotas and Dakotas |ive. An
addi tional 23,847 Lakotas and Dakotas |live in non-reservation
areas of South Dakota (1990 U. S. Census). Qutsiders have called
them Si oux, but the preferred termof self-identification is
Lakota, Dakota, or Nakota (Ross, 1989). For ease of reference,
Lakota will be used as the cover termfor Lakota, Dakota, and



Nakota. The nobst accurate generalizati on about contenporary
Lakota people is that there is great individual variation based
on whether their forebears worked for the arny or resisted,
settled near or far fromreservati on adm nistrative centers,
intermarried with French fur traders and ot her Whites (Pengra,
2000b), accepted or rejected Christianity, attended boarding or
day schools, or noved to urban areas during the post-Wrld War |
relocation prograns (Starita, 1995). But the "overwhel m ng

het er ogenei ty" anong individuals does not nean there is not a
shared culture because they do have a "uniquely Lakota attitude,
phi | osophy, and val ue systent (Grobsmth, 1981, p. 3).

The nost i medi ately obvious difference between Lakota and
| ocal non-Indian culture is how people | abel ed as di sabl ed by the
non-Lakota world are treated. Marcia Surdez (age w thheld by
request), a Lakota woman living on the Lower Brul e Reservation,
has a rare bone disease that required the anputation of both of
her |l egs a year ago. She now uses a wheel chair or prosthetic |egs
for nobility and attends college locally. Even before the renoval
of her legs, Surdez' condition was obvious to the casual
observer.

She said that when she lived in Sioux Falls, SD, she was
unable to find enploynent of any kind and was even turned down
for a di shwashing job. She continued, "Here on the reservation
|'ve been offered all kinds of jobs because of ny personality.
And | don't even want to work while |I'm going to school."
(personal communication to Godfrey, March 15, 2001)

Even non-Indi ans quickly becone aware of the difference.
Carol Maicki, nmother of two adult sons with disabilities,
descri bed her experience of the difference as foll ows:

| believe we fight against our own culture in trying to be
respectful of people with disabilities. . . . M white,

mai nstream cul ture i s grounded in the survival of the
fittest and the notion that people that are different are to
be feared, pitied or hated. . . . | think we try to be
conpassi onate but our conditioning nmakes even the trying to
be a radical act. In conparison, over the past 17 years,
|'ve been fortunate to have Lakota peopl e as personal
friends and professional colleagues. The difference in their
culture and mne is like night and day. . . . To illustrate,
the foll owi ng describes how nmy sons are greeted when white
and Native friends cone to ny hone. . . My white friends
react to themin one of three ways. They forget they aren't
deaf and speak in a | oud voice. Wnen develop a "little
girl" voice and speak to them as though they were children.
They speak of themto nme as though they were not in the
room My Native friends w thout exception always offer them
a handshake, a smle and a sincere inquiry as to how t hey
are doing. (Questionnaire response, February 1, 2001)

Lakota treat people based on the other person's behavior,
irrespective of whether or not the person has a | abel of



disability fromthe dom nant culture (Marshall & Largo, 1999). A
person who is abusive is shunned. A person who is kind and
considerate is respected. In general, great variation in behavior
i s accepted because personal autonony is highly valued (Herring,
1999). However, Lakotas with physical and intellectual variations
are routinely afforded slightly greater | eeway in their behavior
because it is recognized that they are coping with situations
that are not in their control and that m ght require different

ki nds of actions or present different kinds of chall enges. But
this tol erance ends when their behavior becones clearly
unaccept abl e. They are held accountable for their negative
behavior as well as respected for highly val ued responses, such
as generosity and wi sdom just as any person in the community
woul d be.

When Lakotas attenpt to access supports from non-Lakota
service providers, they often receive additional |abels such as
non- conpl i ant and behaviorally di sordered because, when
m streated relative to their own val ues, they rebel or run away.

A Lakota man described his situation as foll ows:

My friend and | have what you White people call nental
illnesses. W are in a place where they try to help us out.
Most of the staff there are Wiite. These people call us
[iars when we are telling the truth. Sonme staff are very
cautious for us. We try to catch rides to school or work; we
then get back and get called liars and cheats. | feel
unconfortabl e around these female staff. My friend is 41 and
| am31. Qur Indian friends treat us with utnost respect.
Sonme of these staff are around 20 years old. (Questionnaire
response, nanme and city withheld by request, March 8, 2001)

Perceptions of m streatnment conme fromdifferences in val ues about
how peopl e, whether they have disabilities or not, ought to be
treated. Physical and intellectual inpairnents, in the Lakota
view, have nothing to do wth the person's right to autonony,

i ndependence, and respect.

| npai rment, Disability, and Handi cap

Definitions fromthe Wrld Health Organization (quoted in
Wiyte & Ingstad, 1995) help clarify this cultural contrast.
| mpai rment refers to parts of the body and mnd that are
percei ved to be abnormal or mal functioning; disability results
fromthe restriction in activity or lack of function attributed
to the inpairnment; and handicap relates to the soci al
consequences of perceived deficiencies in body or activities. For
Lakota, there is no inpairnent in intellectual functioning
because the full range of intelligence is considered to be
normal . Lakota recognize that sonme people are intellectually
qui cker or slower than others but this is sinply part of the
normal range of human possibilities. Differences in intellectual
functioning are neither disabling nor handi cappi ng al t hough they
may account for how the person contributes to the group. This is,



according to Lakota thought, not remarkabl e as many ot her
situations also lead to variations in a person's contri bution,
such as having a good heart or being a jerk. A person may be nore
or less spiritual, kind, happy, helpful, or contribute to the
group in other ways that are neither increased nor decreased by
variations in intellectual functioning. This happens because how
"you feel inside your heart will affect others . . . Your
[feelings] wll transfer to them" (Young Bear & Theisz, 1994, p.
175)

Physi cal differences, such as loss of an eye or linb or
inability to wal k or hear, are also all considered to be possible
vari ations of the human condition. In older texts nention is
rarely made of particular physical or intellectual variations.
The single nmention in Black El k Speaks (Nei hardt, 1972) is a
straight-forward description and indicates no | oss of function:

| remenber two nen who danced together. One had lost a |leg
in the Battle of the Hundred Slain and one had | ost an eye
in the Attacking of the Wagons, so they had only three eyes
and three | egs between themto dance with. (p. 34)

Sone physical variations nay lead to the need for assistance from
others. But the need for assistance does not |ead to a handi cap,
that is, to the person being marginalized or dis-enpowered,
because these physical variations are not within the control of
the individual. They just "are" and nmust, therefore, be dealt
wth (Joe & MIler, 1987). Deloria (unpublished manuscript, p.

45) nmentions a simlar distinction between variations that are
within one's control ("inhospitable, ugly-tenpered, flirtatious,
actually unfaithful, cruel to her step-children") and therefore
can legitimately affect marital harnony or other variations that
are not within one's control ("physical plainness or handicap,
natural stupidity or lack of womanly skills") and therefore are
not acceptable reasons for marital disharnony. Involuntary
variations are howthe world is and are neither cause for concern
nor bad.

It is difficult to express this view of physical and
intellectual difference because the Euro-centric notion of
"inpairment” as a "problemto be fixed" keeps intruding. A 25
year old Lakota man who lives in Rapid City, SD, expressed it
this way:

Mysel f | respect handi cap people for | know they can't help
the way they are. . . | know native people would rather be
home with their famlies, because everyone at honme wll help
himor her, seens |ike they get to get better when they are
around famly. | think handi cap native people don't feel
handi cap around their own people. | believe native people
have respect and conpassi on for handi cap peopl e because we
bel i eve everything was created for a reason. (Open-ended
interview, name w thheld by request, February 22, 2001)



Roby Cottier, a Lakota resident of Rapid Cty, SD, explained
t hat people are not disabled although they may need assi stance.

| don't think anyone is disabled, because they are still the
sane as anyone el se. But yes, at sone point they need

assi stance. You got to consider the way they are because

t hey have no choice to be the way they are. God made t hem

that way. So you got to understand that . . . So what nakes
me happy is that | see handi capped parking and ranps at
busi nesses. |'m so proud of those people for thinking of al

t he people. Then |I'm di sappointed in the business that
doesn't take that into consideration. (Open-ended interview,
March 1, 2001)

The ki nd of assistance needed and howit is given also
differs fromnon-Indi an conceptions of "hel ping the handi capped.™
For exanple, Brave Bird described a friend whose father was "sick
and couldn't nove his legs, so she danced for him He later told
in a neeting that while she was dancing for him suffering, he
could nove his legs, and feel them where he couldn't before.™
(Brave Bird & Erdoes, 1993, pp. 114-115) Suffering on behal f of
the group in order to bring harnmony and wel |l ness to the whol e
group is one of the reasons people give for participating in the
Sun Dance (Young Bear & Theisz, 1994).

People with physical or intellectual variations that m ght
limt some of their activities receive assistance as part of the
famly's normal routine. Kinship responsibilities are an
i nvisible and un-definable force that governs Lakota
i nterpersonal relations. Famly responsibilities to each other do
not conme under the category of "hel p" as they would for a non-
Lakota famly. Famly living includes many activities that sinply
"are" and thus are not given much thought. Brave Bird, after
visiting New York City and seei ng honel ess people, conpared their
treatment to her own experience while honel ess on the Rosebud
| ndi an Reservation in South Dakot a:

It seens to ne that the greatest difference between whites
and Indians is the way that they treat those in need and
their ideas of relationships. W m ght be poor, or even
blind drunk, but sonehow we take care of each other. If you
have no roof over your head, you can knock on any door and
sonebody will take you in. They will give you their own bed
or couch to sleep on. They feed you what they thensel ves are
eating. And they won't nake you feel that it's charity. It
is just done automatically because there is a feeling that
we are all in the sane boat. There are no cl ass

di stinctions. You mght be only a sixth cousin but still be
wel coned as a relative, part of the tiyospaye, the extended
famly. (Brave Bird & Erdoes, 1993, p. 137)

The assistance given by famly nmenbers to each other is not
burdensonme and does not make the recipient feel powerless or



pitied. The person feels loved and is a fully functioning part of
the famly. Because Mdicaid and social security prograns provide
subsi stence paynents to people who have been | abel ed as di sabl ed,
they may actually be providing nore financial support to the
famly than other nenbers are able to because the unenpl oynent
rates on reservations in South Dakota hover at 70 to 80% The
famly menber does not feel exploited when the disability check
is shared within the famly, although non-Indian social workers
sonetinmes view this as abuse.

Steve White Hat, a Lakota father of young children and
resident of Rapid City, SD, described this feeling of
i nt erconnect edness and respect:

Wen | see a person in a wheelchair | don't see a disabled

person. | see soneone who is different than nme. | feel that
it 1s human to want to try to help them when they need it.
Just as we may need help. . . It is not respectful to pity a

person. To be respectful would be to help themw th their
disability. (Questionnaire response, March 8, 2001)

Per sonhood

Anot her way to expose the contrast between Lakota and Euro-
centric cultures is by considering the concept of personhood.
Every soci ety defines who and what will be considered a person
(Harris, 1989). Personhood does not refer to a sense of self but
is created by the evaluation of others. Therefore, "by | ooking
closer at the synbolic forns through which personhood is both
percei ved and expressed . . . we may dig deeper into the
conceptual i zations that structure . . . [the] understandi ng of
and reactions toward disability” (Nicolaisen, 1995, p. 48).

For American Indians in general (Locust, 1985) and Lakota in
particul ar (Young Bear & Theisz, 1994), spirit is the essence of
being a person. Spirit exists within the person and is nurtured
t hrough the actions of the person that create harnony. Harnony is
not in events or environnments but is the person's response to
them (Crow Dog & Erdoes, 1996). Di sharnony of spirit is disabling
for an individual (Cay, 1992).

Harmony of spirit is actualized by living up to the Lakota
val ues of generosity and respect and behaving correctly with
relatives. It is assuned that all persons have rel atives and
sonetinmes that all persons in the community are rel atives. Mbst
Lakota still guide their everyday interactions wth others by the
definitions of appropriate kinship behavior, although the outward
signs of kinship law are not as apparent as they were in tines
past. The first consideration between two Lakotas is whether they
are related and how they are related. If they are not rel ated,
they still treat each other with generosity and respect because
every Lakota wll fiercely protect his or her own rel ative, and
t hus know not to attack anyone else's relative. Not having
relatives or having only disabled relatives, in the Lakota sense,
i s disabling because there is then no way to nurture spirit
(Thomas, 1981).



A Lakota woman living on the Pine R dge |Indian Reservation
in Porcupine, SD, said that "a human is a person when they
respect others and show | ove to everyone and share what ever they
have with all the people.” (Open-ended interview, January 17,
2001, nane withheld by request). Marisa Abernathy, a 23 year old
Cheyenne Ri ver Sioux responded that a "human has to be to sone
degree enpathetic and/or synpathetic." (Questionnaire response,
February 27, 2001) Dawn M ddletent, a 40 year old, hearing
i npai red, Native Anerican woman living in Lower Brule, SD,
described a human as a "person who has feelings for their fellow
man, and by that | nean they are conpassionate for their sex,
race, religion, age - not thinking of thenselves first, but
| ooki ng at the whol e picture before doing or deciding sonething."
(Questionnaire response, February 27, 2001) A 37 year old Oglala
Lakota man who uses a wheelchair for nobility said that "a person
who is caring, practices forgiveness, and helps his fellow man is
a good human. Most of all he has a good heart." (Open-ended
interview, January 17, 2001)

An individual who is less than a full person, that is, who
is not acting as a human nornmally does, is said to be "acting
foolish," i.e., without wi sdomor generosity (Neihardt, 1972),
"acting crazy" (Brave Bird & Erdoes, 1993), or "being goofy"
(Godfrey, personal know edge). These behaviors m ght be rel ated
to "meanness [that] nakes you broken" (Wunded to Pengra,
personal comruni cation), or by show ng too nuch of one kind of
behavi or and | osi ng bal ance, e.g., becom ng too creative (Young
Bear & Theisz, 1994). Another way to characterize the boundaries
of the category "disabled" in Lakota thought is to describe it as
conposed of people who exhibit behaviors that are connected to
denentia believed to be a normal part of aging (John, Hennessy,
Ray, & Sal vey, 1996), affective states called nental illness in
t he non-Indi an di agnostic system behavioral states altered from
the use of alcohol, and states simlar to these three areas but
not categorized and | abeled in Euro-centric cultures (e.g., being
too creative).

Peopl e who are foolish, crazy, goofy, broken, or unbal anced
are not stigmatized because of their disability although
relatives mght try to decrease their interaction with them Wen
interaction is necessary, they are treated in terns of the
behavi or due themas a rel ative because treating another person
di srespectfully decreases the actor's spirit, weakens himor her,
regardl ess of the recipient's behavior. Deloria related the story
of a man who went to a boardi ng school and cane hone determ ned
to adopt the white man's ways which were classed as stingy by his
rel ati ves. She wote:

Hs famly relatives continued to be loyal, at a distance,
and referred to himstill in kinship ternms. Because he had
fail ed them was no excuse for themto fail him. . . But
others dism ssed himwth the ugly epithet hiyaze ca, an
i diommeaning hair stands on end, as it were,' which by
inplication classed himas austere, hostile, an unhuman



being: in short, a beast. (Deloria, unpublished manuscri pt,
p. 10)

C ndi Roan Eagle, a Rosebud Lakota wonan with fetal al cohol
syndronme (FAS) who lives off the reservation, tal ked about her
chi | dhood and not ed:

| stayed with ny nom and dad, but they fought and
everything. And then, ny dad started abusing ne. And ny nom
knew about it, but she didn't really care so that's why |
have a | ot of resentnent toward nmy mom But |I'm strong now.
If she treats ne |i ke she did when | was younger, then

say, "Maybe |I should treat you like that." But |I'mnot going
to because that's not what | am (Pengra, 2000b, p. 199)

Peopl e | abel ed by the non-1ndi an service system as having a
disability are treated |i ke any other Lakota by Lakotas, unless
they are "goofy" and have no relatives. Their marginalization is
not because of their inpairnment, in the white nman's sense, but
because of disability, in the Lakota sense. However, fromthe
Lakota point of view, the loss of spirit and |ack of
rel ati onshi ps may be what is happening to the individual, but the
inpairnment is a condition of the group, a collectivist rather
than individualist view of the world (Joe & Mal ach, 1992).

Col l ectivismand the Social Mdel of Disability

According to Shweder & Bourne (1984), "All societies are
confronted by the same snmall set of existential questions,”
including "the problemof the relationship of the individual to
the group” (pp. 189-190). Individualist cultures (Marsella, DeVos
& Hsu, 1985) perceive individuals as collections of traits, with
society built up of voluntary associations of individuals who
share normal traits. Individuals with traits that are consi dered
to be abnornmal are thus inpaired persons (Wyte & I ngstad, 1995)
who are unable or not allowed to associate with others.
Collectivist cultures (Triandis, 1989) construct society as
primary with individuals created through their famly
rel ati onshi ps and appropriate interactions wwth others in the
group. If the society is unable or not allowed to nurture all its
menbers, then it is inpaired.

For exanple, a non-Lakota witer described the "problem of
al coholismon one reservation as "a di sease that plagues young
and old alike." (Gobsmth, 1981, p. 44) A Lakota witer
addressed al coholismas a "kind of slow death” for "our people”
(Young Bear & Theisz, 1994, p. 136). The problemfromthe Lakota
point of viewis not the al coholismof one particular individual,
al though that is unacceptable, but is the poverty and
power | essness that affect all the people and create the
envi ronment in which drinking danpens rage and grief. Soci al
wor kers and health care providers who enbrace a concept of
i ndi vidual responsibility view the patient out of context and
ignore the conplex social and political factors that maintain



oppression and adversely inpact the physical and nental health of
the people (Nuttall, 1998).

In the sanme vein, disability is not the problem of an
i ndividual, to be addressed (inappropriately) with charity or
pity or even with services and supports designed just for that
person. Disability is the inability of society to provide the
resources and assi stance needed by all the people and their ful
range of physical and intellectual variations. Social action and
advocacy is, therefore, differently conceived by Lakota. An
Anerican Indian woman with traumatic brain injury described her
view of the situation as follows:

[ The] real disability is racism Qur people are crippled by
racism [If] ny famly had a good place to |ive, had enough
food, so would I . . . W want our treaty rights. (Open-
ended interview, nane and |ocation w thheld by request,
Decenber 12, 2000)

The factors that in Euro-centric culture are identified as
| eading to the formation of a collective identity of people with
disabilities, and thus to a "culture of disability" with norns
and val ues distinct fromthe mainstream (Li pson & Rogers, 2000)
or to self-advocacy novenents by people with disabilities seeking
their civil rights (Swain, Finkelstein, French, & Aiver, 1993),

i nclude margi nalizati on and stereotyping by the dom nant cul ture,
poverty as a result of oppression and exclusion, and resistance
to being the objects of pity or charity. This is an individualist
approach to social change, that is, individuals with shared
traits voluntarily band together for a collective purpose.

The sanme factors are identified by many Lakotas as causi ng
dependence and disability. Lakota people are marginalized and
stereotyped by the dom nant culture and live in poverty because
of that oppression. They, |like other Native Anericans, resist
being the objects of pity or charity because their rights to
sovereignty and land as well as health, food, and other services
are entitlenents froma long list of treaties (Deloria, 1974).

The parallel is striking in other respects as well. People
in the individualist disability novenent reject the nedical node
with its goal of curing themand the normalization nodel with its
inplication that their differences are deval uing, or, in other
words, that the typical is what ought to be (Jenkins, 1998).
Lakota reject that they need to be "civilized" (read "cured") or
"assim |l ated" (read "normalized") (Deloria, 1969).

The "rise of capitalismwith its enphasis upon
i ndi vidual i sm achi evenent and i ndependence" (Westbrook, Legge, &
Pennay, 1993, p. 615) is the source of social exclusion of people
wth disabilities in Euro-centric cultures. Attitudes fostered by
capitalism such as seeing certain traits as necessary for
conpetitive success, deval ues people who are thought not to have
those traits (Calvez, 1993). Disability rights activists argue
that the barriers to their full inclusion in society are not
their personal characteristics, but are the social structures and



attitudes that define certain characteristics as desirable or
undesirabl e. They demand equal rights and access for al

i ndi vidual s, an individualist solution to an individualist-
concei ved probl em

It is unnecessary to ask how Lakotas with physical and
intellectual variations can gain inclusion in Lakota society
because they are not excluded. It is also unnecessary to ask how
i ndi vi dual Lakotas with physical and intellectual variations can
gain inclusion in non-I1ndian society because that is not the goal
of nost Lakotas and, even if it were, the answer is no different
for themthan for other people with disabilities. The
col l ectivist-conceived problemis how do Lakota as a group gain
the rights and privileges afforded other groups in the United
St at es?

Communi ty devel opnent to elimnate poverty, anti-racism
initiatives, revitalization through spiritual renewal (\Wax,
1997), and joint political action at the federal |evel on behalf
of the tribe (Joe & Mallach, 1992) are collectivist solutions
that will inprove the lives of all the people, including people
| abel ed as di sabl ed by non-1ndians. White m ddl e-cl ass
prof essionals, and even sone disability rights activists, have a
difficult time accepting that this is a useful approach to
enpowering people with disabilities. Locust and Lang (1996)
recount the bew | dernent of sone vocational rehabilitation
counselors in Florida who net with the local Indian community to
di scuss barriers to services and found that "often the issues
under di scussion had no (apparent) relationship to vocational
rehabilitation.” (p. 7) Although there is sonme recognition that
prograns, to be successful, nmust be designed and controlled by
the Indian community (Duinstra, et al., 1993), there is still no
acceptance that successful "disability prograns” need not address
particular "disability issues.” To fund, for exanple, an anti-
racisminitiative with vocational rehabilitation noney is not
only illegal but also ludicrous to nost non-Indian professionals.

M sidentifying the Barrier to Inclusion

In a study that included health care providers working with
Nati ve Anmerican diabetics, researchers found that sonme providers
"view patients' culture as a barrier to care . . . [and] often
develop a fatalistic attitude toward clients, thinking that
not hing they do will change patients' behaviors" (Tripp-Reiner,
Choi e, Kelley, & Enslein, 2001, p. 13, 17). And, indeed, when
their services subtly require patients to change their beliefs
and val ues about what is nornmal and what is disabled, they
probably will continue to be unsuccessful. Many Lakotas resi st
being drawn into these kinds of cultural conflicts by choosing
not to conply with selected requirenments, refusing services, even
to the extent of hiding their children fromvisiting public
heal th nurses (O Connor, 1993), or not allow ng diagnosis and
| abeling at all (Joe & MIler, 1987; Kraner, 1996).

Because I ndian communities are in difficult economc
straits, they accept sone services even when the design of the



program does not incorporate Lakota val ues. Through these
programs parts of the individualist worldview are gradually
insinuating their way into the outl ook of sone Lakotas. According
to M J. (Fee) Moran, self-described as a culturally disabled
Native Anmerican fenale elder, this is occurring because "Due to
the way services are provided now, we are learning the disability
| anguage. " (Questionnaire response, February 27, 2001). For
exanpl e, Head Start prograns are found on all reservations and in
of f-reservation Indian communities in South Dakota. The

phi | osophy of the Head Start programis clearly individualist:
"Services for children "at risk' for devel opnental disabilities
were established as a neans of breaking the poverty cycle .

[and were] to aneliorate poverty through educational intervention
. . .to ensure equity or equality of opportunity for people who
are di sadvant aged" (Westl ake & Kaiser, 1991, p. 430) but not to
address the oppression that caused the poverty for those
children's communities.

The irony is that just when disability rights activists are
chal l enging the definitions of inpairnment and disability in
Euro-centric cultures, people with a culture that already
i ncludes the full range of human physical and intellectual
variations as normal, and therefore does not |abel, exclude, and
deval ue any particular set of individuals based on traits
perceived to be inpaired, are being advised to change their view.
One of the recommendati ons of a vocational rehabilitation
research group working with Native Anmericans, nmany of whom were
Lakota, in Denver, CO (Marshall, et al., 1992) was that they
needed to inprove "their sense of each other as a community of
Aneri can I ndi ans who have disabilities" in order to increase
their access to services through self-advocacy (p. 19).

Lakota Barriers

Nonet hel ess, the Lakota world view does not create utopia
for all the people and m ght not even do so with adequate food
and housing and w thout racismor oppression by the dom nant
culture. The other side of being included in the group as an
equal is that the person is responsible for contributing to the
group and accountable for his or her actions. Rodney Rilling, in
response to Godfrey's inquiry about the difference between |living
off or on the reservation, said, "At least in Wiiteland they
treat you di sabled. Here you're on your own." (Personal
communi cation, March 25, 2001). Put another way, barriers that
[imt inclusion and access for people with disabilities, in the
Lakota sense, are related to Lakota val ues that support
collectivism generosity, fortitude, and respect.

CGenerosity enphasizes the welfare of the whole group and
stresses neeting one's duties to others rather than asserting
one's rights as an individual (Shweder & MIler, 1985). Al though
this val ue ensures that whatever the group has is equally shared
and that people provide assistance, not charity, to others, it
al so neans that the welfare of the group is nore inportant than
t he needs of any particular individual. Life is valued but not a



life. A young man who is paral yzed pointed out that his inability
to keep up with the group would, in tines past, have nade him
"coyote bait." Another man expressed it this way:

Fromoral tradition, we know that if people couldn't take
care of thenselves, they were left behind. . . Medicine is
now so far advanced that babi es who woul d have died
naturally are kept alive . . . it's a drain on everybody

el se. (Open ended interview, name wthheld by request, March
1, 2001)

Fortitude neans that one has the stamna to survive the
vicissitudes of life and still be generous and respectful of
others. Choosing to live in harnmony with the environnent rather
than changing it to fit personal needs and fitting in with others
in the group rather than controlling their actions are related to
this value (Pengra, 2000b). It results in accepting whatever has
gone awy and seeking solace rather than trying to fix situations
or people (Joe & MIler, 1987). It also appears to be why there
is relatively little push toward advocating for additional
servi ces and adaptive equi pnment.

Respect is shown by cooperating rather than conpeting with
ot hers and by supporting the autonony of others rather than
controlling their actions (Lee, 1959). It engenders accepting
others' foibles and not interfering with their right to choose,
even when their choices m ght be dangerous (Good Tracks, 1976).
Thi s val ue appears to account for the difficulty of maintaining
FAS prevention prograns (Masis & May, 1991) particularly ones
that are directive rather than sinply informative. Posters in
public places and public service announcenents have increased
awar eness about FAS which is now perceived as a voluntary injury
to children not a normal variation of the human conditi on.

Al though there is growing recognition of the enormty of the
probl em active intervention progranms with particular at-risk
famlies are not pursued because they are disrespectful and

i ntrusive

These descriptions of barriers connected to collectivism at
least as it is conceived and supported in Lakota culture, are
necessarily very tentative because "no study has investigated the
range of issues inportant to bringing know edge of caregiving
anong Anmerican Indians to the level of caregiving literature on
ot her popul ations, particularly Wites" (John, Hennessy, Ray, &
Sal vey, 1996, p. 190). In addition, few studies design their
research questions to investigate barriers to people with
disabilities by using alternative constructions of inpairnment and
disability as has been attenpted here. Culture, if it is
considered at all, is relegated to the status of context for the
i ndividual, but is not the object of the disability study
(Marshal | & Largo, 1999).

Concl usi on
It is hoped that this cursory description of sonme |imted



areas of Lakota culture has raised interesting questions which

m ght be pursued in disability studies. At the least, it has
provided a contrast to the many studi es that have been conducted
in individualist cultures and shoul d chal | enge sone assunptions
about the universality of the stigma of disability. It was an

i nvigorating dialog between the two authors, one an insider and
the other an outsider to Lakota culture. By crossing the
boundari es of our own definitions, we may bring nore

under standing and respect into our relationships with the people
in our |ives who have been | abel ed as having disabilities. Seeing
how all things are interrelated is the wsdominplied in the
phrase offered at the end of a prayer or when friends part and is
offered here in the sane spirit: Mtakuye oyasin, all ny
relatives.
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