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ABSTRACT

More than half of all Pima Indians over age 35 have Diabetes Mellitus and
prevalence rates continue to rise; this despite billions of dollars spent every year on
research and prevention activity by the National Institute of Health, the American
Diabetes Association, and the Indian Health Service nationwide. Because of the many
health problems which can occur in conjunction with uncontrolled diabetes, including
heart disease, kidney disease, neuropathy, retinopathy, and depression, the insidious or
symptomless nature of this disease creates an urgent need for early detection, prevention,
and effective treatment. Several anthropological studies of Native Americans have been
conducted over the last century, but few have focused on Native American
understandings of and response to diabetes, particularly its sometimes "latent" quality, as
in gestational diabetes which "goes into remission" after child-birth. Biomedical
concepts such as risk, prevention, disease latency, and genetic predisposition or
heritibility are critical to the prevention of many chronic illnesses, but do not translate
well or effectively across cultural lines. This dissertation presents a focused ethnography
examining this process of integration between Native American and biomedical health
models at the Gila River Indian Community, particularly around the issue of diabetes.
Because diabetes is a complicating factor in pregnancy and childbirth due to fetal stress,
high birth weight, and necessitated cesarean-section deliveries, and due to the
relationship between gestational diabetes and the subsequent health of both the mother
and infant, pregnant women are the focus of this research.
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I

Background and Political Economy of Pima Diabetes

This dissertation is grounded in political economy and feminist perspectives on the
authority of biomedicine in prenatal health care.1 The issues of diabetes, pregnancy, and
inequality are the main concerns of the ethnographic work, but the dissertation will also
speak to how theoretical and applied pursuits in anthropology might be combined. By
properly and fully contextualizing the Pima" epidemic in diabetes through historical,
economic, and cultural analysis, we are better able to recognize this community's
contemporary political-economic position, and better positioned to haggle with the flexible
and subjective concerns of human rights, concepts of self-determination, questions of
power and dominance, and the diffusion of Western values that impact the continuing rise
in diabetes prevalence.
Gestational diabetes is taken as the starting point for this evaluation of biomedical
authority in prenatal care. Diabetes that is diagnosed during pregnancy, and which
impacts both the mother's and the infant's future diabetic health, indexes many relevant
concerns about chronic disease, heritability, risk, and women's responsibility for health.
Gestational diabetes also points to the inter-generational implications of women's
behaviors and is, therefore, particularly heavy-laden with moral messages on the proper
sick role of Pima mothers. Pima women's accounts contradict these messages of morality
and responsibility, and pit their sense of wellness against a long-standing reputation as
having the world's highest rates of diabetes.
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The context of women's narratives of diabetes and pregnancy includes the process
of colonization and development experienced by Native Americans. Referring to the
processes of change as societies change from one mode of production to another,
articulation theories have attempted to explain economic change as a result of
colonization, development, and the globalized capitalist market. This political economic
perspective, combining contextual and theoretical information about the Pima political
economy, improves the way we understand and approach contemporary rates of diabetes,
and is the clearest and broadest lens through which to project a vision of change. I,
therefore, focus in this first chapter on the political economy of Pima Indian health and the
precursors and influences on the diabetes epidemic.
This dissertation has been as challenging methodologically as it is complex in its
theoretical underpinnings. I devote the second chapter to a discussion of research,
anthropological and health research principally, among Native Americans. The
relationship of anthropological researchers to their Indian subjects has undergone intense
scrutiny and subsequent change in the past three decades as an outgrowth of the Indian
Self-Determination Act and movement. Gaining permission from various Tribal bodies,
including but not limited to the Tribal Council, was a lengthy and demanding process that
spanned the three years before actual fieldwork began. My work models the "new"
relationship that anthropologists and other researchers must have with Tribes, including
official and hidden transcripts of obligation, respect, and authority.
The remaining three chapters are devoted to a description and discussion of the
ethnographic interviews I conducted with sixty-three Pima Indian women over an eleven-

month period in 1999 and 2000. I use a generous selection of quotes to illustrate
women's experiences of health, illness and pregnancy, and to discuss their reactions to
biomedical health care, their reasons for declining care and alternative approaches to
health. I hope to reveal the diversity among Pima women's experiences and approaches to
health care while exposing trends in these patterns of resort and women's interpretations
of diabetes information. And I will argue that Pima share an experience of diabetes and
biomedical care that has created a "diseased identity" and certain communal attitudes
toward good health and the proper way for Pimas to manage this particular disease.
While I begin this dissertation with a rigorous political-economic examination of
the context of Pima diabetes, I later move to a more culturally interpretive stance. In the
accounts of pregnant and other adult Pima women are multivalent reflections of
Reservation life, especially where life intersects with the "outside" communities and nonIndian health workers at Gila River. Women's relationships with health care providers
show a wide-ranging ability to deflect ideological, post-colonial pressures on their
behavior and attitudes. Specifically, I explore how prenatal testing and other aspects of
diabetes management in pregnancy influence Pima women's decision-making about health
care. This discussion does not so much address interpersonal relationships, although data
from women on this is certainly present, as much as it is women's reflections on the
institution and ideologies of biomedicine and health care on the Reservation. Further
research within the closed-door interviews between patients and doctors will be an
important next step toward understanding the nature of ideological and hegemonic power
in this Community.

13

I.

Political Economy as a Theoretical Framework

The Pima Indians of Southern Arizona have lived in this area for at least 500 years,
and may be descendants of the ancient Hohokam who occupied southern and central
Arizona for about 1100 years between about AD 400 and AD 1500 [Bahti, 1997 #147;
Fagan, 1995 #146]. In the middle and late 1800's, the Pima were trusted scouts and
providers of grain for the U.S. army (e.g. Ortiz 1973). The creation of inequality in (that
is, "the political economy" of) the Pima has been exemplary in many ways of all Native
American tribes. Their loss of natural resources (e.g., water, land), the Pimas'
development of dependency on the federal government for food, and the eventual
resurgence of Pima autonomy and self-sufficiency have mirrored the experience of many
Native American groups. Even so, there are many aspects of the Pima culture, foodways,
subsistence patterns, and environment that are unique.
The concepts of paid labor, competition over resources, and land ownership are
among those introduced through capitalism to Native Americans during the global period
of colonialism. Other, less obvious issues that have traveled with capitalism in its pursuits
around the world are the creation of economic classes or the exacerbation of class
differences, a host of social, health, and cultural consequences to economic domination,
and internally created problems which can be tied to changes in inter-generational
relationships within families and communities. The impact of capitalist encroachment into
Indian Country has certainly varied depending upon the nature of the contact, the relations
between Indians and non-Indians, and the ways and degree to which capitalist relations
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were adopted by the Indians. As William Roseberry has summarized, the "articulation" of
capitalism into non-capitalist regions requires more than an understanding of relations
within the core, which world systems theorists say define the relations throughout the
system. Also necessary is a recognition of multiple modes of production existing in
contact with each other through the circulation of commodities [Roseberry, 1994
#148:162]. This theme organizes the following discussion of one Native American
community's political economy of health.

II.

The Pima in Historical Context

The European colonial period that began in the 15th century was drawing to a close
when colonists reached what is now the Southwest region of the U.S. and the Pima
Indians. By the 18th century, the U.S. had "broadened" [Shannon, 1989 #127] its
capitalist market into the West. As populations in the West grew and access to water
became increasingly contested, water became a commodity in the desert, especially for
farmers like the Pima. Before the I860's and the greatest boom in population in the Salt
and Gila Rivers area near Phoenix, Pimas maintained their agricultural fields and irrigation
canals based on knowledge from a long history of agricultural subsistence. The Pimas'
skills for desert farming and efficient irrigation practices were excellent. Even in drought
years, Pimas survived by seeding multiple fields in hopes that at least one would obtain
enough water to produce. Indeed, there is archaeological evidence of Hohokam irrigation
farming dating as far back as 800 A.D. [Castetter, 1942 #8:28]. At least maize and two

types of beans were in cultivation during the Hohokam period (AD 1000) as well as when
the Pimas were encountered first encountered by a European, Father Eusebio Kino in
1687 [Ortiz, 1973 #52]. Through contact with the Spanish, Pimas added wheat (a winter
crop) and cattle to their subsistence strategy, which included, also, hunting and gathering.
From a political economic perspective, a key precursor to modem rates of diabetes
in the Pima was their forced transition from subsistence farming to a wage economy.
This transition began when the Pimas "learned" that any excess crops could be sold or
bartered for Spanish imports such as iron tools, guns, cloth, sugar, and alcohol [Castetter,
1942 #8:39]. Increasing white migration to the Southwest through much of the 19th
century placed pressure on Native Americans for space and resources. The Indian
Removal Act of 1830 threw open the door for imperialist expansion south and west across
what would become U.S. territory. Pima Indians, like other tribes, were threatened by
removal to Florida and Oklahoma until the Gila River Indian Reservation was created in
1859 [Bahti. 1997 #147]. After the mid 1800's, many Indians became accustomed to and
later dependent on the goods available through trade and sale [Wolf, 1982 #67].
The building of railroads to the West coast would bring the most important change
in the lives of the Pimas and all Southwestern Native Americans. Railroads lowered
transportation costs and created a great demand for coal, iron, and wage labor. This
growth eventually oversupplied the market with goods, flooded the Southwest with
tourists and migrants, and exacted a heavy toll on the life and liberty on American Indians.
By the late 19th century, almost all of the Pima farms had dried up due to the loss of water
to upstream whites who violated "prior appropriation" rights to the Gila River water-flow
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(see Kelsey v. McAteer 1879 as described in Dobyns 1989). By 1895, the Pima, who had
sold approximately 3 million bushels of surplus wheat to the U.S. Army and settlers only
25 years prior, had to be issued government rations [Bahti, 1997 #147]. And after the
turn of the century, while the U.S. economy boomed", the Pima economy lagged. Pima
life was irrevocably changed through and after the "Forty Years of Famine" between 1871
and 1910 [Ortiz, 1973 #52].
It was not until 1924 that the San Carlos Irrigation Project (SCIP) was approved
for alleviating drought conditions on the Gila River Indian Reservation by damming the
Gila River [Weaver, 1972 #64]. Located in Coolidge, AZ, a town just south and east of
the Reservation's southern tip, the SCIP is a joint Indian and non-Indian project for
irrigating 100,000 acres, of which 50,000 are Indians lands in the Reservation and 50,000
are private or public non-Indian lands around the southern edge of the Reservation. The
SCIP is an integrated irrigation system that both stores and provides water from the Gila
River now harnessed by the Coolidge Dam. It took until the mid-1930's for the
construction of the SCIP to be completed, though its water allocations proved to be
unequal, leaving the Pimas only a partial water supply." Additional wells had to be dug
after 1934 to make up for water shortages. This great demand on groundwater led to the
addition of more and deeper wells, a self-perpetuating problem that continues today as the
aquifer drops. It took until 1937, however, for the Pimas to receive their first water
allotment, and between 1924 and 1945, the San Carlos Project provided water to only
62% of its projected acreage on average, leaving more Indian than non-Indian fields dry
[(HAER), 1996 #28]. Periodic heavy rains and flooding which occurred in this region
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damaged fields and irrigation canals. Finally, up to half of all canal water was lost due to
seepage, evaporation, and waste (U.S. Department of Interior 1993:111-4 in (HAER)
1996:64).
It was not the lack of water, alone, that led to the Pimas' decline (though this was
obviously a central problem). Through the first quarter of the 20th century, Indian smallscale farms were increasingly unable to cope or compete with the growing
technologization of farming around the Phoenix area. In addition, the Pimas were poorly
prepared for the larger scaled, more independent farming demanded by the Indian Bureau
Extension Service's "reclamation program" [Hackenberg, 1955a #23:83], Small family
plots belonging to farmers who were neither well organized nor economically capable of
harvesting enough to subsist upon were sold or leased to white farmers. Hackenberg
explained that "credit and implements [for farming] were never provided for [the Pima] in
anything like adequate amounts, and their acquaintance with project irrigation methods
[was] scant" [Hackenberg, 1955a #23:86], Unlike Anglo farmers, Pimas were unable to
obtain credit for conducting farm operations, leading to large differences in total crop
values between these two groups (Reclamation and Pfaff 1994:65).
There was also a lack of organization among Pima farmers. Because family plots
were scattered, often separated by plots leased to whites, "the majority of [Pima]
families... [could] not form cooperative labor groups, nor [could] they pool their resources
to purchase implements and other essentials. Kinship ties... deteriorated to the point
where many would not do so, even if this were possible" (Hackenberg 1955b:148). Pima
farmers had to rent equipment to perform necessary mechanical operations on the farm,
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and relied on irrigation district water schedules that were not in their control. Pima
farmers therefore chose their crops carefully, lest man-made circumstances beyond their
control damage their season's profits. These circumstances, argues Hackenberg, explain
why the Pima farmer could never become "self-sufficient" as governmental (and tribal)
ideologies proclaimed. Instead, Pima farmers had to rely on part-time wage work, income
from leased lands, and other sources of federal aid to make a living.
The Pima enjoyed some better levels of employment (off-reservation) during
WWII but returned to a community nearly bereft of resources for self-sufficiency. The
San Carlos Irrigation Project was largely considered a failure due to inadequate supplies
and the need for increasing numbers of wells. The Pimas' state of economic dependency - on federal programs, non-Indian structural support, and white suppliers and lenders —
has been difficult to overcome in more recent decades as political trends encouraged selfdetermination and self-governance in Native American communities.
To summarize, I review the four economic trends that Hackenberg identified to
characterize the Pima transition out of farming (Hackenberg 1955b: 158). First,
monocropping was increasingly practiced for economies of scale and maximization of
profit. Second, as small-scale farms became less and less competitive with large,
mechanized farms, Pima holdings were consolidated into larger units through leasing and
bankruptcy sales. Third, subsistence farmers were replaced by seasonal migrant laborers.
And fourth, the factory farm developed, representing the technologization and capitalist
incorporation of Pima farm lands. Almost all of the allotted farm lands on the Gila River
Indian Reservation today (and since the I940's) are leased to non-Indians (Hackenberg
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1955b); this is a dramatic change from the 1930's xvhen no Indian lands were leased out
((HAER) 1996:66). While the Pima still hold these lands through Reservation trust, they
no longer produce their own foods and are dependent on wages to earn a living. The
Pima transition from farming for subsistence in the 1800s to almost total reliance on wage
labor and fees from leased lands" had occurred by the mid-1900s.

International Context

Events occurring in regional, national, and international contexts are also relevant
because the Pima experience involved not only new neighbors but also the core powers
and interests that those neighbors represented. The hundred years roughly between the
Louisiana Purchase (1803) and the building of the Roosevelt Dam (1903) was a century of
land acquisition and capitalist expansion that would prepare the U.S. for achieving global
economic and hegemonic dominance. This period brought tremendous change to all
Native Americans. The Spanish government claimed official control of the Southwest
since the 16* century and until the Mexican Revolution of 1821. The Treaty of
Guadalupe Hidalgo, signed in 1848, would shift part of this territory from Mexican to
U.S. control. And in 1853, with the Gadsden Purchase, the remaining area (including the
area of the present-day Gila River Indian Reservation) would become U.S. territory.
Arizona was organized as a territory in 1861, though statehood came many decades later.
This was a period of great land competition and highly political boundary negotiations.
Also in this period, starting in 1830, hundreds of thousands of Native Americans were

20

forcibly relocated to forts and reservations in Florida and Oklahoma. Other tribes such as
the Pima remained on small reservations, dependent for their survival on handouts from
the federal government because their means of subsistence had been stolen or destroyed.
In the second half of the 19th century, Britain's hegemonic dominance would
support U.S. growth through railroad construction (see Wolf 1982:291). British exports
of railroad iron and steel tripled between 1845 and 1875, a large part of which came to the
U.S. for the Central and Southern Pacific Railroads. Britain's hegemonic dominance
would be followed by a period of U.S. dominance. By the late 19th century, the western
most territories were well linked with the East through the railroad, trade networks, and a
system of bureaucratic, military, and entrepreneurial relationships.
Global trade levels boomed as railroads improved and sped up transportation of
goods to major centers around the globe. "Areas of raw-material supply were opened up
to support the new combinations of men and machines created by the railroad era...
[widening] the area of supply and of commodity trade" (Wolf 1982:295). The land of the
West was a commodity desired by the U.S., not for extraction (i.e., for mining or
harvesting in some form) but for expansion and settlement.
In the early I900's, the U.S. economy was fueled by the growing markets in
petroleum, steel, and industries benefiting from the internal combustion engine (especially
transportation). President Theodore Roosevelt's policies, including the 1902 Federal
Reclamation Act, began to transform the West into a more thoroughly colonized and
exploited area. The 1903 Roosevelt Dam, for example, created ongoing problems of
water and land access for the Navajos for farming and shepherding. During this period,
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however, public awareness of Indian exploitation grew. For example, in 1908 and 1909,
the Gila River Indian Reservation's abusive and fraudulent agent J.P. Alexander was
investigated and removed (see Dobyns 1989).
Reservation employment levels remained low throughout the San Carlos Project
period. The Civilian Conservation Corp-Indian Division and the Emergency Conservation
Corps provided jobs to many Pimas during World War IT, when the Reservation served as
a relocation center for Japanese Americans [Tamir, 1993 #151:5], Jobs available during
the construction of the San Carlos Irrigation Project provided steady income to many outof-work farmers. But, upon completion of the project, many of these men began working
for off-reservation farmers [(HAER), 1996 #28:65], Increasing emigration from the
reservation to wage labor jobs in Phoenix contributed to a growing diversity of moral,
economic, material, and religious values ((GEO) 1966).
Agricultural production became regionally specialized and mechanized throughout
the U.S. Small-scale farmers could neither compete with neighboring monocroppers nor
afford to reject the more efficient division of labor necessitated by industrialized,
mechanized, mass-producing, capitalist society (c.f. Hackenberg 1955b:162). Because of
white encroachment into tribal territories and on tribal access to water, the Pima could no
longer support themselves through farming alone. Larger, more productive and lucrative
farming was necessary, as was eventually wage labor, income from leased lands, and
federal aid money. Hackenberg states:
For fifty years, the [Pima] Indians had been gradually drawn more and more into a
cash economy, first through being driven into wage work by the diminishing
agricultural potential of the reservation during the dry years, and second through
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learning to depend on manufactured and processed goods produced off the
reservation. (1955a:89)
A significant break in the momentum of cultural and economic assimilation came in 1966
when the Pima gained control of community development. The focus for Gila River
Indian Reservation development changed to promote education and training for industrial
employment, and the creation of jobs for Indians on or near the reservation. Due in part
to the continuing difficulties in adequate and cost-effective irrigation, other development
opportunities have been explored for the Gila River Indian Reservation. This reservation
is considered advantageous for noxious and hazardous industrial works because it is
remote yet has good highway access (Western Management Consultants, Inc. 1966). And
capital improvement planning would contribute to coordinated efforts between the
community, the Bureau of Indian Affairs, and other federal agencies including the Farmers
Home Administration and the Department of Housing and Urban Development
[Associates, 1973 #131].

HI.

Pimas' Articulation with Capitalism

The degree to which the Pima are incorporated into the capitalist system remains
an important question for political economists and anthropologists working on applied
projects with this community. Articulation theories help explain the Pima transition from
farming to wage labor, and their strategies for managing colonial and capitalist pressures
since colonization. The Pima also provide an important case study for understanding the
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non-evolutionary progression of indigenous groups toward capitalism, their simultaneous
employment of multiple modes of production, and their strategies for maximizing their
independence.
Harold Wolpe (1980) states in the introduction to his book. The Articulation of
Modes of Production, that articulation theory and an excited debate on modes of
production began in the 1960s. Mode of production is identified as "a specific, historically
occurring set of social relations through which labor is deployed to wrest energy from
nature by means of tools, skills, organization, and knowledge" (Wolf 1982:75). This
conceptualization is far different and more broad than many common uses of the phrase to
describe specific types of production. That is, Wolf clarifies that a capitalist mode of
production, for example, can certainly contain and tolerate multiple non-capitalist types of
production within it. Other modes of production include tributary, kin-ordered,
indigenous, or pre-capitalist, depending on whom one is reading.
Of particular concern in the articulation debate was the relationship between pre
capitalist and capitalist modes of production, and whether these modes were inevitably
sequential and therefore mutually exclusive. The work of Karl Marx had been the central
doctrine on the emergence of the capitalist mode in Europe and the world. But according
to Wolpe, Marx left two relevant points unclear on this relationship. First, that the rate at
which the capitalist mode would replace pre-capitalist modes was subject to variation; and
second, that the rate of change would be affected by the qualities or "functioning of the
pre-capitalist modes themselves" [Wolpe, 1980 #153:3-5], These arguments would
provide a foundation upon which articulation theorists, especially in Latin America, would

attempt to explain variations in capitalist expansion around the globe. In particular, they
observed revolution in some places while apparent non-replacement or co-existing modes
of production in other places. The debate over how, when, and whether modes of
production must change is relevant for understanding the Pima, especially the argument
over the co-existence of multiple modes of production. Here, I address several theories of
articulation which have contributed to studies of development in the world's communities,
including those of Louis Althusser and Etienne Balibar (1970), Ernesto Laclau (1971),
and Philippe Rev (1976).
Theories on the articulation of modes of production, according to Balibar, give
either a restricted or an extended conception of
the mode of production (1970). These are useful

Extended Conception
of the
Mode of Production

terms to describe the theoretical differences
between those who provide a narrow view of the mode of production and those whose
views incorporate broader and more dynamic features. Theorists tending toward the
restricted conception define mode of production as the sum of the relations and the forces
of production. Those preferring the extended conception add the idea of "a mechanism of
reproduction or laws of motion derived from those relations and forces of production"
that hold them together [Wolpe, 1980 #153:7], This, Marx addressed as a 'dialectical'
process, the movement or relationship between, and a necessary mediator of, two
extremes (in McLellan 1977:362) I find the extended conception preferable because it
adds a consideration of dynamic principles through which modes of production can change
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and transform over time. In the restricted definition of mode of production, there is no
explanation for the movement from one mode of production to another.
Building on these concepts from Althusser and Balibar, Latin American theorists
were inspired to explain the political economies of several Latin American communities
that maintained non-capitalist and capitalist sectors simultaneously after 200 years of
colonization [Roseberry, 1994 #148:161], These articulation theorists noticed differences
between the dominant mode of production and the social formations which arise from and
are reproduced in that mode of production. As O'Laughlin states, "all societies that we
find to study must be understood as an articulation of capitalist and noncapitalist modes
of production" [O'Laughlin, 1975 #157:368, emphasis added]. Capitalist enterprises may
grow and reproduce themselves in a pre-capitalist social formation such as indigenous
tribal relations. Althusser also made this argument, recognizing that "more than one mode
of production was normally combined" in any social formation [Hart, 1983 #156:123124]. This key elaboration on the mode of production debate, that modes articulate or
connect in uneven and overlapping ways, was an important change in political economic
theory.
These mode of production debates also
challenge the notion that the capitalist system arose
from the development of the world market [Roseberry,

Mixed
Modes of
Production

1994 #148:153], Capitalism as a mode of production need not be tied to a specific global
market but, being a set of relations rather than a static event or institution, may exist in a
variety of situations. Laclau distinguishes between the overarching 'economic system' and
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the 'mode(s) of production' within that system, arguing that "mixed" modes of production
stemming from a capitalist base could exist simultaneously. In this way, there is a
"constant dialectical movement" between the forces of production and the relations of
production; a dialectic which produces the politico-economic circumstances within a
community [O'Laughlin, 1975 #157:360], Laclau's ideas about mixed modes also helped
bolster the later argument by world-system theorists that peripheral communities need not
be "permanently locked into a dependent relationship" with core, capitalist nations as
dependency theory asserts (Shannon 1989:18).
Articulation theorists were responding to world systems theory, which argued the
mode of production in core nations would determine or
control the modes of production throughout the

Circulation
of Commodities

periphery. World systems theory received particular
criticism for its evolutionary assumptions about the spread of the capitalist mode of
production. So far, [ have referenced only those critics, including Balibar and Laclau. To
complement these views, I refer to Rey and his three stages of articulation between
capitalist and non-capitalist modes of production [Rey, 1976 #155; Roseberry, 1994
#148]. The first stage is articulation through circulation of commodities, during which no
change in the relations of labor and means of production occurs. The second stage brings
greater capitalist intrusion, through political or violent means. Labor is recruited away
from non-capitalist production, thereby breaking the "unity" of labor [Roseberry, 1994
#148:163]. And stage three completes the replacement of non-capitalist relations by
capitalist ones. Critics of Rey do not accept the necessity of an evolutionist, stage-wise
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movement toward capitalist modes of production [Roseberry, 1994 #148:164-169], I
agree with this criticism and argue that mixed modes of production is a more accurate
description of the Pima throughout their transition.
Even so, two ideas from Rey are particularly helpful in explaining the Pimas'
articulation with capitalism and their subsequent political economy of health. I will apply
these ideas to the Pima in the next section after explaining them briefly now. First, the
leading position of commodities in the introduction of capitalist relations is dramatized at
Gila River by the circulation of processed foods, especially fatty and sweet foods and
drinks. These processed foods, made available first through government rations and later
on in the "fast food" market, have had a terrible and still worsening impact on Pima health.
Second, Rey's acknowledgement of a co-existence of modes or incomplete capitalist
intrusion (explained more effectively in the concept of "mixed modes" from Laclau as well
as de Janvry) has certainly been the case at Gila River. Both economically and culturally,
kin networks remain an important source of support where unemployment rates as high as
70% have been reported. And though some kin are "more equal than others" in the kinbased mode of production (Wolf 1982:389), this mode of production is considered to be
one in which resources are shared and employment found through family and fictive-kin
relations [see also \Meillassoux, 1981 #158:97], Strong kin bonds and mutual obligations
of support are especially important where unemployment rates are high and extended
family are needed on a regular basis for cash, rides, babysitting or elder care, housing, or
bail. Each of these exchanges were common in the 3 main families with whom I became
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most involved during (and since) fieldwork. I will address these two points in greater
detail next.

Mixed Modes of Production Among the Pima

Applying articulation theory to the Pima experience of colonization requires at
least an extended definition of mode of production (Balibar), a recognition that mixed
modes of production occur (Laclau), and a consideration of the role of commodities in the
process of articulation (Rey). The Pima mode of production prior to colonization by the
U.S. consisted of agriculture farming supplemented by periodic trading (with other Indian
tribes or Spaniards), hunting, and gathering. This might best be described as a kin-ordered
mode of production, although a mixture of modes was present as soon as Pimas produced
beyond their own subsistence requirements. The kin-ordered mode of production relies on
both genealogy as well as coresidence. As related (or coresident) groups form into "social
clusters that expend labor cumulatively and transgenerationally upon a particular segment
of the environment", they transform nature into their means of production, and they
transform themselves, often, into exclusive but self-supporting groups (Wolf 1982:92).
Kinship becomes a way to define or defend one's access to the means of production.
Wolf also talks in some detail about the development of a chief, the cost and
strategies for massing support, and the processes of social fission and fusion that
characterize the kin-ordered mode of production. One example is the idea of
redistribution of wealth by chiefs, a familiar case study to anthropologists. The purpose of

such redistribution would not be logical in another mode of production, but would serve
to increase solidarity, promote the chiefs reputation as generous and capable, and reify
the existing social and political structures which could produce such a feast. This is said
to have occurred among the Hohokam under sivans, or elite priests (Preuceh in Fish and
Fish 1984).
Should the Pima relations of production be described as 'capitalist' even while
tribal authorities and community and family relations remain very important in all matters
of the tribe? To what extent has the capitalist mode of production forced itself on the
Pima? Or do kin-ordered relations and alliances still organize social labor? Two factors
indicate that more than the capitalist mode of production is at work. First, during the mid20* century, the process DeJanvry's called "functional dualism" [Roseberry, 1994 #148]
was operant for several decades on the Gila River Indian Reservation when the Pima were
concurrently engaged in small-scale farming and, through one or two members of the
family, in wage labor.v" Eventually, most Pima farmers were not competitive in
agriculture due to their inability to adopt new farming technology and tools ((OEO)
1966). Development programming in the I930's and I950's was aimed at correcting the
"de-skilling" process [Roseberry, 1997 #149:34] which occurred as Pima farming
technology and skills fell behind their local competitors.
Second, kin relations are much more prominent in reservation communities
such as the Gila River Indian Reservation. Greater proximity to extended family is
an important characteristic of reservation life for many Native Americans. Joane
Nagel [Nagel, 1996 #159] discusses in detail the American Indian ethnic renewal
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occurring since the I960's. The resurgence of Indian identity and culture has, in
many ways, revolved around reservation life and the "pow wow circuit" created
through reservation activities. Rather than effecting cultural assimilation, Nagel
argues that the political and economic influences of the U.S. capitalist market
actually engendered ethnic renewal.
The American Indian ethnic renewal of recent decades arose in reaction to,
and thus in many ways was dependent on, trends in Indian affairs that were
mainly assimilationist in character and intent. Some of these trends
developed in the early decades of the twentieth century.... [Nagel, 1996
#159:114],
So, although it might be said that Rey's third phase has been reached by the Pima, since
most Pimas are employed in wage labor, this factor may not adequately describe the
relations of production which exist in the community.
Further complicating the economic development of Tribes is how the reservation
becomes an economic island for some Tribes, in that the flow of dollars and goods is
regulated not by an unrestricted capitalist economy but by negotiations between sovereign
governments (i.e., the Tribe and the U.S. Federal Government) based on historic trust
agreements. The reservation is organized in a system that was imposed through colonial
pressures, which I discuss in detail in Chapter 2. But tribal members are now familiar with
and invested in this organization to the degree, as Philips describes, "that their lives are
regulated by the social, political, and economic institutions that constitute the reservation"
[Philips, 1983 #160:25], Pimas benefit from the insularity in that Tribal leaders and Tribal
funds are within reach of any Tribal member who asks for them. But the insularity also

maintains a boundary between "Reservation Indians" and the rest of the world that makes
forays off the Reservation difficult on a variety of fronts.
Pimas have worked, lobbied, and otherwise engaged in the capitalist market in
order to obtain irrigation water in the Gila River area. The Pimas have not enjoyed the
enforcement of government laws that protected their water rights since the late 19th
century. Had these rights been protected since their inception, the Pima might still today
be the productive and prosperous farmers of the region they once were. U.S. policies
relegated water management to the political realm, necessitating that Native Americans
work through foreign and bureaucratic channels of representation and lobbying in order to
gain water rights.1"1 That is, the Pima have maintained their cultural identity only by
acculturating enough to develop or regain control over some of the forces determining
their political-economic situation, such as governance, water rights, and economic
development. Pimas now are economically and politically independent through speaking
English, adopting European forms of political organization and action, developing a
familiarity with government bureaucracy and funding, and continuing to engage with
dominant economic and government forces.
Nineteenth and twentieth century changes in the modes of production at Gila River
placed Pimas in a weakened economic position and continues to impact their ability to
control their own development and economy. As I will discuss next, the political economy
created in the realms of economics and subsistence would dramatically harm Pima health.
Yet, by eventually acquiring more control in these realms, the Pima have regained
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significant influence over their own economy and, I will argue, may eventually improve
some of the health problems that have come to plague their community.

A Ruinous Commodity for the Pima: Food

Illness is an almost universal fallout of European-Indigenous first meetings,
especially during the colonial periods between the 15th and 19th centuries. Illness is also
symbolic of post-colonial relations by which indigenous groups are often made poor,
marginalized, and consequently less healthy. Infectious diseases such as such as measles,
smallpox, and syphilis tend to be viewed as a time-limited crisis of impact during a
historical period of colonization. While these diseases did have a great and quick,
negative impact on the health of indigenous peoples with no immune resistance to them,
there are many other, ongoing health concerns which can also be attributed to processes of
colonization and "development". During the 20th century, diseases which have
disproportionately affected Native Americans include diabetes, obesity, and heart, liver,
and kidney disease. These diseases are not infectious diseases, which are literally a result
of contact with explorers and white colonists. Instead, these are chronic conditions and
are becoming endemic in many Native American communities for a variety of
environmental, politico-economic, and cultural reasons (Joe and Young 1994). Many
Pima health problems, and particularly their renowned high rates of diabetes, may be
attributed in some measure to commodities brought by European explorers and colonists.
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Although extensive research extols the complexity of the relationship between diet
and diabetes, one of the most important factors contributing to its high prevalence in
Pimas has been the changes in diet and activity level — both associated with the Pima
subsistence strategies (i.e., farming vs. wage labor). Genetic and epidemiological
researchers are still debating the origin of underlying genetic factors in diabetes, the
relevance of environmental factors in its development, and the characteristics which
distinguish high-prevalence groups from low-prevalence groups, especially within North
American and amongst all indigenous groups world-wide. I will say more about this
research in the next section. Here, L wish only to introduce the difficulties inherent in
making dietary changes for disease prevention, especially among Native Americans. As
Jackson (Jackson 1993) and others have explained, the relationship between Tribes and
their cultures of food are a result of their millennia-long direct relationship to the land.
Recent research (Williams, et al. 2001) could not provide definitive evidence for they
hypothesis that the adoption of an Anglo diet may increase the risk of developing diabetes
in Pimas. But the protective function of the traditional lifestyle of hunter-gathererhorticulturalists is more widely accepted (Jackson 1993; Price, et al. 1993; Williams, et al.
2001).
The circulation of many food commodities new to the Pima, such as high fat and
high salt content snacks and high sugar drinks, also effected change in Pima diets. These
new commodities were brought not only by merchants but especially in the form of federal
food supplements to Indian Reservations (Jackson 1993; Wilson, et al. 1993). Also, it has
been suggested that Pima men serving with the U.S. forces during World War II
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developed a preference for Western foods (Smith, et al. 1994). Foods from federal and
state-administered distribution programs include: eggs, bacon, potatoes, lard, cheese,
beans, canned meats, vegetables and fruits, dry cereals, and dried or evaporated milk.
Smith et al. (Smith, et al. 1994:415-416) also describe a variety of foods that reflect a
Mexican influence common in the Southwest: chili beans; chorizo sausage; corned beef
and gravy or potatoes; ground beef and gravy, macaroni or chili; menudo; retried beans;
tacos; tamales; and enchiladas. Unfortunately, "traditional" foods from before federal
commodity days, such as tepary beans, are eaten only by a few Pimas. Nabhan [, 1992
#230;, 1985 #229] argues that tepary beans may even ameliorate diabetes problems
through their slow digestion and lower insulin-raising properties.
In several 24-hour recall inventories of food intake that I conducted, I obtained a
useful profile of Pima women's diets. There are several strengths and weaknesses of this
method (Buzzard 1998). The strength of this method is that it accommodated any food or
food combination reported, allowing women to describe "meals" in a way that was
meaningful for them. This method also did not require women to read and complete a
written form, a method which was determined to be difficult or uncomfortable for many
participants during the pilot study phase of the dissertation. However, since I did not
observe these meals, I do not have total confidence in the data, particularly in reported
quantities. Even so, I was not so much interested in exact portions as in reasonable
estimations. 1 suggested the use of my fist as a measuring device for portion sizes (one fist
being a "serving" or "small bowl" size). A sample of these data is below and do a good
job at characterizing the diets of the participating women.

35

Table I. Sample of 24-Hour Recall Food Inventories

Food

(approximate
amounts in 24 hours)

Nancy
Tea
Milk
Soda
Coolaid
Water
Cereal w/ milk
Eggs
Bacon/Sausage
Toast w/butter
Fruit/Juice
Tacos
Fry Bread
Beans
Chumuth (beef)
Cheese
Rice
Mac. & Cheese
Com
Hot Dog
Hamburger
Pork Chops
Grilled Cheese
French Fries
Salad
Chips
Candy Bar

Belle

Catherine
8 oz.

16 oz. Choc
40 oz.

32 oz.
1 bowl
2
6
6
1
4

8 oz.
1

4
2

I
2
I

8 oz.
12 oz.
2
3
3

2
2
2
2
I
2

2

Anne
16 oz.

24 oz.

68 oz.

1
I

Tricia

8 oz.

1

2
I

2
I
2
I
2
1
I
2

2

I
I

These data characterize women's diets as heavy in protein, carbohydrates, and fat, which
corresponds with clinical literature on this subject. Having eaten a salad was rarely
reported, and com, beans, and potatoes were the only vegetables reported by these 5
women. (A total of 18 such recall surveys were taken with a handful of other vegetables
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being reported.) Importantly, these vegetables are high carbohydrate vegetables and are
"counted" along with breads by the ADA.
Traditional foods such as beans and, more recently, fry bread are pervasive at (and
symbolic of) social, religious, and even work-related gatherings. Pima cooks take great
pride in their fry-bread and are generous with a variety of other fried and sweet foods.
To please one's guests and family with food is the centerpiece of good host/essing and is
quintessential^ 'the Pima way'. The serving of food to visitors is a common and "serious
obligation" among many Native American groups (Jackson 1993:381; Wolf 1982).
Declining food that is offered can be a significant social error, regardless of a person's
diabetes status (Lang 1989). And thinness can be a sign of weakness or of poverty in
some Native American communities (Hagey 1989:26). And, amongst all peoples, diet can
be "a way to reestablish or break ties with tradition in a rapidly changing world" [Nichter,
1980 #231]. In the case of the Pima, who have experienced some of the greatest
acculturative pressures of all the Southwest tribes due to their length and form of contact
with Europeans, definitions of "Indianness" are drawn from historical and environmental
contexts that include a political economy of health.
Clearly, a strict attempt to unify traditionalism with dietary practice is increasingly
irrelevant and impossible. Changing foods on the Reservation, just like changing clothes,
language, and healing practices, are not a "loss" of culture. Indeed, due to these changes
being inextricable from colonial process of domination and forced change, these new
cultural features have an element of co-opted power." Gretchen Lang, speaking about the
Dakota, makes the point this way:
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While it may appear to be an ironic contradiction that there is reluctance to change
food habits, given the commonly-expressed idea that 'white man's foods have
made us sick,' foods and foodways constitute complex codes for social relations
and symbols of cultural identity. Many contemporary preferred foods, while
incorporated into a traditional food systems... are also recognized to have entered
Dakota culture relatively recently, during a period recalled as one of great
deprivation. Diabetes, especially as it affects food patterns, from an outsider's
viewpoint appears to have provided the Dakota with another means through which
to reflect and comment upon matters of continual concern regarding their history
and their place with respect to the majority of society (Lang 1990:309).

IV.

Applying Political Economy to Diabetic Health Programming

Review of the Problem

More than half of all Pimas over age 35 have diabetes, which is a condition arising
from a body's decreased ability to metabolize glucose. [Knowler, 1990 #34]. It can
develop in childhood or later, and may or may not produce insulin dependence. Type 2
(previously known as "adult onset, non-insulin-dependent) diabetes is the most common
form of diabetes among Pimas. It increases in prevalence with age until a "plateau" is
reached during older ages [Knowler, 1990 #34:4]. Diet and exercise may work to lower
blood glucose levels and improve the body's use of insulin in type 2 diabetes. For many,
insulin may need to be added, either through shots or an insulin pump since the insulin
hormone cannot be ingested in pill form. In type I diabetes, the body produces no insulin,
or a very small amount, and external insulin is necessary to live. Gestational diabetes is
"high blood glucose levels that occur only in pregnant women who do not already have
diabetes" [Association, 2000 #1:78].

The Pimas have participated in a longitudinal diabetes study continuously since
1965 (Bennett, et al. 1971). From this study's data, we have observed the incidence of
type 2 diabetes to increase for three successive decades in both men and women (Narayan
1997:173). Diabetes is a leading cause of extremity amputation and acquired renal disease
among the Pima and is also associated with an increased risk for ischemic heart disease
and infections (Narayan 1997:178). Diabetes and its related conditions contribute to
higher risk for depression and, in turn, are made worse by depression and alcoholism
[Lang, 1990 #37] (Scheder 1979; Harwood 1981; Lang 1990). Diabetes-related
conditions account for 19.5% of all Pima deaths, which is four times that of whites and
two times that ofblacks [Newman, 1993 #112, age-adjusted]. Also, tribal identity is
intimately wrapped up in diseases of development including alcoholism, depression,
diabetes, and obesity [(Well, 1994 #50; Basso, 1996 #161; Lang, 1990 #37]. I will return
to this interpretive concern about identity in chapters 5 and, especially, 6.
The etiology of diabetes is complex. James Neel provided seminal work that
described a "thrifty" genotype that could adjust metabolism to the feast and famine
conditions of early hunter-gatherer existence [Neel, 1962 #45]. Wendorf[Wendorf, 1991
#66; Wendorf, 1989 #227] further argues that a lack of food resources encouraged
increase mobility among Paleoindians, for which kill sites became short-term camps. This
argument means that a thrifty gene had already evolved as a physical adaptation to food
scarcity (or unreliability) in eastern Beringia. However, this "thrifty" genotype hypothesis
is not considered to be a sufficient explanation for the post-World War II rise in diabetes
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prevalence among the Pimas and other Native American groups (Knowler, et al. 1990:9;
Neel 1962).
Environmental changes, especially in diet, are also critical components of the
diabetes profile of Pimas (Knowler, et al. 1983; Knowler, et al. 1990; Ravussin, et al.
1994; Weiss 1985). Szathmary [Szathmary, 1993 #228] found that early hunters who
efficiently metabolized fat in a carbohydrate-poor environment were more adaptive. But
these adaptations, when present in individuals exposed to modern high-carbohydrate, lowprotein diets, are more likely to develop type 2 diabetes. The phrase New World
Syndrome is posed as another explanation [Weiss, 1989 #137] for type 2 diabetes and
views it as only one of a number of problems associated with dramatic environmental
change including: obesity, gallbladder disease, and some digestive system cancers.
Shapiro's [, 1997 #221] summary of genetic and environmental factors in this disease is
outstanding.
Intrauterine exposure to diabetes is an area of great concern now [for a
comprehensive review of this research, see \Benyshek, n.d. #145]. Studies have shown a
greater transmission of diabetes from mothers than from fathers [Domer, 1976 #233], and
from mothers who had diabetes during pregnancy than from mothers who were not
diabetic during pregnancy [Pettitt, 1988 #232; Pettitt, 1996 #54]. These findings only add
to the importance of work with pregnant women and the development of more effective
modes of education for Gila River Pima women.
There are many reasons why this project was important for the Tribe, and why it
occurred when it did. Native Americans suffer from higher prevalence than whites of
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several chronic diseases, including heart disease, infections, and diabetes (D'Arrigo 1999;
Knowler, et al. 1983; Weiss, et al. 1989; West 1978). Diabetes can occur with and
sometimes cause a variety of chronic diseases including heart disease, kidney disease,
neuropathy, eye problems, and depression - all of which occur in Native American
populations to a disproportionate extent (D'Arrigo 1999; Narayan 1997; Weiss, et al.
1989). And because diabetes prevention and management require so many behavioral
changes (e.g., eating, activity level), diabetes can be one of the most medically,
emotionally, and socially devastating of the chronic diseases common in many Native
American groups.
The practical dilemma addressed by this study is that the continuing high rates of
diabetes, its complications, and co-morbid conditions in the Pima can be attributed in part
to ineffectual treatment and prevention programming. Although diabetes prevalence and
incidence rates continue to rise, treatment participation and completion rates are poor and
often go unexplained [U. S. Department of Health, 1961 #135; unpublished data from
dissertation pilot study]. Changes to the prevention and education programming, if built
on a more culturally-sensitive understanding of Native American communities, will likely
improve health outcomes as well as the cost-efficiency of programming dollars (see e.g.
Hagey 1989).
These diseases have become more problematic among Native Americans for a
variety of environmental, political, economic, and cultural reasons that are discussed later
(Joe and Young 1994). And the Pima are, like all Native American groups, struggling to

balance their need and desire for biomedical health services against growing insistence on
self-determination and distinct cultural identity.

Community Profile

Pima Indians number just under 13,000 in Arizona with 9,540 living on the Gila
River Indian Reservation in 1990. The Reservation was established by an act of Congress
in 1859. The Tribe's principal industries are agriculture, industrial parks, and recreational
parks. Twelve thousand acres are being farmed by the Gila River Farms and support:
cotton, wheat, millet, alfalfa, barely, melons, pistachios, olives, citrus, and vegetables. In
1999, the total agricultural product value of the Gila River Farms was more than $25
million. An additional 22,000 acres are cultivated by independent farmers, who pay lease
fees to the title-holding Tribe member(s). Industrial parks employ close to 1,000 workers,
almost % of which are Pima. The Tribal economy is also supported by two casinos. The
Bureau of Indian Affairs reports an unemployment rate of 27% out of a total labor force
of 3,706 persons (1995).
A governor, lieutenant governor, and 17 council members are elected to rotating
terms of 3 years. The Gila River Community has been acting under an Anglo-style
constitution and bylaws since 1934, so it is no surprise that the frequent and numerous
meetings I attended were all very efficiently run using Robert's Rules of Order. The
Council divides into six different Standing Committees to deal with the work of the Tribe:
the Health & Social Standing Committee, the Committee which evaluated, approved, and

supervised me and my work; the Governance & Management Standing Committee; the
Education Standing Committee, the Legal Standing Committee, and the Natural
Resources Standing Committee.
The Reservation is divided into seven Districts for purposes of representation and
resource allocation. These districts are not uniform in size or population, nor are they
very similar. The government seat is located in the town of Sacaton in District Three.
This is also the location of the Hu Hu Kam Memorial Hospital and most government
buildings. A satellite clinic is near the far western end of the Reservation, in District Six.
However, inpatient, surgical, and many specialty clinics are not represented there,
requiring patients from all Districts to travel to Sacaton. A van service is available to pick
up patients at their homes for transportation to and from Sacaton, although some women
report this service can be unreliable, tn Sacaton, a patient might travel two miles from
home to the hospital. From the nearest settlement outside of Sacaton, in Sacaton Flats or
Stotonic, a patient would travel at least 5 miles and more likely 10-12 miles to the
hospital. Vehicle transportation is practically essential, especially due to the extreme high
temperatures in this part of the Sonoran Desert (110-115 degrees each day of the
summer). Districts Six and Seven are a 40-60 minute drive away by car.
In remote dwellings, there is usually electricity and plumbing, though not always.
Pimas living on sand floors are equally likely to be eating Western foods and watching
television as are those in brand new brick houses. Likewise, elders in the remote District 1
seemed to use no more traditional healing methods than did elders in the center of
Sacaton. In sum, differences in acculturation followed age more than the remoteness or

style of housing. I attribute this pattern to the pace of acculturation on the Reservation
and the ways in which age cohorts have experienced schooling and technological changes
together. Specifically, 40- and 50-year olds who went away to boarding schools in
California or other states share a degree of acculturation (e.g., in eating habits, use of
technology, orientation toward health care). A younger cohort of 20- and 30-year olds,
who attended schools on the Reservation and in nearby Anglo towns, share still other
experiences of acculturation.
There is a small market with groceries, a few school supplies, minimal hardware
supplies (e.g., nails, light bulbs, but no replacement pads for evaporative coolers), and a
kitchen that serves breakfast and lunch in Sacaton, and another in Casa Blanca (District 5),
and a gas station with a food mart in Gila Crossing (District 6). Prices are, of course,
quite high in these stores and fresh fruits and vegetables are available only at the Sacaton
market. Below, I provide a small basket comparison of Sacaton market prices with a
supermarket in Coolidge, one of the neighboring towns just I mile south of the southern
tip of the Reservation. (Brand names are abbreviated.) It is worth mentioning that the
layout of the Sacaton market requires a person to go through the check-out lane to get to
the produce, though all of the other groceries are on the other side of the registers. In
dozens of trips to the Sacaton market, I never once saw anyone browsing the produce
section. There were always lines of people waiting for food from the kitchen service (e.g.,
burgers, breakfast burritos, etc.).
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Table 2. Market Prices Comparison
Food

Sacaton Market
Price

Coolidge Supermarket
Price

Quaker Oats 42 oz.
J. Peanut Butter 13 oz.
R. Enriched (White) Bread 24
oz
R. Mac. & Cheese 7.25 oz.
Box
GM All-Purpose Flour 51b.
BY Vegetable Oil 32 oz.
Whole Milk gallon
Ground Beef lib.
Cucumbers
Total

$3.49
$2.49
$ .99

$3.09
$2.29
$ 1.07

2/S.89

2/S.89

$ 1.99
$2.29
$3.19
$ 1.69/lb.
$ .89/each
$ 18.91

$ 1.89
$ 1.99
$2.89
$ l.49/lb.
$ ,49/each
$ 16.09

Although the prices are not dramatically divergent ($18.91 versus $16.09), it is almost a
$3.00 difference. Some prices were higher in Coolidge than on the Reservation (e.g.,
white bread), but most were higher in Sacaton.
The Hu Hu Kam Memorial Hospital is Tribally owned and houses the Diabetes
Education Center (DEC). Public health nursing, environmental health services, and other
Indian Health Service (IHS) programs are active on the reservation. The IHS trains
Community Health Representatives, about 21 of whom work on the reservation - most in
the Public Health services. There are also offices for Tobacco Tax funding, Women,
Infant and Children (WIC) services, Head Start, and various Tribal services. There is a
Wellness Center gymnasium and weight room in Sacaton. There are also District Service
Centers in each District in which the bi-monthly Community meetings, elders' lunches,
elections, memorial services, and local project meetings are held. The Service Centers are

the primary structure in most Districts and provide the only air-conditioned meeting space
in some Districts. The Service Centers are, therefore, where public health clinics (e.g.,
"Well Baby Clinics" where immunizations are available) are held and where I held the
focus groups for the project.
Most of the housing on the Reservation is "track" IHS houses. These are brick
structures with evaporative cooling units, though the Tribe has installed air conditioning
for many families, especially elders. Between 24 and 160 of these houses might exist in a
single "neighborhood". Three such large neighborhoods exist within Sacaton, for
example, though this is by far the largest settlement on the Reservation. A substantial
number of houses exist outside of the track neighborhoods, some of which are the
"sandwich" mud houses built by Community members. The remaining houses are
traditional adobe brick round (olas ke) or square houses, frame or brick houses built with
Tribal funds, or mobile trailers or mobile homes. The Tribe provides housing for members
on a first-come-first-serve basis, but the waiting list for this housing is long. Many women
with whom I spoke are on that list or have plans to sign up for future housing to be built
on their allotted lands. One participant, for example, moved out of her District One home
into a rented apartment off the Reservation while her house was being built. Two years
have now passed and she is still living in the apartment with no firm "move in" date. The
housing shortage contributes to some crowding now in homes on the Reservation,
although it was rare for anyone to complain about the number of people in their home;
this, despite up to 13 people living in a two-bedroom house.
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Other Research at Gila River

Several researchers have worked with in the Gila River Indian Community on the
problem of diabetes. Cheryl Ritenbaugh's 1974 dissertation gives a broad view of the
factors associated with diabetes among the Pima, including discussions of the early genetic
findings produced by the NIDDKD. However, this work does not include Pima narratives
- that is, recorded interviews with Pimas' own words, rather than simply the
interpretations of a researcher. Instead, Ritenbaugh calls on others to "gain more
information on the life histories of selected individuals in various [health] categories"
(1974: III). Kozak's (1997) research argued for the concept of'Surrender' to describe
the Pima approach to the futility of prevention and treatment of diabetes. However, this
study was brief and the sample was limited to patients identified through a community
hospital, which may have limited if not biased the results. Hagey (1989) has also
conducted research on diabetes among Native Americans and calls for cultural sensitivity
in program implementation, such as the employment of elders and the recognition of
indigenous forms of healing. I argue that the use of community-based research and
analysis of Native American attitudes toward diabetes (e.g. Joe and Young 1994; Lang
1989) is a preferable mode of research.
Scientists stress the environmental, non-genetic factors (such as diet) contributing
to the development of diabetes among the Pimas. In an effort to address these
environmental factors, the American Diabetes Association (A.D.A.) began a nationwide,
multi-year study of the impact of diabetes education and quality of life variables on health

outcomes of the nation's diabetics. The ADA. is particularly interested in quality of life
variables which might affect health outcomes, including various psychosocial factors in the
patient's life that contribute to their financial, emotional, physiological well-being. The
quality of life measures are indicated by: ability to pay bills; presence of domestic violence
in the patient's life; care-giving responsibilities of the patient and responsibilities to family;
etc. (Oregon Health Department 1997). These variables are measured by written or verbal
questionnaire to patients, typically administered in a clinic or hospital setting. However,
potential sources of error in survey questionnaires are: the reliability or context-specific
nature of patient responses or patients' discomfort with some questions, or their desire to
provide the "right" answer rather than what they truly feel. Ethnographic methods were
used in this project to try to avoid some of these pitfalls and to have the greater flexibility
of open-ended questions.
NIDDKD, intentionally based near the Gila River Indian Reservation, is one of the
most important sources for diabetes research with the Pima. In one study, non-diabetic
Pima Indians are identified to participate in education courses, diet and exercise programs,
and medication monitoring to help prevent diabetes. As with the AD.A's project,
NIDDKD's study is largely focused on biomedical measures of health and life quality. An
ethnographic component exists in this study only insofar as questions are asked of patients
by their biomedical caregivers regarding cultural topics. However, this is not sufficient to
give an understanding of Pima Indian perspectives and motivations related to participation
in these programs.
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Finally, the focus of this project falls under the general heading "Maternal and
Child Health" (MCH), a vast body of literature covering a range of disease conditions and
priorities. National MCH objectives, published by the U.S. Public Health Service, have
been applied to Native American communities as a guide "to raise the health of American
Indians and Alaskan Natives to the highest possible level" with the caution that Native
American health is typically worse than the national standard in many categories
(Campbell, et al. 1989 627). One criticism of the MCH approach is that it focuses on
women only for the access they provide to children, infants, and fetuses (see e.g. Jordan
and Irwin 1992). This focus often ignores the complex experience of women outside of
child-bearing (Merchant and Kurz 1983) as well as women's cultural environments which,
for example, may restrict their healing roles and authority, limit various maternal behaviors
such as breast-feeding, or otherwise control "the reproductive body" (e.g. Hadd 1991;
Reissland and Burghart 1988; Wolf 1990). Yet MCH policies are and will probably
continue to thrive because of the practical truth that children more often are cared for by
mothers or female relatives. An important strength of this approach is the ability of
women to claim authority in the area of female and child health, even in communities
where women are, by Western standards, almost bereft of social public power. Among
the Pima where, according to Bahr (1974), shamans have historically been male and nonshamans were at one time reluctant to speak about health issues out of humility and
respect for the authority of the shaman (ibid.:10), it is no small challenge to obtain
narratives about health from women. By addressing a health issue that is inseparable from
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women's experience (that is, pregnancy), research can access an area of women's
authoritative knowledge that has been neglected in earlier decades (Sesia 1996).
Additional anthropological studies into health attempt to understand the group of
persons involved in a person's illness experience and decision-making (Janzen 1987:68).
When a person becomes ill, the experience is shaped by individual thoughts and ideas
about illness as well as factors that are social or interpersonal (Igun 1979; Kleinman
1988), political economic (Barsky 1988; ComarofF 1993; Ginsburg and Rapp 1995;
Nations and Rebhun 1988; Scheper-Hughes and Lock 1987; Starr 1982), emotional (Lyon
1995), symbolic and interpretive (Good 1986; Good and Delvecchio Good 1980; Hagey
1984; Hagey 1989), and phenomenological (Kaufman 1988). All of these variables
indicate that each person's strategy for health care is unique. This leads us to ask, to
whom do women turn for advice about disease, risk, pregnancy, or a diagnosis of diabetes
during pregnancy? How are symptoms recognized and interpreted within the community
and in family realms? When advice from family members is in conflict with doctors, how
do women proceed? This project attempts to answer these questions.

Diabetes Research

The National Institutes of Health has conducted longitudinal diabetes research
among the Pimas since 1965 in order to understand, treat, and prevent this diseased But
overall, the diabetes treatment and prevention efforts among Native Americans have had
only moderate success with the Pima since World War n. Prevalence and incidence rates
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continue to rise while treatment participation and completion rates are often poor and
often go unexplained (U. S. Department of Health 1961). Also, several health care and
research personnel have commented to this author that participation rates in diabetes
prevention programming for the Pima, even when persons are paid to participate, are low.
Applied scientists must ask the question, "Why, after so many years of research,
prevention, and treatment, do the Pima still have the highest rates of diabetes in the
world?" Clearly, a variety of factors — obesity, possible genetic predisposition, diet,
physical activity — have been associated with diabetes itself, but these factors do not
explain the failure of programs, care, and research to reduce the rates of diabetes in this
community.
There are examples of diabetic health programs that demonstrate a communitybased focus. One is the programming on the Zuni Indian Reservation. Zuni diabetes
prevention programs are particularly well known for being "innovative" and as being some
of the better-attended diabetes health services (Young 1993:408). The Zuni incentive
project is a community-based exercise and dieting program targeting the general Zuni
public (c.f, Zuni Diabetes Project 1987; Zuni Wellness Center 1989). This project is one
of the few which have been evaluated for improvement outcome. Heath et al. (1991)
found program participants to have reduced weight, lower fasting glucose levels, and
reduced need for insulin compared to non-participants. Another successful project is the
New Mexico Native American Diabetes Project which "interweaves its health message
with the traditions and stories that have been - and continue to be - an essential aspect of
the Native American culture" (Perez 1999:49). The education approach that employs
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Tribal illness categories, folk dietetics, and ideas about etiology, although now a basic
practice in the anthropology of health and in public health models, is rarely present in
clinic-based health messages (e.g., Nichter and Nichter 1996).
Careful studies have been made of diet, exercise, and lifestyle characteristics
among many Tribes. The detailed work conducted among 100 Akwesasne Mohawk
(Hood, et at. 1997), for example, blended a consideration of quantified dietary intake
information with personal reports of food preference, social support, and personal
confidence in the ability to make health changes in lifestyle. Another project aimed at
improving diabetes education and prevention in pregnant Cree women (Committee 2000;
Gray-Donald, et al. 2000) reported an overall failure. But this report is notable in that the
researchers and a Cree advisory group published their reactions to the research together.
Consistently, methods that involved Community member input and participation in the
planning and implementation (e.g., through Community Health Workers) were more
successful than interventions limited to the clinical setting and non-Indian, biomedical
professionals. At Gila River, the largest and best-attended program for diabetes
prevention, the Diabetes Prevention Project of the National Institutes of Health, is based
on such a model, employs Tribal members, and improves long-term participation in diet
and exercise programs by sending health educators into the neighborhoods to not only talk
with participants but to eat and exercise with them on a regular basis .
The use of incentives in dieting and exercise programs are credited with a large
part of program effectiveness and participant retention (Young 1993; Wilson in Joe and
Young 1994). The incentives build on concepts of community and culturally-relevant
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materials and approaches to education and health care. Also, being community-based, the
programs automatically avoid some of the stereotypes and negative influences inherent in
programs based within federal, biomedical institutions such as hospitals. The Native
Seed/SEARCH Program, an organization dedicated to collecting and preserving
Southwest Indian crops and farming methods, provides educational materials and lectures
on the Gila River Indian Reservation. Tepary and mesquite beans and products made
from these are beneficial to persons with diabetes by lowering blood-sugar levels (Trimble
1993:382). It is unclear, given the paucity of outcome data for these dietary change
programs, whether traditional foods are being (grown and) eaten with greater frequency
now among the Pima.
Studies of the delivery of health care to Native Americans reveal that services are
often underfunded and can be slated for federal money cuts on an annual basis (Joe and
Young 1994). The political nature of health funding for Native Americans is a primary
concern for long-term, community based initiatives. A collaborative and community-based
approach is essential to operationalizing political economic experience and knowledge of
the community, rather than using biomedicine to impose moral and cosmologicai values
from the outside. Recommendations from anthropological and clinical studies call for
involvement of Native Americans as research assistants, patient education and self-care,
and collaboration with Native American communities in health programming, financial
management, and implementation.

Political Economy and Diabetic Health

Data on current employment rates and characteristics will soon be available
through the 2000 Census. Only a few small farms of 100-300 acres, plus several small
gardens, are now in operation in the Gila River Indian Reservation. Little Pima-grown
produce is sold on the reservation, although tepary beans, citrus, and olive oil can be
found either for sale (in the Tribal cultural center) or by corner venders. It is clear that
obesity, lack of physical activity, and poor diet are among the most difficult barriers to
better Pima health. These conditions and behaviors continue despite ample instruction and
warnings from health care professionals and researchers over the past three decades.
Diabetes prevention and management are the most challenging of health care tasks for
Pimas themselves as well as for researchers and clinicians working in their community.
The political economic factors I have discussed can be used to explain the diabetes
epidemic and, ultimately, identify more effective remedies or approaches. The Gila River
Indian Community's unique history of battles over water rights, a dramatic reduction in
self-reliance and activity level due to a transition out of subsistence farming, and recent
decades of increasing self-determination and economic development have all contributed
to the current political economy of Pima health. The ability of this community to identify,
plan, and enact its own economic and cultural goals has in the past and will continue to
determine the economic and physical health of the community itself. More to the point,
community-based governance, planning, and programs that recognize and deal with the
inequities of health and their causes are increasingly recognized as the most viable form of
intervention in this and all Native American communities.
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"Community-based" is a method of planning and programming that recognizes the
centrality of local goals, values, and initiative in any successful program of change. A
lesson learned in a number of anthropological, public healtL and development settings, the
"community-based" focus mandates certain priorities and methods. Among these, early
and thorough efforts must be made to involve community members in the project.
Community goals, rather than those of flinders, development agencies, or other
institutions, must be clarified and, as much as possible, agreed upon by community
members themselves. External imposition of goals, methods, structures, and outcomes are
a common problem in development/aid programs. Also, planners (whether community
members or non-members) must address the structural barriers to certain goals. Too
often, plans are enacted that identify actions and responsibilities for localized personnel,
employees, patients, etc., without careful consideration of how those persons will be able
to perform given structural barriers (e.g., available transportation, hospital policy). To
ignore these barriers not only weakens the community's ability to reach its goals, but it
sets up a potential for failure and disillusionment with the entire process. Planners must,
therefore, recognize and respect the daily experiences and constraints of community
members' whose lives will be affected by the planned intervention.
An increase in the number of Pimas doing farming would improve the activity level
and, therefore, health of those farmers. However, for this kind of community-wide change
to occur, farming would have to regain its cultural significance and status as a profession
in the face of the continuing challenges of water rights and financial/loan services.
Additionally, it would be beneficial for the Pima to grow, consume, and share or sell a
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wider variety of foods including beans, squash, and other vegetables. In the late 20th
century, farmers in this area grew primarily cotton and alfalfa. The Gila River Farm also
produces olives and citrus for sale. But very little of farm produce is sold on or shared
with the community. Community members, therefore, maintain no mental connection to
farming or the source of their foods. This cultural change underlines many Pimas' reliance
on grocery store and commodity foods, rather than growing gardens.
A general increase in the activity level of Pimas might occur through exercise and
activity programming, such as organized walks and exercise classes. But it is more likely
that such changes would take hold if they were associated with work, community
membership, or some other more obligatory facet of life. That is, "exercise for exercise'
sake" does not have the same weight in Pima culture as it does, for example, in nearby
urban, Anglo culture. If connected to realms of life that already had personal, familial, and
community significance - as we know is the case with cultural dances or the annual Mul
Cha Tha (foot race) Carnival - then activity increases may become a more regular part of
life for more Pimas.
Diabetes is, first and foremost, a disease of eating habits. "Diseases" of behavior
including eating habits or drinking patterns are increasingly drawn into biomedical realms
of knowledge and responsibility, away from their previous realms of psychosocial and
cultural determinations. When important cultural symbols (e.g., the eating of frybread) are
in direct conflict with biomedical messages about healthy behavior, creative programming
is required to construct symbolic bridges between the relevant meaning systems. Altering
these meals in slow increments has been the goal of many nutritionists' messages to Pimas

in diabetic cooking classes. First, certain foods may be associated with affluence or
comfort and would therefore be particularly valued by hosts and guests alike. These foods
can increase the symbolic importance of an event and my improve a host's status. Second,
foods that are associated (either truly or Actively) with the past, tradition, or Pima
authenticity will carry great symbolic value. The nutritional content of such foods (e.g.,
frybread) is often useless to attack because it is not for nutrition's sake that they are so
carefully prepared, served, and consumed.
All of these issues - farming, activity level, diet - are central to the political
economy of Pima health. Each can be tied directly to the recent, 150-year history of Pima
articulation with the global capitalist economy. Pimas' continuing relationship with
government and health care institutions is quite dynamic. The Gila River Indian
Community recently took charge of the Hu Hu Kam Memorial Hospital from the Indian
Health Service. The new Gila River Health Care Corporation has already identified
diabetes as a primary concern, and is exploring community-based research and
programming more seriously. The tribe is also investing in its own research to document
and evaluate cultural institutions and values (especially those related to health), as they
have evolved into the 21st century. Ethnographic work like this one will help inform health
and economic programming by helping to identify priorities as well as determine the most
appropriate and culturally meaningful methods and processes for Pima goals to be
reached.
Cultural traits, oral histories, traditional practices, material culture, and history are
used to mould and define the community's future. For example, although farming is not
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the central occupation it used to be for these people, there are many programs in place
through schools and social centers to educate Pimas in starting and maintaining their own
vegetable gardens with traditional and non-traditional plants. Other characteristics will be
important to the methods used by future Pima programs; for example, leaders and
supervisors may be more highly valued and respected for advising, rather than ordering,
those in their charge." In retrospect, it is possible to see that, as independence and
autonomy have increased for Pimas as well as for Native Americans more generally,
fundamental shifts in the way health programs are run have occurred. And activities such as work, play, and social events - that were not before seen as intimately connected
to health, are being incorporated into diabetic health initiatives. The holism of these
initiatives is very much in cultural harmony with Native American values.

V.

Conclusion

To understand the Pima from a political economic perspective requires a
knowledge of their colonial history, the impact of capitalist pressures on the community,
and the adaptive strategies employed by the Pima. Applied (medical) anthropology brings
a perspective on these sociopolitical, economic, and cultural factors affecting Pima Indian
health by recognizing, for example, the historic and contemporary factors affecting their
participation in diabetes prevention. Applied anthropology also goes further to say that
these factors, identified through the use of theoretical models, should be priorities for
programming in the community.
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The political economic perspective on Pima Indian health reveals several issues
that require further attention. Most notable are the local concepts of health, diabetes,
living well, and healing, and how these might be better employed to create bridges
between indigenous and biomedical practices in all Native American communities. And it
is these issues that are of concern in the dissertation ethnography described herein.
Responsive, culturally sensitive, and historically intelligent programs are best created and
instituted by the Native American community itself. Political economic approaches stress
recognition of a community's resources, dynamics of power and dominance with the
Federal Government, and the colonialist/expansionist role played biomedicine. On this last
point, the objectification of health and health knowledge has long been a "'hiding place" for
dominant ideology. The field of medical anthropology has a wealth of research and theory
on the authority of medical knowledge and the power relations and ideologies that
biomedicine tends to instill or insist upon in colonized groups (see e.g. Gordon 1988).
The treatment of biomedicine as an ethnomedicine brings local, indigenous medical beliefs
and practices onto an equal playing field with biomedicine. Only through cooperative and
voluntary work can the best of both approaches be utilized toward their fullest health
potential.
Finally, a clearer understanding of the Pimas evolving position in the capitalist
economy at local, regional, and national levels is needed. Despite the Pima incorporation
into the capitalist market, there are remnants of kin-ordered relations and indigenous goals
of exchange that do not prioritize monetary profit. There is an "interlocking set of

informal patterns such as inter-family visiting, dependence on a common domestic water
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supply, mutual aid in time of sickness, and the like" that create the basis of community life
among the Pima (Hackenberg 1955b: 156). It is these cultural traits and non-capitalist
relations of production that must be considered for effective health care programming. It
is also this variety in mode of production and in the degree to which Native American
communities are incorporated into the capitalist mode of production that so greatly
influence Native Americans' autonomy and self-sufficiency.
I have argued that Pima diabetic health is inseparable from the political economic
history of this Community. The next logical question is, then, will Tribal diabetic health
improve if political-economic development occurs? My answer is a qualified 'yes* in that
increased knowledge and better access to resources will allow Pimas to manage their
health options. But the relationship between resources and 'development' (or heath) is
not linear. Instead, Pimas will have cultural, personal, and multiple, context-dependent
values through which they view those resources. As I discussed briefly in this chapter, the
most diabetic-friendly diet - even if free and available - does not meet all the cultural,
social, symbolic and emotional needs that other foods might. There is no way to "turn
back" the developments of history through simple replacement of political and economic
resources. In the remaining chapters, I will explain the complexities of this problem and
attempt to reveal some of the opportunities that do exist for improving care and reducing
rates of diabetes at Gila River.
Given the diversity of health care use patterns within the Pima community, it is
vital that applied anthropology devoted to health improvement projects must base its work
on accurate and specific knowledge about the community's contemporary political-
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economic factors. The ability of a community to develop a meaningful and effective
program will be constrained by its capacity for community-based programming,
sustainable economic development, and culturally appropriate goals and methods. The
Pimas' quick and devastating decline demonstrates the impact of domination and
dependency. They may also, through growing community strengths in political economic
arenas, prove to be leaders in health recovery for colonized indigenous groups around the
world.

' Throughout this paper. I use the term "biomedicine' to refer, in Klcinman's words, to "the biomedicine of
knowledge creators (researchers, textbook authors, teachers) and of the high-technology tertian' care
institutions that dominate medical training and that represent high status in the profession" (3:25). There
is thus a risk of totalizing statements about a "homogenous social reality" (3:23) which I hope to avoid
through specific and contextualized ethnographic description.
" Tlie term Pima" will be used throughout this dissertation to refer to the Akimel O'odham of the Gila
River Community. This term, and more correctly the term "Piman". is used in anthropological literature
to refer to all O'odham communities including the Tohono O'odham. the Akimel O'odham. and the
Hiarced. However. 'Pima' is also designated to refer to the River People within this group of related
Tribes. The origin of the term is in the O'odham phrase for "I don't know" - p" ni much - an oft-heard
phrase by early explorers and Anglos in reply to various questions uttered in English upon contact.
m Robert Hackenberg. in a more detailed discussion of the development of Piman economy in the 20th
century, describes their transition in farming as being from "edible subsistence" to "commercial
subsistence" (1955a:89). terms which more accurately reflect the absence of real profit achieved by Piman
farmers after colonization.
™ This boom was fueled by the growing markets in petroleum, steel, and other industries benefiting from
the internal combustion engine (especially transportation).
v In a 1930 report by C.A. Engle of the Bureau of Reclamation and Porter Preston of the Bureau of
Reclamation, it was predicted that non-Indian lands would receive only a partial supply of their water if
non-Indian lands - which lie "upstream" of Indian lands on the SCIP irrigation canal grid - exceeded
30,000 acres.
" Native Americans can lease lands that were allotted to them (or theirancestors) through the General
Allotment Act of 1887. These leases, which on the Gila River Reservation are typically farming or
industrial park leases, pay market-value rates for land in this area.
™ DeJanvrv describes a situation in which laborers use wages to supplement their traditional sector
economy which includes a significant reliance on subsistence farming (see Shannon 1989). By not relying
solely on wages for their subsistence, laborers in the periphery avoid full proletarianization. For many
years in the 18th and 19th centuries. Pimas were able to exist in this way. But in time - and deJanvry
predicted that functional dualism was unstable, that unimodalitv would eventually occur - the Pimas have
become quite dependent on wage labor and government support. In deJanvry's words, the "traditional
sector gradually decomposes" (Roseberry 1994:183) or. at least certainly takes an acculturated form.
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In this way, political policies, as Weaver (1996) has discussed, are an important articulatory
mechanism for the capitalist mode of production.
™ Likewise, women may take elements of biomedical knowledge and use it selectively to exert some
agency on what might otherwise be an uncontrollable illness (Nichter 1998).
* Community knowledge and opinion of this research varies. While many Pimas have participated in
various NIH research projects, the medical findings are not well reported to or understood by community
members. Some see this type of research as exploitative (sec "The Arizona Republic. Oct.3 l-Nov.2.
1999).
" Marie Chona. a Papago (Tohono O'odham) Indian woman discussed this in her autobiography,
cowritten with Ruth Underbill (1979).
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2

Health Research with Native Americans
(Methods)

This project was designed using the argument that anthropological methods including in-depth interviews, participant observation, and community members'
involvement in the research and problem resolution - are the most appropriate and
culturally sensitive methods for health research with Native Americans. The goal has
been to provide a model for understanding Pima women's health care seeking, the
multiple healing systems in this community (including traditional, biomedical, and other
forms of healing), and Pima forms of illness interpretation that are impacted by the
political, economic, and social histories of Native Americans, especially those living on
reservations. It is believed that diabetes education programs which are based upon only
biomedically valid data and concerns, to the exclusion of indigenous forms of knowledge,
will have poor program outcome (Anderson, et al. 1990; Gyves, et al. 1980; Hahn 1995;
Spicer 1977).
The methodology for this dissertation required extensive planning and
preliminary work for approvals by the Gila River Indian Community Tribal Council and
other supervising bodies. I will return to a discussion of the review, approval, and
reporting process later. First, it is important to lay the groundwork for understanding
Native American perspectives on research. While I do not feel a particular identity with
the U.S. government, as a non-Indians and "outsider" to the Reservation, the most basic
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association for me held by many Pimas' was with the dominant, governing culture. A
sensitivity to tribal history with the federal government is, therefore, an important
element in respectful, constructive preparations for work on the Reservation. Central to
this history are the transformations in recent years of Indian Health Service programs
from federal government-run institutions to Tribally owned and operated ones. After a
discussion of these factors, I turn to the more specific methodology of the project.

I.

U.S. Policy Toward Native Americans - Reasons for Indian Skepticism

Several U.S. laws now impact the interactions between the researchers and tribal
governments. The historical situatedness of these laws, and of the social and political
climate leading to their passage, has been the subject of piercing criticism by Native
American activists since the late I960's and has become a proper concern of
anthropologists working with Tribes. Even the role of anthropologists among Native
American Tribes has been sharply criticized for its collusion with colonial processes
(Biolsi and Zimmerman 1997). There is a long and "many layered relationship between
anthropology and colonialism" (Vincent 1991:47) about which scholars in Native
American Studies are familiar. Bea Medicine, medical anathropologist and Native
author, argues forcefully:
Colonialism historically made Indians available... for anthropology, just as surely
as colonialism made Indian lands available for homesteaders, railroads, mining
companies, and Eastern and European investors in the development of the
American West (in Deloria 1997:12).
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Central to Medicine's and others' criticisms is not that anthropologists were directly
involved in colonial exploitation of Indians but that their research of Indian groups was
enabled only by colonial success.
But the principal focus of Tribal skepticism about researchers in Indian Country
stems from the entire history of Indian/U.S. relations. Despite the "govemment-togovemment relationship" defined by U.S. treaties with Tribal governments, Native
Americans still struggle to differentiate themselves from other minority or ethnic groups
in the U.S. (Strickland 1998:248). The inherent powers of limited sovereignty held by
tribes was vaguely established in 19th century treaties, and has been more clearly
codified in law throughout the 20th century. It is possible to see how. overtime,
governmental approach to research of Native Americans has expanded from exploitive,
imperialist endeavors, to "cultural triage", in which the study design allows Native
Americans to identify and select for special protection those places, plant, and
archaeological sites that have the highest cultural significance (Stoffle and Evans
1990:97), to more expansive consultation models (e.g., EO 13084, also see Deloria and
Stoffle 1995).
From early colonial history into the middle of the 20th century, the American
legal system based its dealings with Indians on the doctrine of discovery which set a legal
relationship between European discoverers and the Indian tribes (see Deloria and Lytle
1984:4, Shattuck and Norgren 1991:110). Based on this principle, treaties with Indians
respected Indian's rights of land occupancy and possession and their right to extinguish
Indian title by consenting to it in writing. Treaties between the federal government and
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Indian nations were also chosen as a national policy, rather than state land grants and
contracts with Indians, thus, to some degree standardizing the process and recognizing
Indian tribes as nations. But competition over land led quickly to the misuse of treaties
and an unbearable burden on the federal government until, in 1871, legislation was
passed to ban all new treaties. Justice Marshall's use of the doctrine of discovery, also
known as the last-in-time rule, created a damaging precedent which allowed Indian
treaties to be overridden by subsequent Congressional action. "Tribal nations... were no
longer recognized as polities capable of treating with the United States, yet they remained
separate if wholly unequal sovereigns, outside the pale of the American Constitution"
(ibid.)
The treatment of Native American sovereignty and autonomy by the U.S.
government has gone through several changes. A historical overview of these changes
can be seen to fall into at least seven periods (Canby 1988). We will outline these
periods, as discussed by Canby, to organize our review of laws influencing research and
outreach with Tribes.
From 1790 to 1834. there were several Trade and Intercourse Acts passed which
separated Indians from non-Indians and placed all interactions between these two under
federal control. The Acts also delineated "Indian country" and protected Indians lands
from purchase by non-Indians or from settlement by non-Indians. These Acts "made no
attempt to regulate the conduct of Indians among themselves in Indian country"
(1988:12).
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The following period was the Removal Period (1820-1850), during which
Presidents Monroe, Adams, and Jackson facilitated non-Indian expansion into tribal
lands. Tribes were removed to the west of the Mississippi River. At the same time,
however, the Supreme Court under Justice John Marshall was "independently fashioning
legal doctrines that would influence Indian Law for the next century and a half
(1981:12). This Court ruled that only a discovering sovereign could extinguish the Indian
right to occupancy of their land by purchase or by conquest (21 US 543, 1823), and that
tribes were "domestic dependent nations" and their relation to the U.S. "resembles that of
wards to a guardian" (30 US I, 1823).
During the Reservation Period (1850-1887), Indians were increasingly moved
onto reservations. Viewed originally as a mechanism for creating physical distance
between Indians and non-Indians, reservations came to be seen as a way to "civilize"
Indians through the work of missionaries and the supervision of an Indian agent. Treatymaking came to an end in 1871. And off-reservation boarding schools were established
to permit the education of Indian children away from their tribal environments (1878).
The Court of Indian Offenses, with judges appointed by the Indian agents, was
established to further the civilizing mission of the reservations. Certain religious dances
and customary practices were outlawed.
The General Allotment Act (or "Dawes Act") of 1887 marked the beginning of an
assimilation period. This Act authorized the President to allot portions of land to
individual Indians. The title was held in trust for 25 years after which it was transferred
to the Indian owner. After receiving allotments, the allottees became U.S. citizens. The
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Secretary of the Interior was authorized to negotiate with tribes to acquire all "excess"
Indian lands for non-Indian settlement. Through this process, Indian held land dropped
from 138 million acres in 1887 to 48 million acres in 1934. "Because the goal of the Act
was to bring Indians into the non-Indian culture, its administration was attended with
ever-increasing efforts to destroy tribal traditions and influence. (Canby 1988:21) The
United States also assumed gradual control over tribal revenues and the Indians lost
control of their elaborate educational systems. These and other developments
transformed the once independent and wealthy nations of the Five Tribes to a poverty
status that would take decades for them to rise above (Wilkins 1997:67). In sum, the
allotment policies of the United states negated Indian rights to possess and occupy their
lands, "destroying most tribal government by imposing new concepts of property
ownership and legal title and promoting different patterns of land use and personal
occupation" (Shattuck and Norgren 1991:4).
In 1928, the Meriam Report documented the failure of the allotment policies, and
a shift in attitude occurred. The next period, the Indian Reorganization Period (19341952), saw that "the tribes not only would be in existence for an indefinite period, but
that they should be" (Canby 1988:23). The Indian Reorganization Act authorized the
Secretary of the Interior to acquire land and water rights and to set up reservations; tribes
were authorized to organize and adopt constitutions and bylaws (subject to the approval
of the Secretary). However, although self-determination was the goal of the Act, tribal
constitutions were not based on Indian governmental practices, and any decisions made
by tribes could be vetoed by the Secretary of the Interior.
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The Indian Reorganization Act (1934) grew out of a bill prepared by John Collier,
who was approved as commissioner of the Bureau of Indian Affairs on April 20, 1933.
Although the IRA is substantially different than that envisioned by Collier, his work
helped impel major reform in federal Indian programs and policies. Beginning with the
"Cosmos Conference", held at the Cosmos Club in Washington, D C. in January 1934,
and building on the recommendations of the Meriam Report (1928), Collier's reform
proposals addressed:
1. Repeal of the policy of allotment
2. Consolidation of Indian heirship lands and other trust lands for agricultural
purposes
3. Promotion of tribal ownership of productive lands for grazing and forestry
4. Developing a system of credit for Indian economic development
5. Settling claims arising from broken treaties
(Deloria and Lytle 1984:64)

Collier proposed to Congress major changes in self-government, special education of
Indians, Indian lands, and a Court of Indian Affairs. The bill was designed to enlarge the
scope of tribal self-government and create alternatives to the allotment program. But
while Collier built on the Cosmos Club conference, he took general concepts from that
meeting and created specific and complicated proposals that did not have the support of
Indian interest organizations (Deloria and Lytle 1984:79). When the IRA was finally
passed, it differed from the original Collier bill in length, strength, and specificity.
(Deloria and Lytle provide a detailed discussion of Collier's work.)
In the period from 1953 to 1967, Congress adopted a policy of termination.
Several tribes were terminated and the status of Indians as wards of the U.S. was ended.
The Bureau of Indian Affairs encouraged tribes to leave their reservations under the
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"relocation" program. PL280 extended state and criminal jurisdiction to Indian country
in five states and provided than any other state could assume jurisdiction by statute or
state constitutional amendment; the consent of the concerned tribe was not required.
In the modern period, the policy of termination was determined to have been a
failure. The Indian Civil Rights Act of 1968 imposed most of the requirements of the
Bill of Rights on the tribes. Tribal consent was required prior to any further inclusion
under PL280, and tribes were granted the power to pull back from existing authority
granted under that Act. To gain federal recognition, tribes must meet seven criteria of the
1978 Federal Acknowledgement Process
(http://nativenet.uthscsa.edu/archive/nl/920l/0010.html). These are: documentation that
the group has been "identified as Indian on a substantially continuous basis"; evidence
that the group and its ancestors have historically inhabited a specific area, distinct from
other populations; a statement establishing that the group has maintained tribal political
influence over its members as an autonomous entity throughout history; a copy of current
governing documents; a list of members, who are, principally, persons who are not
members of any other tribe; and evidence that the group has not been terminated by
Congress. Each state may have differing criteria for recognition of Tribes. The Indian
Financing Act established a revolving loan fund to aid in the development of Indian
resources. And grants were awarded by the BIA to individual Indians to assist them in
starting new businesses and refinancing old ones.
Self-determination is dependent on tribal capacity for governance and
administration and development. The Self-Determination Act of 1974 could not have
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worked without tribes having the capacity to administer their own affairs; a capacity that
grew only during the prior 10-15 years. In 1968, Johnson sent a message to Congress
articulating his support for Indian self-determination and, through his "War on Poverty",
created programs on reservations which would build Indian skills and self-governance
capacity. The War on Poverty built tribal capacity, because it was the first time tribes
were given the money to try - and were allowed to succeed or fail! One of the most
important economic changes for Tribes has been the rejection of the grant concept of
support from the federal government in favor of contract-based support. PL93-638 was
passed to, effectively, take many programs away from the Bureau of Indian Affairs while
maintaining U.S. legal and moral support for these services (e.g., health, education, etc.).
This would mean a removal of much responsibility and control for Tribal health services
away from the Indian Health Service (IHS) to the Tribes. Under PL93-638, many Tribes
do write "contracts" for BIA funds, allowing them more freedom to design and
administer Tribal programs. But, of course, Tribal funds are therefore always vulnerable
to political attitudes and the changing federal priorities of each new administration.

From Indian Health Service to Tribal Self-Determination

To understand these changes in Tribal health programming, more should be said
about the IHS and its history. The U.S. Public Health Service (PHS), under the U.S.
Department of Health and Human Services, took charge of Indian health care in 1955,
assuming this responsibility from the Indian Service which had proved increasingly

71

unable to manage the diverse and complex task. PHS physicians had worked under the
Indian Service for years and the change was considered by many government officials to
be a sensible one. Although unpopular with both the Indian Service and many Indians
due to fears that further assimilation of Indian medical facilities into the general
population would occur, the change was approved by Congress. This change occurred at
a time when Indian health and health care were quite poor: existing hospitals were
inadequate; staff turnover rates were high; and pneumonia, tuberculosis, and trachoma
were several times higher in'Indian country than the national average. The PHS, working
through it's Division of Indian Health, made significant improvements in Indian health,
primarily through obtaining increased congressional appropriations and enlarging the
staff of registered nurses and physicians working in Indian Country. In 1970, the Indian
Health Service replaced the Division of Indian Health and further decentralized health
care administration, fostering improved communication between the IHS and tribes.
The IHS is organized under a central headquarters in Washington, D C., with
twelve Area Offices throughout the country. Service Units are the local units of health
care and report directly to the Area Offices. In addition, Indian Health Boards were
created to ensure that tribal input was obtained for IHS decisions. These Boards were
made up of tribal members from the reservations represented, and were created at all
three levels of the IHS hierarchy: the national level, the Area Office level, and the
Service Unit level. Communication of information between tribes and the IHS has, of
course, varied over the years and in each Service Unit and Area. Despite the existence
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and operation of the Indian Health Boards, disagreements have occurred over the
responsibilities of the Federal government and over the allocation of monies.
Resulting from the Indian Self-Determination Act and the move toward
contractual funding described above, IHS funds are now directly retrieved by many tribal
health facilities and services on reservations through contracts. Tribes retain a
relationship with IHS after assuming responsibility for healthcare in that federal funds for
tribal health are still allocated through IHS. Thus, tribal health administrations must
continue to work with Area Offices and the Washington, D C. headquarters for their
budgets, a relationship that has its strengths and weaknesses (see, e.g., Noren et al. 1998).
However, despite the continuing relationship that tribes have with IHS for budgetary
matters, the IHS no longer provides a centralized communication network on other
matters such as clinical issues, program development, or personnel management.
Where tribes have taken over their own health care systems, as with the Pima, a
variety of health care structures have been put in place. In some tribes, a single unit (e.g.,
a "tribal health care corporation") may oversee all of the health services and facilities on
the reservation. In other instances, various facilities may contract separately for IHS
funds. The governing body of the tribe (e.g., the Tribal Council), either directly or
through a subcommittee devoted to health issues, may have a significant administrative
and/or advising relationship with the health care administration(s). At Gila River, health
services are organized under the Gila River Health Care Corporation which has its own
Board of Directors but is also overseen by the Health and Social Standing Committee of
the Tribal Council. Budgeting, development, and planning issues are first addressed by
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the Health Care Corporation Board of Directors and then, when official approval or
budgetary allocations are required, taken to a meeting of the Health and Social Standing
Committee. Recommendations of the Standing Committee are most often accepted and
approved by the full Tribal Council. But attendance and preparation for these meetings,
the review and discussion of plans and budgets, and answering the concerns of the Tribal
Council members, make up a significant portion of Corporation administrators'
responsibilities.
In general, IHS Indian Health Boards may also continue to serve in an advisory
capacity to the health care administration, or may be dissolved, or may continue to meet
but serve more a more cultural and/or political function. At Gila River, the Health Board
is an advising body to both the Health Care Corporation and the Health and Social
Standing Committee. The opinions and concerns of the Health Board are taken into
consideration when they are made known through letters between Chairpersons. But
communication between the Health Board and the other two bodies are inconsistent,
making its authority over research proposals appear quite limited. However, since my
project received quick and full approval from the members of the Health Board, my
perception may be biased. Whatever the case, the Health Board members do have an
opportunity to review and express opinions about research proposals to those with more
officially sanctioned authority over approvals.
As with any project addressing Indian health, contact with the specific tribe's
governing body is a reasonable starting place for researchers wishing to open
communications. In determining the appropriate points-of-contact for tribes, researchers
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should recognize the growth of diversity among tribes that has happened this century. As
government policies toward tribes have evolved past termination and assimilation toward
a support of tribal self-determination, so too have tribal forms of self-governance and
development evolved and changed. The administrative structure of each tribe's health
care system is unique and will require individualized consideration by any outside agency
attempting to communicate with or receive input from it. Certain elements are shared in
common with non-tribal health care agencies such as: an administrative head or C.E.O.; a
chief of medical and/or nursing staff; a financial officer. Researchers should be aware
that the organization of health care workers and of information flow from administration
to all workers vary. Public Health offices may have their own administrative structures,
separate from the tribe's clinical services, or these may be blended within a single health
care system. Given the diversity of health services offered in each tribal community, it is
wise to consult the tribe's governing body for a complete picture of the entire health care
network available to the tribe and working in or for the community. And given the
decreasing role of CHS for operational responsibility to tribes, it cannot substitute for
direct communication with individual tribes.

n.

Entering the Community, Designing the Research

Many of the proper methods and channels for conducting research among Tribes
are not well known and are rarely set out formally by Tribes. Innumerable anecdotes
from experienced anthropologists teach students to respect local structures of authority,
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formal and informal. A strong intuition about relationships and communication style is
also a helpful skill in particularly "political" or "closed" communities. In order to
understand the problem of diabetes and to "gain entry" - in all the symbolic and logistical
meanings of this term - to the Reservation, I conducted a pilot study between July 1997
and December 1998 which investigated the effectiveness of current hospital diabetes
education for pregnant Pima women. The pilot study revealed a tremendous lack of
information about the integration of indigenous and biomedical models of care; indeed,
very little information about indigenous beliefs and attitudes toward health is available to
biomedical practitioners. Entitled "Pre-Natal Diabetes Education Program: Outcome
Evaluation", this project was sponsored by the Board of Directors for the Gila River
Health Care Corporation (Hu Hu Kam Memorial Hospital) in Sacaton, AZ. It involved a
review of 33% (n=97) of the medical records of pregnant Pima women who had received
services at hospital's DEC during the years 1994-1997. This sample included women
with a diagnosis of Gestational Carbohydrate Intolerance, Gestational Diabetes, or
Diabetes during their pregnancy. A basic morbidity and mortality1 summary of pregnant
women with diabetes (and their newborns) was made covering: maternal glucose
monitoring throughout pregnancy; fetal weight; congenital anomalies such as heart
defects or physiological malformations; delivery type; complications of delivery; and
maternal completion of diabetes education modules.
The results of the pilot study were indicative of many of the reputed problems of
IHS programming on Reservations. Completion of prenatal diabetes education programs
by diabetic pregnant Pima women was low. Also, participation rates in diabetes
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prevention programming for the Pimas, even when persons are paid to participate, was
reported by other researchers working at Gila River to be low. However, when
education modules were completed, glucose control was correspondingly in better
control.
It was also clear that, white in-depth conversations with pregnant women about
their health care choices and behavior changes after a diagnosis of diabetes do occur
within the DEC, important information about the perceived utility of diabetes education
is lost for the women who no-show. By approaching these women through community
avenues and speaking with them in their homes, it was determined that more open, indepth communication about diabetes and prenatal health care can occur. And it is at
these "lost" referrals that the ethnographic project was initially and primarily aimed.
Indications seemed clear that the ethnographic method would gain access to vast
amounts of information about these women that had hitherto been un-collected. The pilot
study also revealed that class attendance is poor, and that most women who received
education did so through brief one-on-one counseling with staff, rather than the education
modules. Such one-on-one counseling is not always possible due to waiting time and
lack of available staff. Thus, while the DEC sees the majority of an estimated 56.2
known diabetic pregnancies per year, these staff were eager for more information about
the women who never completed the referral. The DEC was, therefore, a crucial source
of support and information in the development of the project proposal
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Gaining Permission

Health research among Native Americans is taking a new approach at Gila River,
especially in recent years as the effects of the Self-Determination Act are being felt and
the Tribe now 638 compacts for much of its health programming. No longer may
researchers arrive, unannounced, on the Reservation to conduct studies among the people
without permission or supervision. Nationwide, Tribes are developing sophisticated and
culturally appropriate mechanisms for the review, approval, and supervision of
researchers. These mechanisms include: human subjects committees; health issues
committees of the Tribal Council; appointment of research supervisors; development of
Tribal research protocols; and reporting and feedback requirements, so that community
members are informed of the research findings and have an opportunity to express their
opinions about the work.
At Gila River, the Health & Social Standing Committee of the Tribal Council
provides one of several rigorous evaluations of any research project proposed to the
Tribe. Others come from the Gila River Health Care Corporation Board of Directors and
its Internal Review Board, made up of health care professionals and community
members. Another is made by the Tribal Health Board, which provided important
suggestions about the participant compensation process for this project. These review
processes search, most importantly, for community benefit in any new research project.
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As discussed earlier, permission to conduct further research into diabetes at the .
Gila River can be difficult to obtain. Some tribal members - especially Tribal Council
members and employees of the Tribe who are most aware of research activities - are
"sick of research" because they feel it is not helping the community and not making a
difference in diabetes incidence rates. Further, almost none of the participants in this
dissertation study had read or been told about the research findings from years ofNIH
work with the Tribe. While several mentioned an appreciation for the work being done to
develop new medications, the general feeling was one of ignorance/lack of awareness and
a concern that research was not being "brought back to the community".

Accounts and Interviews

This dissertation relies upon women's accounts to reveal the local beliefs and
attitudes about diabetes and biomedical health care for this disease. In conducting
lengthy, open-ended interviews with a variety of women, I was seeking to demonstrate
that "local interpretations" of diabetes and prenatal care, though not homogenous, could
be found. The interview questions served as the unifying general direction for women's
accounts but were not specific or limiting enough to preclude great variability. One rule I
observed when questioning women was to refrain from asking a question several ways
before awaiting the answer. If multiple forms or approaches to a question were used,
they were separated by women's responses so that I could determine which form worked
best or elicited the types of accounts for which I was looking. For example, I asked all
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women, "Do you think you'll get diabetes?" and waited for their response before posing a
similar question, "Do you think diabetes is unavoidable?" To the trained observer, these
questions would elicit entirely different responses on more than one topic including:
one's sense of personal defense or resilience against diabetes; avoidability for an
individual versus Pima society in general; or information about how 'typical' one
considers oneself of all Pimas. Multiple versions of the same question were often used in
this manner to attempt to parse out the individual's view of themselves vis-a-vis Pima
society in general.
tn a similar vein, by interviewing pregnant women up to three and four times
during their pregnancy, I was able to hear different experiences and different
interpretations these women made. As with the telling and re-telling of any story, these
women "brought to life" a version of themselves and others that would help them know
how to act in the future (Capps and Ochs 1995:175). Varying context and time is very
relevant to some of these accounts and to my interpretation of women's opinions.
Repeated terms and speech patterns in women's talk about their care were taken as
indexical of important cultural events and relationships.
This approach to interview data, thereby, addresses "what the 'ways of speaking'...
can reveal about the representation of cultural knowledge" (Hill 1989:66).
Considerations of language and illness typically focus on lexical categories of disease
and, in the more Marxist considerations, the historical and ideological factors producing
those categories. And though many medical ethnographies utilize narratives of the
studied subjects, few give attention to the discursive tools and dialectic structures that
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guide the practice of healing. Pima women's accounts reveal how specific terms - e.g.,
risk and borderline - and several aspects of interaction - e.g., the physician's gaze and
style of interaction and asking questions - that have a profound impact on women's
understanding of biomedical information and processes related to pregnancy and
diabetes, and on their willingness and ability to access care. I will attempt to demonstrate
how these terms and interactional characteristics have become part of the political
economy of diabetes, power and the subtle forms of resistance enacted by those refusing
some or all biomedical care.
For the Dakota, biomedicine is considered "part of what they frequently consider
the 'outside' white or majority society" (Lang 1989:320). Because of this, patterns of
health care seeking are inextricably political and oriented in some way to the ideology of
that majority. The high utilization of biomedical services on the Gila River Indian
Reservation is testimony to its efficacy. But there is also counter-hegemonic content in
women's accounts of biomedical care. As I will discuss further in chapters 3 and 4,
women share accounts and opinions about biomedical failures and problems in service
delivery with each other. While these accounts reveal diverse experiences with different
providers and at different times, there are several, consistent themes in women's talk. I
will rely on these themes to make arguments about the efficacy of care and the
assumptions within biomedical praxis that are creating barriers to an ultimate reduction in
diabetes at Gila River. These themes frequently challenge the rigid assumptions,
classifications, and practices that providers use with Pimas. Thus, women use talk about
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diabetes and pregnancy to voice counter-hegemonic, empowering narratives that will
open and define for them new ways of being.
It is noteworthy that health care practices would be an arena for counterhegemonic activity, given the reliance many Pimas have on these services and the relative
paucity of other (e.g., traditional) healers working on the Reservation. It is not
inconceivable that community members would be reluctant to complain about the care
available given the lack of alternatives. Certainly, this is one motivation for Pimas'
refusal to complain directly to providers, even though they would give voice to such
problems in their interviews with me. The format of open-ended interview questions, the
confidentiality, and the location of interviews for this dissertation all tended to
participants' comfort level and willingness to speak frankly about their experiences. As a
result, a trend across speakers began to reveal a collective identity that rejects the rhetoric
and assumptions of biomedicine even while their relationships with providers continued.
Women utilized these interviews as an opportunity to voice their shared frustration with
the mysteries of diabetes and the disempowered position that these mysteries put them in.

HI.

"The Diabetes & Pregnancy Project" - Overview

The methodology for this research included four major elements: ongoing
interviews and consultation with key informants; focused interviews with women
including long-term follow-up with all pregnant women; observation of several pregnant
women on "average" days as well as during prenatal appointments; and participant
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observation in various community social and health-related settings. It was expected, due
to the length of the interviews and negative sentiments about research already discussed,
that participation rates would be low. But this was not the case. A majority of women
invited to participate in the project agreed to be interviewed in their homes. Further,
several women provided referrals to their friends and family who also participated.
Initial interviews with 10 key informants were conducted for the purpose of
"testing" the initial set of research questions. Important corrections to the wording of
questions as well as some deletions and additions were made in this process. However,
key informants were consulted frequently throughout the project for suggestions about
improving the questionnaire. These key informants included 4 men and 6 women, not all
of whom made recorded interviews. Ages of key informants ranged from 19 to 58.
Some were employed by the Tribe, others were full-time "homemakers", and one was
"retired". Six were diabetic.
From these initial interviews, several communication issues were raised. Due to a
common reticence among many Pimas to "preach" or speak in an authoritative voice, I
determined that personal knowledge questions elicited more free-flowing responses than
did questions about what "should" occur or what pregnant women "should" do. In a
similar vein, asking women about "norms" or generally accepted knowledge tended to
produce blank stares and grunts of hesitation. On the other hand, women were quite
willing to talk about what "people" actually do, from their own experience or
observations. In this way, women produced metanarratives about the behaviors of others

83

and of themselves through case examples, whereas the more aloof, objective questions
that were not grounded in specific events did not.
Another interesting discovery made possible by group discussions - either among
family members, friends or the larger focus group- was that it was more fruitful to ask
controversial, opinion questions rather than yes/no experience questions. By making the
questions humorous or proposing possibly "extreme" responses, participants were put at
ease and became more willing to speak freely with each other, turning the attention away
from me as facilitator. This is, of course, also an important skill of a group therapist; my
occupation before beginning graduate work in medical anthropology.
Sixty-three tape-recorded interviews were conducted with female community
members (ages 18 to 67). Twenty-seven of these participants were pregnant women who
gave multiple interviews over the course of their pregnancy; this represents 14% of the
estimated number of women pregnant during a 10-month period. It was hoped that up to
25% of the women pregnant on the reservation during data collection (roughly 50
women) might be interviewed, and at least that many were invited to participate.
However, with some scheduling problems and a number of women declining to be
interviewed, I did not meet the 25% goal.
Interview questions addressed Pima health knowledge, women's understanding of
diabetes, and women's health care seeking behaviors. Interviews began with general
questions about health and illness, signs and symptoms of illness, women's experiences
with illness and healing, and personal definitions and opinions about various health
topics. General questions were also posed regarding how and from whom women
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learned their ideas about health and illness. These questions required some recall from
childhood as well as elaboration on current social and professional networks that women
access to gain information or treatment for illness. The second major area of questions
introduced the topic of diabetes to the participant. Women were asked to elaborate on
disease etiology, diagnosis, co-morbid conditions, prevention, education, social meaning,
and treatment. Great care was taken to use culturally relevant, non-jargon terms so as to
encourage women's openness and reflection. I was particularly concerned not to appear
to be a clinical professional, so that women might not feel I was invested in positive
reports about health care.
Women were recruited wherever I met them, in both formal and informal
situations. I conducted formal recruitment by stationing myself at offices and clinics
providing services to women, then distributing flyers that described the research. The
pamphlets contained information about the project, participant compensation, and its
approval by the Tribal Council and Health Care Corporation. [ listed my home phone
number, which several women used to reach me. But most often, women expressed
interest and scheduled an appointment to be interviewed right away. Those women who
were not interested also tended to decline right away. These formal recruitment efforts
took place at: Hu Hu Kam Memorial Hospital's Prenatal Clinic; Sacaton W.I.C. Office;
Gila Crossing Prenatal Clinic; Gila Crossing W.I.C. Office; and Diabetes Education
Classes (all districts of the Reservation).
Conducting interviews with women in their homes and in the desert was not only
unique but also crucial to the project. These places were very conducive to open and
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unstructured conversations. Women were on their own "turf and, so, could decide
whether others were present as well as when to end the conversation. Although not all
interviews occurred in these settings, most did. And I am certain that this improved the
quality of the data over, for example, interviews conducted in the hospital. However,
these settings were not always the best for making tape recordings. Most often wind, but
also traffic, playing children, or television sets being watched by others in the room
created significant amounts of noise during the interview. So, even though I tried three
different microphones, several of the interview tapes were inaudible and could not be
transcribed. Thus, a total of 54 interviews were transcribed: 29 non-pregnant adults and
25 pregnant women. Quotes are not available from nine women, although their
demographic data and responses to questions were recorded in field notes. Although it is
very unfortunate that these few interviews were not audible, it is considered an acceptable
"cost" of doing the interviews in women's homes and communities. Had I created a
better taping environment (assuming I could have) by insisting on quiet and privacy, I
would certainly have inconvenienced many family members and friends, and made the
participant less comfortable.
Two focus groups discussed diabetes education materials. A third group was
attempted but had only one person attend. Three women (all of whom were pregnant)
attended focus group #1 and five persons (4 women including 1 pregnant woman, and
one I man) attended focus group #2. Each was held at a district Service Center where
most district events take place. After socializing and food was served, the following
educational materials were reviewed and discussed:
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Table 3: Focus Group Discussion Materials
Focus Group Discussion Materials

I
2
3
4
5
6

7
8
9
10

"Breastfeeding Your Baby" by ETR
Associates© 1995
"Prenatal Care" by ETR Associates © 1995
"Problems During Pregnancy" by ETR
Associates© 1995
"Pregnancy Facts" by ETR Associates ©
1995
"Planning for Pregnancy When You Have
Diabetes" by Indian Health Service © 1995
"Gestational Diabetes: What it means for me
and my baby" by American Academy of
Family Physicians
"Screening for Diabetes During Pregnancy"
in The Informer Vol. 4: No. 4, 1998
"Type 2 Diabetes in Native Americans" by
Diabetes Education Center ©5/99
"Diabetes and American Indians" by Indian
Health Service © 1987
Several advertisements from McCall's (May
2000) and Health Magazine (April 2000)

Participants were asked to discuss which pamphlets first "caught their eye" and which
they were most likely to pick up and read in a doctor's office. Participants were asked to
point out which features (e.g., charts, font size, pictures, format of the information)
seemed most and least helpful to them. Unstructured discussion about information
received from doctors and how patients spend their time at the doctor's office (e.g.,
waiting, reading educational materials, etc.) was encouraged.
Since the focused groups were principally focused on the pamphlets, the main
result was to identify the format most attractive or useful for transmitting information.
The pamphlets that were most popular were # 3, #8, and #9 for several reasons. First,
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information was laid out in tables or bullet-point format making them easy to read.
Pamphlets that gave paragraph-format information were considered "too long" or too full
of jargon (particularly #6). Although participants did not voice this analysis, it appeared
to me that pamphlets written in "Q & A" style were not particularly effective because
they were too wordy (e.g., #5 and #6). Second, although pictures were popular, they
were not considered essential in a pamphlet that participants "would pick up and read".
Instead, the visual clarity of the pamphlet seemed important; that is, a lack of clutter or
too much wording. Pictures were, however, appreciated in pamphlets #1 and #4 since
these pictures illustrated the steps of breastfeeding and the stages of labor.
The third trend to come out of the focus groups was a desire for Native Americanspecific information about diabetes and pregnancy.. Pamphlets #3, #8, and #9 addressed
information - and addressed it in a format - that was of immediate relevance to the
members of the groups. These participants were adults: 3 pregnant women, 3 non
pregnant women, and one man. All non-pregnant women and the man had diabetes while
the pregnant women did not. The information in two of these three pamphlets was basic
educational information about diabetes, especially its prevalence in Native Americans
and the specific challenges that Native Americans face. While many of the pamphlets
had general information about diabetes, and most had multi-cultural figures or photos, the
pamphlets specifically tailored to the needs of Native Americans were of great interest.
When questioned about this, one responding woman said, "I've learned about the basics
(of diabetes) at the hospital already. This tells me some things I don't know about
Indians in particular."
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Average day (recall) reports were collected from 14 women, including 3 women
with multiple reports. This methodology was changed from obser/ation period, in which
[ would have observed women for 12-24 hours, to "reports". Women simply reported
their meals and activities for the last 12-24 hours. This change was made based on two
initial attempts at observations plus the feedback of several key informants who agreed
this would be difficult and "strange" for participants.
Participant observation occurred in hospital classes on prenatal health and
diabetes education; public health clinic office waiting room and prenatal visits; public
health field clinics; outpatient health clinics; the Mul-ch-tha festival; several holiday
parades and parties throughout the year; health walks and exercise events put on by the
Fitness Center and Hu Hu Kam Hospital; cooking classes; family memorials and birthday
parties; crystal and Avon parties; and countless lunches and dinners with community
members.
Finally, an important charge of medical anthropology is to make research findings
available for application for the benefit ofinformants (Escobar 1991; Autumn 1996).
This research is producing data and tools for use by the Community in a variety of
knowledge sharing events including: public presentations or publications written in lay
language; new education curriculum on diabetes during pregnancy; suggestions for a
tribal retreat or camp for the teaching of Pima knowledge on diabetes and pregnancy; and
diabetes education curricula applicable to all Native Americans. New strategies such as
these for the delivery of health messages support Native American goals of selfdetermination, governance, and management (Weaver, etal. 1971).
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IV.

Health Research among the Pima - The Changing Role of the Anthropologist

In an era of self-determination and autonomy for the Gila River Indian
Community and all Tribes, I found it noteworthy that Tribal Council members laughed in
mild derision whenever the use of a "Consultant" was proposed as part of a resolution to
some problem. So many expert consultants have been employed by the Tribe in the past
decade that the role has come to stand for the Tribe's continuing reliance on the dominant
culture of Anglo U.S. society. Their derision is based, as I have attempted to outline in
this chapter, on the predicament of their position: dependent on the dominant culture for
the skills, tools and resources necessary to conduct the capitalist activities of a
"developing", acculturating nation. Consultants are grouped with military scouts,
missionaries, and anthropologists as the most recent agent of this acculturation. And,
consistent with the Pimas history of openness to Anglo neighbors, but despite internal
struggles over acculturation, these agents are largely welcomed into the community.
My presence in the community is an apt example of Pima ambivalence about
outsiders and research. The approval of my dissertation project was not always a
certainty and appeared, to a newcomer, to involve an endless series of reviews, one or
two new ones recommended by each group before they would give their own approval.
The consistent expectation made of me was of trustworthiness and reasonable deference
to the Community. I came to realize and respect that the "piling on" of additional
reviews and groups with whom I should discuss the project was a cultural artifact from
pre-contact decision making. Although the groups I presented the proposal to now had
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Western-sounding titles (e.g., "Health Board", "Internal Review Committee"), the
process was that of consensus decision-making. Many of the Community's most vocal
elders and key leaders were consulted either personally or through their elected and
appointed posts on the Tribal Council or other Tribal bodies. Had any significant
problem or popular disapproval been raised during my many meetings, and almost 6
months of formal permissions-seeking, the project would have been stalled or rejected.
Pimas thus achieve a well-considered, community-based decision despite the modern,
Western fetters of Robert's Rules of Order, calendar-based scheduling, and a diverse,
complex business agenda comparable to any nation engaged in the world capitalist
economy.
Given the continuing relevance of consensus decision-making at Gila River, it is
difficult to overstate the importance of participant observation to this project. Without
my ongoing relationship with several community members and a continuing presence and
involvement in the community itself, my goals and the project itself would not have
become well known enough and would have lacked the Community's consent necessary
for official Tribal Council approval. Two key events cemented my good-standing with
the Tribal Council; the first involved my being seen by Council members "off the beaten
path" of non-Indians working on the Reservation, in social settings with Tribal members;
the second was my having shared the proposal with a few key Community leaders before
being told to do so by the Tribal Council. By volunteering (12-14 hours per month) for
18 months on the Reservation, developing friendships as well as political alliances, and
sharing and collecting ideas about the research proposal, I built a community network
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that would speak volumes about my intentions to the Tribal Council. Few researchers in
the Tribe's history had conducted themselves in this way, using participant observation
and being more interested in the holistic, dynamic view of the Community than a single
hypothesis about disease. The ethnographic method itself, therefore, seemed to speak to
the Tribe's priorities of trustworthiness and deference to the ongoing Community.
At the end of the approvals process, the Tribal Council was not unanimous: 3
members opposed. The principal reason of the three members for their no-vote was that
"too many years of research" had occurred at Gila River (presumably referring to the 36
year NIH presence in the Community) with little appreciable "return" to the Community.
Reports back to the Community, in each of the seven districts of the Reservation, is thus a
central element of the research itself. Through the reporting process, 1 return the data to
the Tribe, make myself available for reactions, questions and feedback, and work with
Community members toward applying the information to programming solutions. It is
this last segment of the research circle that moves past the exoticizing of Pima Indians
through esoteric publications for academic audiences, toward culturally appropriate,
politically and economically savvy solutions to this modern health epidemic.

1

Morbidity refers to all non-fatal disease. Mortality refers to deaths.
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3
Fighting the Epidemic through Pregnant Women's Bodies

The epidemiological profile of the Gila River Indian Community, coupled with
the biomedical view of pregnancy as a crucial time for future diabetic health, make
pregnancy a time rife with concern about this chronic disease. Since diabetes during
pregnancy can have serious implication for the mother's future diabetic health, as well as
the health of the infant at birth and it's future diabetic health, the prenatal period is
closely monitored for glucose control. Pregnant women, and especially pregnant Pima
women, thus experience a double burden of prenatal and diabetic surveillance, making
them a key site at which the diabetes epidemic is being fought. While prenatal
surveillance of diabetes is part of the hegemonic dominance of biomedicine throughout
the U.S., it is also an example of the continuing political-economic "colonialism"
occurring through health care on indigenous peoples. That is, messages about proper
behavior of pregnant women are couched in terms of protecting the fetus and ideologies
of maternal responsibility. At Gila River, the economic burden for health care is
alleviated for patients by federal funding. Women's accounts reveal much about what is
confusing and counter-productive in the ideological content of biomedical practices and
messages. Women's talk about diabetes and reproduction also show some counterhegemonic character in the form of medical pluralism and the multiple voices in each
individual that speak to health, diabetes, and pregnancy.
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In this chapter, I am concerned with the ways Pima women are exposed to
screening for diabetes, their interpretations of this screening process, and their behaviors
in reaction to it. The concepts of "risk" and "borderline diabetes" and the diagnostic
process for diabetes are confusing and multivalent to the women undergoing prenatal
care. Confusing, too, is the lack of symptoms with gestational diabetes. The way women
respond to this confusion sheds light on their health care seeking patterns and, ultimately,
their perceptions about and reaction to doctors. I will also place Pima women in a
broader context of reproduction in the United States, where the state of being pregnant
has become a risk factor in and of itself, warranting some of the most intrusive and
constant medical probing - even in the absence of signs of distress or disease.

L

An Ethnography of Pregnancy

There are quite a few important reasons for an ethnography of pregnant Pima
women, the first of which has to do with biomedical treatment of pregnancy and
childbirth. In response to the increasing medicalization of pregnancy and childbirth,
Davis-Floyd and Sargent have called for consideration of the "finely textured discourse
of women's reproductive speech" (1997:15). This fine texture is woven from varying
contexts overtime, using professional, lay, personal, bodily, and intuitive forms of health
knowledge. By attending to women's accounts about pregnancy and childbirth, sense can
be made out of the myriad, interacting realms of knowledge without essentializing
women or treating their experiences as uniform. That is, women's own management of
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information and the balance they strike between competing perspectives gives us one of
the best interpretive frameworks for the anthropology of reproduction. Women's
understandings of prenatal and diabetes education reveal both distinct and subtle
differences between the competing messages of dominant biomedicine and local ideas
about health.
Pregnant women are arguably the healthiest people to undergo such frequent and
invasive biomedical monitoring. This occurs, in part, due to Westerners' growing
intolerance for any maternal morbidity, an epidemiological achievement of the last
century attributable to biomedical knowledge and technologies. However, as feminist
literatures point out, biomedical monitoring and tests aimed at assessing potential risks
create risk-focused environments in which competing hegemonic and interpersonal
messages must co-exist (Terry 1989). In this space, professionals as well as family and
friends feel a moral obligation to the fetus as a separately identified patient from the
mother (see e.g. Browner and Press 1997; Casper 1998). Further, numerous pioneers in
feminist anthropology address how surveillance disproportionately affects hegemonically
"weak" or non-dominant groups, such as poor and/or indigenous women. A large body
of ethnographic literature explores women's power in decision-making as it sits in
relationship to that of biomedical practitioners, society, and the fetus. In this literature,
such as the work of Jordan (e.g., 1978, 1993, 1997) and the edited volumes on
reproduction by Ginsburg and Rapp (1995) and by Davis-Floyd and Sargent (DavisFloyd and Sargent 1997), reproduction is viewed as "a microcosm of broader trends" in
technologization, medicalization, and control of natural, human processes (ibid.:6).
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Jordan, a pioneer in cross-cultural considerations of pregnancy and childbirth, is
best known for her illumination of "authoritative knowledge" in health care (1978). This
concept refers to the overt and covert dominance that biomedical views often take in U.S.
health care settings, despite a diversity of beliefs and practices within the populace. As a
mechanism through which "intentional culture change" can be effected (Davis-Floyd and
Sargent 1997:12), biomedicine forms one of the first tools employed in capitalist and
Western cultural expansion around the globe.1 Indigenous communities that have
undergone colonization and capitalist expansion are, therefore, important places to view
this process of medicalization. Inuit women, for example, find that dependence on
welfare, including state-run birthing centers, has become a threat to Inuit personhood
(0*Neil and Kaufert 1995). Because Inuit women must now, according to State law, have
their babies in hospitals rather than in their homelands, many Inuit are expressing concern
that their babies' identities will be threatened; "that aboriginal entitlement may be
somehow undermined by being bom outside the family and community" [ibid.:68; also
see \Daviss, 1997 #11], Similar examples of the competition between indigenous and
biomedical knowledge around pregnancy and childbirth are common to late 20th century
indigenous struggles for cultural determination. Women come to be seen by health care
providers as "incompetent" or incapable of managing their own reproductive lives, and
therefore deserving of less autonomy or choice in health care (Morsy 1995).
Another view of women's reproductive health comes from the social and cultural
analysis of the body (Lock and Kaufert 1998; 1987; Martin 1990a; 1990b). This
analytical lens organizes talk about women's health in terms of the phenomenological
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experience, her body as a stage for interactions in the world, an object into and onto
which events have their impact, and the "thing" through which she expresses and feels
these experiences. Martin's analyses of historical trends in the treatment of women
(especially 1988; 1990a) give an especially clear example of this perspective as it is
applied to, not only, patterns in history but also a contemporary case study in women's
and men's health.
The popularity of biomedically supervised pregnancies and birthing indicates that
the majority of women in the U.S. accept the goals and methods of this approach or are
not aware of other choices." Browner and Press argue that women tolerate poor
information in prenatal care "because they want reassurance that they are doing
everything possible to reduce 'risk' during pregnancy" (1997:315). Also, the potential
consequences for women who do not fill the role of a good (i.e., compliant, "low risk")
patient extend beyond the confines of the clinical encounter. As additional diagnostic
tests are made available, women are morally and socially required to submit to them, to
avoid the risks they define, and to respond in specific manners to the results. Women
who do not subscribe to this standard risk being labeled "bad mothers" or "bad patients"
and otherwise punished through various social mechanisms ranging from shame to legal
action against their autonomy and personal freedom.
Risk data have, therefore, gained a remarkably powerful role in the policing of
pregnant bodies. Yet, as we know, the ability of professionals and patients to understand
risk data is limited by serious omissions or misrepresentations in its collection,
preparation, and presentation (Frankenberg 1993; Freudenberg 1988). For example,
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many disease data are reported in terms of transmission mode, "race," and sex;
inadequate consideration is made of such complicating factors as socioeconomic class
and of the meaning of limited choice of ethnic categories on census questionnaires (c.f.
Fee and Krieger 1994:20). Behavioral and demographic characteristics, likewise, fail to
account for structural and cultural factors that influence the trends in disease
demographics. Risk is influenced by power dynamics that transcend ethnicity, age, and
other factors typically identified in risk research, but are present within institutions of
care and in society at large."1 Risk data, while telling us a great deal about trends in
diabetes rates among Pima Indians, do not reveal (and are not usually purported to
address) the decisions women make about prenatal health behaviors. Ethnographic
methods are more appropriate for these questions.
There are many reasons for an ethnographic focus on pregnant Pima women.
Because of the relationship of GDM to the future health of a woman and infant,
responsibility for the future diabetic health of the entire community can be laid on
pregnant women. GDM has become the risk focus excusing increased surveillance of
pregnant women's lives in the name of future generations. However, GDM is generally
asymptomatic. The few symptoms that might be present can easily be confused with
symptoms related to any pregnancy in the Sonoran Desert of Arizona - for example,
fatigue, excessive thirst, and swelling in lower extremities. The lack of symptoms
indicative of diabetes not only creates a technology-bound diagnosis, but exacerbates the
competition between professional, authoritative knowledge and women's lay, experiential
knowledge. Where Pima women experience a symptomless pregnancy, biomedical
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surveillance provides evidence of disease or its imminence. And while women exert
some autonomy or agency in rejecting biomedical prenatal care, authority remains with
biomedical knowledge at Pima births. Almost 100% of Pima births occur in hospitals
and approximately 28% of these are by Cesarean section (unpublished pilot study
results).
In the following two sections, I will summarize the data collected from both the
pilot study and the ethnographic dissertation itself, tn these preliminary summaries, I
hope to provide the reader with a visual image of the size and scope of the study. I will
also present here some of the quantitative findings in this research; namely, the
correlation identified between women's completion of diabetes education modules during
pregnancy and subsequent health of the mother and infant.

Summary Information: Pilot Study

Chart reviews were conducted during the pilot phase. These findings helped
justify the intensive ethnographic work with pregnant women and are important to review
here, before a discussion of the narrative information. The principal concern in these
reviews was the relationship between education (or "module") completion and various
measures of health during pregnancy, such as maternal glucose control and infant birth
weight.
A total of 91 mother's charts and 57 infants charts were reviewed, representing
roughly 33% of the pregnant women enrolled in the DEC between 1994 and 1997. The
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average gestation of women enrolling in the DEC classes was 22.5 weeks, which is too
late in pregnancy to impact rates of congenital malformation due to poor glucose control.
This is an important timing issue, since congenital malformations represent a significant
element of neonatal morbidity. The DEC does not purport to reach all prenatals, only
those with a diagnosis of glucose intolerance. Nor does the prenatal department always
see women before the 12th week of pregnancy. Congenital malformations are determined
to occur by the 8th week of pregnancy. Below is a summary of the charts selected and
retrieved for this study.

Table 4: Pilot Study Chart Reviews
CATEGORY:

Mothers Identified
Charts Selected
Charts Retrieved
Birth/Outcome Id'd
Baby's Chart Retrieved

YEAR:

1994

1995

1996

1997

Total

42
14
17
13
12

60
20
26
18
13

60
20
23
18
16

69
23
25
19
17

231
77
91
68
57

Of women who did complete the enrollment process, 48% began glucose
monitoring immediately and continued for at least 6 weeks. Glucose control (measured
by Hemoglobin Ale blood samples) is considered by staff to be an important indication
of women's diabetic health. And there is a positive relationship between HbAlc control
and completion of education classes. Comparing module completion and glucose control
yields a Pearson correlation of .295. (The Pearson correlation is a statistic designed to

LOO

measure the strength of a linear relationship, and measures here the relationship between
two variables: HbAlc blood samples and education module completion rates.) This is a
good indication that diabetes education is having a positive impact on pregnant women's
behaviors. At the same time, there are a number of characteristics of women who
complete the education that may have a more direct relationship to prenatal health and
birth outcome. Some of these factors include:
1. Women who are able to attend classes also have better
access to transportation for all health care appointments.
Indeed, diabetes education classes are often held at the
hospital in Sacaton where women may have doctor's
appointments the same day.
2. Willingness to participate in group education classes
may indicate a greater openness to biomedical messages
or a readiness to implement behavioral change that may
not exist in women who refuse participation. If this is
true, the women who self-select into diabetes education
classes are already more healthy - or likely to remain
healthy - during pregnancy than those who do not take
classes.
3. Participation in the classes may serve a reminding or
social support function that correlates with improved
prenatal care. Women who do not attend classes, even if
they obtain education and knowledge through some
other means, would not have this social support or
helpful reminders.
What follows is a detailed discussion of the intermediate and outcome measures of health
obtained from maternal and infant charts of persons identified in the pilot study chart
reviews.
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Table 5: Pilot Study/Age and Gestation
Total Charts Reviewed: Age and Gestation

Total Number of Mothers' Charts Reviewed:
Age at Delivery
<20 =19
21-30 = 28
31-40 = 41
>40 = 3
Average Gestation at Enrollment:
Median Gestation at Enrollment:
Mode Gestation at Enrollment:

91

10.94 weeks
21 weeks
8 weeks (5 mothers)

The DEC estimates there to be between 250 and 300 pregnancies per year on the
Gila River Indian Reservation, with approximately 50 of these being diabetic
pregnancies. The Center's contact rates are roughly 85-95% of diabetic pregnancies (4050 each year plus about 20 IGT/GCI), as estimated by Center staff who speak with other
care givers about mothers who were not enrolled in education. Of 91 women's charts
reviewed, the average gestation at enrollment (10.94 weeks) is considered early by
program staff (although not early enough to precede congenital malformations).
Only 34% of all women complete the education objectives during the pregnancy.
Much of this is due to either drop out/"no shows" or enrollment too late in pregnancy. So
while the education services are very beneficial, women are not reached early enough in
pregnancy and are not always completing the program once enrolled.
Glucose control is an intermediate measure of health and clinicians are
increasingly interested in outcome, such as complications of delivery and neonatal
mortality. 18.26% of women enrolled in the program delivered by caesarian section,
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which is quite low compared even with non-diabetic mothers [e.g., \Kitzmiller, 1988
#235].
Birth information was obtained from infant's charts. Since birth information is
frequently missing from women's charts. This is due to the fact that women do
not/cannot give birth in Reservation hospitals. All birth information is recorded in the
charts of the birth hospitals in and around Phoenix. The information contained in this
report, however, is regularly recorded in an infant's chart which is created at their first
appointment on the Reservation. Sometimes, no birth information is available because
babies are not seen within the first 6 weeks after birth by Reservation clinicians. A total
of only 57 infant charts were included in this review because charts for the remaining 34
babies were either unavailable or had not been "opened" (created).
The rate of pregnancies ending in fetal demise (16%, n=9 our of 57) is considered
comparable to non-Indian populations [Kitzmiller, 1988 #235]. Of the pregnancies
ending in miscarriage or fetal demise, eight of these were class a (gestational diabetes) or
class b (preexisting diabetes for up to 10 years prior to pregnancy); I was unidentified by
class in the medical record. Literature reports rates as high as 30% among diabetics
(Miodovnik et al. 1984; A.D.A. 1993). Of the deliveries by Cesarean Section (28%,
n=l6), nine of these had a congenital malformation or other perinatal morbidity. Seven
were class a; 3 were class b; 2 were class c (preexisting diabetes since teen years or for
10-19 years before pregnancy); and I was unidentified by class in the medical record.
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Table 6: Pilot Study/Other Information
Other
Information:

1994

1995

1996

1997

Total:

Miscarriage/Fetal
Demise
Cesarean Delivery

2

3

3

I

2

4

4

6

Congenital
2
Malformation
5
Other Perinatal
Morbidity/Mortality
High Birth Weight
4

3

I

2

5

6

10

2

3

2

0

0

2

3

9
(16%)
16
(28%)
8
(14%)
26
(46%)
11
(19%)
5 (9%)

Low Birth Weight

Risk of congenital malformations among infants of diabetic mothers ranges nationwide
from 6-12% (Kitzmilleretal. 1978; Reece et al. 1988; A.D.A. 1993). The results from
this study (14%, n=8) are therefore high. However, this study revealed certain problems
in consistent documentation. Recording professionals have noted thrush and low birth
weight as congenital malformations which are not listed among "Congenital
Malformations in Infants of Diabetic Mothers" by the American Diabetes Association
(A D A. 1993:4). Removing these inappropriate and uncertain notations, our data show
an 11% congenital malformation rate which is within the national range. Other perinatal
morbidity (46%, n=26) included high birth weight (19%, n=l I) which can be associated
with diabetes in the mother.

Summary Information: Ethnographic Project
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Over 90 Pimas and Maricopas contributed to this research in some way. A total
of 63 formal interviews were recorded with 36 of these being non-pregnant adults and the
remaining 27 being pregnant women. Those who did not wish to be tape-recorded
offered their opinions on the topics of the questionnaire as well as suggestions about how
the interviewing should be done. Further suggestions were taken from several
community members, especially key informants, about how the data should be used and
what results should come from diabetes research in the community. All of their
suggestions are included in this research.

Table 7: Summary of Ethnographic Interviews
Summary of Ethnographic Interviews

Number of Persons Interviewed:
Number of Pregnant Women:
Average Age of Participant:
Age Range:

90/63 tape recorded
27
28.5 Years
18-67

Two of the 27 pregnant women dropped out or were not available for follow-up
interviews. In general, women seemed to enjoy the interview process, found the
questions interesting and relevant to their lives, and were eager to hear the results of the
study and to learn what changes may be made as a result of their input.
The average age of participants was 28.5 years old. Participants providing
recorded interviews ranged from 18 to 67, although I spoke to quite a few teenagers
informally, and to elder family members of some women. Most of the pregnant women
were in the twenties or early thirties, although a majority of women had their first child in
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their teen years. Thirty-four of the participants, or 71%, have children. And 17, or 27%,
reported they have diabetes.
Appendix E contains a map of the Reservation. The seven districts described in
chapter 1 are clearly visible. Below is a table showing the distribution of participants
according to the district in which they lived.

Table 8: Districts Represented in Ethnographic Interviews
Districts Represented:

District I, Blackwater
District 2, Sacaton Flats
District 3, Sacaton
District 4, Stotonic
District 5, Casa Blanca
District 6, Gila Crossing
District 7, Pee Posh
Off-Reservation

1
2
28
4
8
16
2
2

Districts 3 and 6 are most heavily represented in the sample due largely to the fact that
women from these districts have the easiest access to the hospital and clinic where
recruitment was done. Recruitment efforts in all districts included attendance at WIC and
Well Baby (Public Health) clinics and network sampling. Fewer women are seen at these
clinics and, so, fewer women were recruited to the study through them. I also conducted
focus groups in districts 2, 5, and 7 in an attempt to increase the sample from these
districts. Overall, the Tribal Council and I considered the sample reasonably broad,
especially given the descriptive - rather than statistical - approach of this project.
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Below is a table describing the location of the interviews. As discussed above,
most of the interviews were conducted in the participant's home (43 out of 63). In this
case, "home" may have been the living room, kitchen, back yard, or desert behind
someone's house. It was up to the woman to say where she felt most comfortable.

Table 9: Location of Interviews
Location of Interviews:

Participant's Home
Carolyn's Home
Participant's Work
Restaurant
Service Center

47
I
6
3
6

Three focus groups were also held as an additional approach for eliciting people's
opinions and beliefs. The group format of this discussion created a different dynamic
than was available through individual interviews. The two group discussions were lively
and showed that there is not universal agreement about the materials being displayed and
passed out in health care settings. Instead, 7 out of 8 people felt that the materials were
quite informative and helpful while one said she was unlikely to have read through so
much printed material. The "Problems During Pregnancy" pamphlet and the "Type 2
Diabetes in Native Americans" pamphlets were most popular among all participants due
to their outline format and information bullets. Pictures were also considered positive but
were not stressed as essential by any of the group discussants. One participant remarked
about the "Type 2 Diabetes in Native Americans" pamphlet, "this is something I would
keep on my refrigerator". This remark seemed to reflect a common perception that
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pamphlets and handouts should be direct and concise, with clear wording and only
moderate amounts of pictures.
The interview questionnaire grew from an initial 60 possible questions to over
100. Unfruitful questions were dropped and new ones added as the research progress in
order to follow the most interesting and relevant issues. The comparability of all of the
interview by question is, therefore, low. Very few of the questions were yes/no or Likertscale types of questions, so the results are not easily quantified. The responses to two
question, in addition to the demographics already discussed, will be relevant in upcoming
discussions. They are:

Table 10: Response Summary to Select Questions
Response Summary to Select Questions:

How do you feel about the care you receive at the Reservation hospital or
clinic? (n=63)
Positive
52
Neutral
Negative
Have you ever attended the diabetes education classes at the hospital or clinic?
(n=63)
Yes
No
54
What do you do if you disagree with your doctor? (n=63)
Speak Up
18
Nothing
39
Switch Doctors (without speaking up)
No Response
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General feelings about health care received on the Reservation were characterized by me
into 3 categories as shown above and were largely positive. "Positive" comments stated
the care was good, fairly good, and "I get what I need to know". 52 out of 63 women
gave a positive response to the first and general question about care on the Reservation.
As will become apparent in my discussion of women's narratives, there were often both
positive and negative feelings about health care expressed within a single interview.
Neutral comments were those who replied, "I don't know". Negative responses
included, "[The care's] not good cause they really don't know that much." Very few
people had attended classes (n=9) which corroborates my findings in the pilot study that
only a small proportion of adult Pimas are being reached with this form of intervention.
And almost 2/3 of respondents (n=39) stated they would say or do nothing if they
disagreed with their doctor.
The total amount of money distributed to participants in compensation for their
time was $1,030. This reflects the hourly rate of $10, and women have indicated that
they feel this is a fair amount. Participants used the gift certificates primarily for
everyday items, but occasionally pregnant women earned enough to purchase a special
gift for themselves or some equipment for their baby. The decision to use gift certificates
instead of cash was based on a recommendation of the Tribal Health Board, and did not
seem to hinder recruitment.
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II.

Pima Women's Experiences of Prenatal Care and Diabetes

Three issues are central to my discussion. First, the confusing nature of diabetes
screenings, especially for gestational diabetes, leads to women's disempowerment (for
lack of understanding) in the health care setting. Women are reluctant to ask questions
about care and, therefore, respond by either following instructions without challenge or
ignoring instructions and/or skipping appointments. Second, lay understandings of risk
have significant implications for health care decisions but are another source of confusion
for women. Third is the question of where co-morbid and complicating factors fit into
women's understanding of diabetes.

Issue #1: The Confusion of Diabetes Screenings

Screening tests for symptomless orpre-symptomaiic disease are the hallmark of
epidemiological risk achievements. The ability to identify disease or it precursors before
any bodily symptoms are present is an important advantage in biomedicine, and is largely
attributable to the population-based research conducted on disease events by
epidemiologists. Through epidemiology, characteristics of disease, as well as of diseased
populations after and before disease onset, are identified, greatly enhancing our ability to
identify, prevent, and provide early treatment for disease. Also, a type ofpost-disease
state or'remission' state can be identified through screenings when symptoms are under
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medical control but risk continues. In the case of breast cancer, for example, removal of
cysts which may have been pre-cancerous yields a breast without such threatening cysts,
but the patient must continue to undergo monitoring for future cyst development and,
often, repeat surgeries (see Gifford 1986). When the boundary between a healthy-but-atrisk and diseased state become blurred patients can consider fibrocystic breast disease
and breast cancer to be different forms of the same disease. In the case of diabetes and
pregnancy, Pima women might easily consider gestational diabetes and "outright"
diabetes (that is, type 2 diabetes) to be different forms of the same disease. Treatment of
the pre-disease condition lead some women into a false sense of security. Also, the birth
of the baby and subsequent disappearance of GDM seem to indicate good health. In fact,
the infant may be overweight, hypoglycemic, and at higher risk for diabetes; the mother
may also be recovering from Cesarean section delivery, major surgery with associated
risks such as infection and also at higher risk, herself, for developing outright diabetes.
Testing for GDM has become a standard practice for all pregnant women, not just the
Pimas but it is through these pre- and post-disease windows that risk data expand the
purview of biomedical knowledge and authority over pregnant Pima women's
experience.
To be tested for GDM at the Gila River requires time, persistence, planning, and a
strong stomach. The American Diabetes Association (ADA) recommends that all
pregnant women receive a risk assessment at the first prenatal visit. For Pima women,
this assessment - which checks for marked obesity, personal history of GDM, glycosuria,
or a strong family history of diabetes - is considered unnecessary based on the strong
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family history of diabetes for most Pimas. The ADA does not recommend further
glucose testing for no-risk or low-risk status women; that is, women who are "less than
25 years old, normal weight before pregnancy, member of an ethnic group with a low
prevalence of GDM, no known diabetes in first-degree relatives, no history of abnormal
glucose tolerance and no history of poor obstetric outcome" ((ADA) 2000). Thus, all
Pima women undergo diabetes screening.
A detailed explanation of the diabetes screening process would be, as the
following discussion will show, a challenge for any population to understand. I offer a
brief outline of the various types of prenatal diabetes screenings for two reasons. First,
although Pima women have a high risk for diabetes, they are not different from other
diabetes patients who struggle with the symptomless nature of this disease and the
lifestyle changes necessary to avoid health problems. The way that Pima women discuss
gestational diabetes [as shown in their quotes later this chapter] does not center on
numerical thresholds, but on their sense of physical well-being, symptoms, and energy.
Second, providers trying to make accurate diagnosis can likewise be frustrated with the
necessity for multiple glucose readings over time and the lack of symptoms upon which
to base a diagnosis or because of which to urge patients in behavioral changes. The
screening process is therefore an essential tool in diabetes prevention and screening, but
is also one that requires both patients and professionals to attend to non-experience-based
markers of heatlh.
The ADA recommends two methods of diabetes screening for the non-pregnant
adult. The first, more simple glucose challenge test (GCT), requires a blood glucose
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reading of >126 mg/dl after a one hour fast and duplicated on a subsequent day, or >200
from a "casual" blood sample drawn any time and accompanied by complaints of, for
example, fatigue, thirst, frequent urination, or blurred vision. These diagnostic thresholds
are higher than those for the more complete oral glucose tolerance test (OGTT). The
more complex OGTT can be done with a 50- 75- or 100-gram load, and requires four
blood checks made at: fasting (8-14 hours), I-hour, 2-hour, and 3-hour. Two or more of
the blood sugar concentrations must be met or exceeded for a positive diagnosis.
Screening for diabetes during pregnancy involves a slight modification of these
thresholds to include a two-test series. The first test involves a blood sample after a 50gram glucose load and I-hour (non-fasting) waiting period. At Gila River, all pregnant
women are first screened with this test at the first prenatal appointment, between 24 and
26 weeks gestation, and again at 32 weeks gestation. If this test yields a reading of >130
mg/dl, the pregnant woman is referred for the 3-hour 100-gram glucose test. If two of the
values in the chart below are exceeded (i.e., at fasting, I-hour, 2-hour, and/or 3-hour),
then a diagnosis of gestational diabetes is made.

Table 11: Blood Sugar Thresholds for Diagnosis of GDM

Blood Sugar Thresholdsfor Diagnosis of GDM
(with a 100-g oral glucose load)
mg/dl
95
Fasting
I-hour
180
2-hour
155
3-hour
140
from ADA 2000

113

The difference in screenings for pregnant vs. non-pregnant adults is attributable to the
changes in glucose metabolism concurrent with pregnancy.
The best tasting product for these tests, an orange-flavored drink, is used at Gila
River and is an important improvement over the unpopular lemon/lime drink since, if the
woman cannot tolerate the "glucose load", that test must be retaken. The nature of the
testing process means that some women may have one test (the 50-gram test) that yields a
glucose level above the diagnostic cut-off for gestational diabetes; these women must be
willing to undergo the second test in order for a diagnosis to be confirmed. Women may
undergo both tests several times during pregnancy and never produce the required two
glucose readings above diagnostic threshold, although this is, of course, not common.
Certainly, this could be a confusing diagnostic process for anyone.

An Illustrative Case

The following description provides a typical view of women's experience with
prenatal diabetes screening.

FIELD NOTES- 1,5,00. PRENATAL WITH STEPHANIE"
... When I arrived at her house. Stephanie [age 22] was yelling at Sarah to find her
other shoe. I've never known her to yell but when I saw her I could tell it was
because she was nauseous with morning sickness'. This was her third pregnancy.
Her mom was diabetic but Stephanie said she wasn't"yetShe knows she's
"borderline. though, because during my pregnancy with Toby, they told me I was -
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but then after he was bom, they changed their minds ". She interpreted this as
meaning she VWJ 'borderline' diabetic.
Stephanie had only gone to one appointment in this pregnancy - she's now
31 weeks gestation. She told me she'd attend today because she knew they would
do an ultrasound, and wanted me to give her a ride the 4 blocks to the hospital.
She also wanted to ask to switch hospitals. [No labor and delivery dept. at the
Reservation hospital./ At Central Hospital, she said, they were "rude " and treated
you like they didn V care

"And they re even Indians!". she said [Central is an

IHS hospital]- "but they 're 'city Indians' and think they're all better".
She had a burrito for breakfast [2 eggs, I cup potatoes, ' J cup onions,
cup beef IS" tortilla]. Her appointment was for 8:30. We arrived at 8:00 and sat
with a friend. She had a Coke while she waited, and was called at 8:30 to update
her record and give a urine sample. At 9:00 she was called back by the nurse for
vitals and "all the questions". When she spoke to the nurse, she was reminded that
she was supposed to

fasivd. but Stephanie didn't admit to having had

breakfast. She had blood drawn later that morning at the lab and would have to
return in a couple ofdays for results. [This was for diabetes screening, but
Stephanie didn't remember that.]
At home she talked about how getting back to the hospital this month
woidd be a "pain " because it was winter and too cold to walk. Her mom had been
getting sick a lot lately and wasn't able to watch the kids, so she dhave to take
them with her. And "whenever you did take your kids, the staff looked at you real
"snotty" if they would make any noise or touch anything. And, ofcourse. Sarah
was into everything. And they would always give her a lecture about how Toby
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way too chunky, and "you shouldn 't be letting him drink that". These were the
main reasons she didn't go to prenatal appointments. "They usually only have you
pee in a cup and listen to the baby's heart beat. So if Ifeel fine, there wasn 't much
reason to go -. except for that ultrasound picture."
FIELD NOTES- 1,1200. PRENATAL FOLLOW-UP WITH STEPHANIE
Stephanie told me she wasn't going to go. but her mom had an
appointment with podiatry the same day. so we all went together. Stephanie talked
to the nurse, who said her sugars were high and she had to talk to the people over
at Diabetes Education. Toby drew a couple of glares. I noticed, from a secretary
for spilling his Coke on the floor. At Diabetes Education, they were telling her she
was diabetic - 230 sugars - and that it was going to hurt the baby if she didn't get
it under control. Stephanie later told me. "the only reason it was so high is
because of that breakfast burro, so I'm probably still just "borderline"'
[Stephanie missed the education class scheduled for her at Diabetes Education at
the end of October. Had baby boy 11 — 00. cesarean. 10? loz He hadjaundice
and a very slight heart murmur. /

The purpose of preventive screening is to identify disease or its precursors. It is
an assumption of biomedicine that patients will then respond accordingly with preventive
behaviors outlined by the physician (see Gordon 1988). However, this understanding of
screenings is not universal, nor are these responses to test results cross-culturally
consistent. One danger in preventive screening is that it can be confused with disease
onset. Kavenaugh and Broom describe a process whereby women perceive their risk for
cancer to have become "activated" through the screening process itself, where no risk
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existed previous to testing (Kavenaugh and Broom 1998:440)/ Some Pima women
express a similar idea about diabetes becoming activated if one does not "take care" of
oneself. Laura", a non-diabetic woman said:

Part of diabetes is hereditary and part of it -1 think if they
don't take care of themselves, I mean it's like dormant. If I
understand it right, to a certain point, you know, and then if you
don't take care of yourself it becomes visible or becomes active.

Pregnant Pima women are frequently unsure how to interpret the results of these
screenings. It is unclear to them, since this diabetes is going to go away after pregnancy,
whether it is something to be concerned about. When I asked Mary about whether she
was diabetic, her answer reflected her own confusion.

CMS: Are you diabetic?
Mary: No. Not that I know of I don't know - they're still
trying to [figure it out!.... They said I am but I don 7
know. I have to go do some more tests.... [ didn 7 know
I had diabetes when I was pregnant like with [my first
child/. Too, I way - they were saying that I had diabetes
too... but after they told me I didn 7 have it."

The question has been posed for populations throughout the Western world: Why
is risk data so popular even while it is poorly understood by the lay public? The answer
relevant for the Pima is in the experience of diabetes as an illness. Bodily clues about
illness and disease undergo cognitive screening and cultural interpretation quickly and
pre-consciously. "Whether or not a particular behavior or experience is viewed by
members of a society as a sign or symptom of illness depends on cultural values, social
norms, and culturally shared rules of interpretation" (Mishler 1981:141). For many Pima
women, however, no bodily clues to diabetes exist; they have no experience of illness.
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For biomedicine, risk information attempts to fill in where experience stops. Risk

becomes symptom, is treated as disease and not just as its potential. And because
symptoms and bodily signs are "malleable", risk lurks in every twitch, ever-present
(Gifford 1992).
So what for Pima women - and many women with GDM - is an experience of
health is redefined as symptomless disease and unhealthy pregnancy. Further,
biomedicine conceptualizes pregnancy and diabetes as antagonistic states, the
combination of which creates a life-long period of vulnerability for mother and child.
Women are taught, contrary to their physical experience, that their pregnancy is
potentially harmful to their bodies, that a diabetic pregnancy will harm them and their
baby, and that such a pregnancy will continue to affect them both throughout their lives.
Not surprisingly, this unhealthy and risk-laden view of pregnancy is unpopular and
confusing, especially when presented by persons from a "dominant" ethnic category,
socioeconomic status, and power position (as is almost always the case in biomedical
institutions on Native American reservations). Research shows that this confusion is
inherent in much of the 'language of risk' for many people, not just Pimas, but is
especially problematic in cross-cultural situations (Gifford 1986).
If prenatal screening is viewed as a vehicle for risk information and for an
ideology of vigilance, it can be seen to pervade Pima women's experience of pregnancy.
Prenatal tests are used by clinicians as teaching tools, to tie risk with an experience of
blood evaluation and to employ the technological gaze as something women can learn
and appreciate as better than bodily experience. The following discussion shows signs
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of this learning process, as well as moments in which women reject the biomedical
approach in favor of their own ideas.
Priscilla's knowledge of diabetes, its causes and complications, is moderate, yet
she feels a strong and broad need for women to self-monitor during pregnancy. Asked,
is there anything you think women should not do when they're pregnant?" Priscilla
responded:

If they took care of themselves, you know that they wouldn't get
it [gestational diabetes} - and try to maintain a stable weight.
Karen also thought weight and food were critical during pregnancy:

Just watch what you eat. Yeah, just mainly watch what you eat
that's how Ifigure.

Yet, treatment plans for GDM management routinely call for an understanding of the role
of carbohydrates in glucose levels, not just "sugar". Some women control their diabetes
with insulin, although only one pregnant women in my sample required insulin for her
type 2 ("outright") diabetes. It is important to note that my sample of pregnant women
was relatively young (average age=25) and was therefore not typical of the average
diabetic on the Reservation. These women, therefore, had less hypertension, less use of
insulin, and less of all the co-morbid conditions of diabetes. Their generally better health
may be one reason for the lack of familiarity with the role of carbohydrates in diabetes.
Women have a general awareness that diabetes is diet related, but not all agree
that diabetes is hereditary or affected by exercise. More importantly, there is a sense that
while diabetes may be in some ways or for some period avoidable, no individual can be
sure, even through the most vigilant and active lifestyle, of avoiding this disease.
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CMS: Ok do you think that you will eventually get outright
diabetes?
Sarah: When I get older.
CMS: Do you think that there's any way to avoid it?
Sarah: Um-1 wish I could say it would take care [of it] - that
[with] diet and exercise, [it would] be taken of care but
I don't know.
Laura: / think it... can be avoidedfor a while but / think
eventually it crops up I think.
Angela: I don 7 know, but they tell me and they tell us in the,
over there, the hospital - they tell us how you get it
[diabetes]. I mean, how it works. And [don 7
remember how you get it. / mean, maybe, probably - /
don 7 know. [ don 7 know how it works.

Despite epidemiological data, which links diabetes with obesity, Pimas like those quoted
above agree that any individual's chances are the same since both "chunky" (greater than
about 200-250 lbs.) and thin Pimas get diabetes, as do those with and without diabetic
family members. Prevention messages focused on behavior change (i.e., diet and
exercise) are not convincing to women given their knowledge of incidence on the
Reservation. Every woman with whom I spoke had numerous friends and relatives with
diabetes on which to base their ideas. And many women talked about friends and
relatives who ate as they wanted, and did not exercise, but who did not have diabetes.
These are the anecdotal cases that become prominent in women's minds and memories,
and that have a big effect on their own sense of vulnerability to diabetes.

Issue #2: Understanding Risk
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Among Anglo populations across the United States, risk data is considered
objective, scientific knowledge to which patients have the right and through which
patients can become 'empowered' to prevent disease. An individual's sense of
vulnerability to disease is typically informed by professional and lay information as well
as personal experience, and intuition about the likelihood of developing disease in a given
context, time, and circumstance.Comparative risks and optimism also factor into a
person's considerations (van der Pligt 1998). This combination of subjunctive thinking,
subjective and objective information blends with a person's explanatory models to
produce health-seeking behaviors. Thus, "taking care" of oneself involves more than
avoiding "risky" behaviors.

Florence: I think it all depends on your body, on yourself, on
your own thinking. That [you 're more likely to get it ifj
you're gonna be down and out or all negative.

Local interpretations of risk information are especially important in communities with
endemic disease and long-standing prevention programs. For example, a low risk
pregnancy among the Pima is an increasingly rare occurrence. The rise in diabetes
prevalence coupled with a falling age of initial diagnosis, means that young Pima women
are considered closer in years to a diagnosis of diabetes than ever before. However, after
their first child, many pregnant women I interviewed were more willing to skip prenatal
appointments based on how they were feeling. They expressed greater knowledge of
pregnancy and what their bodies were going through, and a greater confidence that they
would know if something were wrong. Prenatal visits are seen a superfluous and
inconvenient. Therefore, symptomless gestational diabetes might easily go undiagnosed,
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as would any symptomless concern. Patricia said she normally attends appointments at
the Reservation hospital, but hasn't gone much during her current pregnancy because, as
she explained, "I think f know what's going on with me
Beyond the confusion over symptoms, women were skeptical about the idea of
"risk". In response to the question "What do you think it means to be 'at risk'?", many
women used the term 'borderline'.

Angela: Risk means that you 're gonna... get diabetes, and if
you don 7 control the way you 're eating, you could get
it. But if you do control, you won 7 get it.
Maureen: I don 7 know because ... you know people that had
been told they were a borderline candidate - here, you
know, because ... I've talked to different people and they
have different reactions. So what does that mean,
borderline? Either you are or you aren 7/
CMS: What do you think it means to be at risk for diabetes?
Priscilla: That they were borderline.
CMS: What do you think it means to be at risk for diabetes?
Denise: Just, is that like another term for borderline?

Sarah also showed how confusing the use of the term "borderline" can be. Although she
says she was diagnosed with diabetes four years ago, the fact that the term "borderline"
was used leaves her uncertain as to whether she has it or not.

[I think I'll get it] when I get older[though I don 7 have it
now].... About 4years ago I was diagnosed with diabetes. I
have borderline diabetes. [ButJ someone told me, you either
are or you 're not, there is no borderline."
Although these terms are used to help explain diabetes, they often mislead patients.
Since diabetes is diagnosed with the use of a numerical scale (indicating a blood glucose
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level) - if your reading is above x-number, you have diabetes; if not, you don't - then
numbers close to the diagnostic cut-off are often described as "borderline" by both
patients and care givers. Further, these numbers fluctuate all the time. So a reading one
day might be well within diabetic range, while the next day may be normal.
Also, some Pimas who are tested over a period of time show a progressive rise in
their glucose readings, furthering the cultural meaningfulness of the linear progress and
the idea of a "borderline diabetic". Women expected their numbers to become
progressively higher in a fairly consistent manner over the course of their lives. As
women attempted to gauge their own health status, the screenings were less informative
than confusing. The belief expressed in Sarah's quote above, that if you control what you
eat you can avoid diabetes, cannot be guaranteed. If women believed this, or were told
this by a caregiver, and subsequently developed diabetes when their diet was good, they
may come to doubt prevention messages altogether.

Issue #3: Co-Morbid and Complicating Factors

Because the etiology of diabetes includes a complex set of genetic and
environmental factors, it is often co-morbid with a range of neural, heart, eye, and kidney
problems. Diabetes-related conditions account for 19.5% of all Pima deaths which is
four times that of whites and two times that of blacks (age adjusted Newman, et al. 1993;
Sievers, et al. 1992). Pimas' fears of a slow, painful, and withering death to diabetes are,
therefore, warranted.
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In this section, 1 wish to demonstrate the knowledge participants have about the
complications of diabetes, even when their understanding of the disease itself is not
always accurate in biomedical terms. Women's horror with amputations and the pain
suffered by relatives undergoing dialysis were profoundly distressing. These emotions
are such strong motivations for women that some providers' description of them as
"apathetic" (discussed in Chapter 4) is distinctly challenged by their words.

Laura: Talking about it, this hurts me, you know. So, anyway,
yeah his body started shutting down and he got on
dialysis. And then he had an ulcer or something ... and
they found out that he was getting an infection under his
foot. And he had, I don't remember what else. So they
sent him to Tucson and they amputated up to his knee.
And so then he had to get a prosthesis. And, you know,
he couldn't ever, he never gained the strength to get
back. I think he gave up from that point. He gave up.
Since diabetes itself is visible to Pimas only through a glucose meter, their visceral
awareness of this disease comes from observations of its terrible physical impact on the
body's organs. Technically diagnosed as "complications" of diabetes, things such as
blindness, nerve and circulatory damage, and the need for dialysis are the outward signs
of diabetes. And these signs draw upon the fears and disgust of all Pimas from an early
age.

Maureen: I have been diabetic for quite some time.... I know
infection has a lot to do with your blood sugar and other
things. And my amputation came because, that other
complex I lived in, the neighbor didn't want to ... get
involved. And my mother didn't live too near at the time,
and she was on vacation. And I had to wait until she
came.... And so by the time [got to the doctor ,you
know, I didn't have a choice. [They had to amputate.]
That's why I don't like to put things off because I know if
you put it off too long, something like that can happen.
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The co-morbid conditions to diabetes, especially amputations, are recognized as
the things that cause death. But Pimas speak somewhat metaphysically about death by
diabetes, explaining that patients grow tired of fighting the disease and "give up", rather
than being overtaken by the disease.

Caroline: My best friend's grandmother, [ was real close to her,
she died because of her diabetes. She had to take
insulin shots. She took them every day and she got one
blister on her foot and they amputated and amputated
until the whole leg was gone. Then they were going to
amputate the next one and that's when she gave up and
just died.
Patients, thus, have some agency even in death by diabetes complications.
But one theme in women's discussions will be crucial for improved diabetes
education, and this is the confusion of diabetes with the conditions that it can either cause
or be co-morbid to.

CMS: In your own words, what do you think diabetes is?
Fay: They can't control their, I don't know, their high blood
pressure?
CMS: What do you think diabetes it?
Nancy: High blood pressure and that's all I know about it.
The confusion of high blood pressure with diabetes is a clear example of what is more
visible to most Pimas and, perhaps, what is more often talked about in social and family
settings. Although I cannot speak directly to understandings of blood pressure as it
relates to diabetes, blood pressure is a frequent problem for persons with type 2 diabetes.
High blood pressure was only rarely a problem for pregnant Pima women and, so, did not
come up in conversation very often. High blood pressure is, indeed, a problem during
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pregnancy that leads to complications during childbirth and, sometimes, necessitates csection deliveries. Further study of these occurrences is a logical and important next step
in understanding and improving prenatal health among Pimas.
There are, to summarize, three main issues that contribute to women's confusion
and subsequent reactions to diabetes testing during pregnancy. Multi-stage screenings
and the assignment of numerical indicators to health, despite fluctuations in those
numbers, are the first. Second is the use of risk information that contradicts women's
experiences and first-hand knowledge about incidence and prevalence of diabetes among
family and friends. And third are the co-morbid and complicating factors that blur the
distinction between diabetes and a variety of other disease and conditions.

III.

Conclusion

The double burden of prenatal and diabetic surveillance is not only objectifying
and confusing, but is clearly alienating some pregnant Pima women from biomedical
care. Women's reproduction accounts display their confusion and sense of alienation,
especially in discourse about the meaning of risk and their reasons for seeking or
rejecting biomedical services. Despite the biomedical treatment of pregnancy as a risk
factor, warranting intrusive and constant medical probing, many Pima women do not
experience illness symptoms and base their judgements about medical care on this
experiential information. Women's resistance to testing and surveillance is a form of
counter-hegemonic pressure, serves to bolster their own self-reliance and sense that they
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"would know if anything's wrong", and is performed in hidden and passive ways so as
not to attract direct confrontation and/or sanction from power-holders such as physicians.
The heightened testing of pregnant women throughout the U.S. has been
addressed by feminist scholars in the anthropology of reproduction. Pima women carry
this and the further burden of their community's now-famous epidemic rates of diabetes.
And it is through them that much of the diabetes prevention battle is being waged.
Providers readily acknowledge that testing is "not presented as an option" to pregnant
Pima women due to their univeral high risk status.

And this is not unique to Gila River

but occurred in my own prenatal care and that of several other of my Anglo friends
pregnant at the time of this research. Women's lack of understanding and, therefore,
informed consent for prenatal testing has not been treated as a concern since the
assumption is that testing is "good for the patient". The implications of this practice for
women's reproductive (and general) autonomy are serious. The protective/paternalistic
attitude of providers only serves to keep women in uninformed, passive positions about
their own health and health care decisions. It also assumes the universal good of
technologized pregnancy over any other approach or priorities a woman may have.
These practices can further be seen as part of a hegemonic ideology that approaches
Native Americans as "wards", dependent upon non-Indian intervention and care-taking.
Certainly, there are some Pimas who may collude with this pattern of dominance, but
there are also many who resist it in hidden and passive ways, such as avoidance of testing
and skipping appointments.
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Risk data and the fear that such data can generate are powerful and potentially
dangerous tools employed by many health professionals (not just biomedical providers)
to motivate patients in certain behaviors. Cross-cultural risk research must address the
use and dissemination of risk data. Risk data on diabetes and some of its co-morbid
conditions have been circulating around the Gila River Indian Reservation for all of their
36-year involvement in National Institutes of Health studies. Commendable attempts at
preparing data in a format meaningful or accessible to most Pimas have been made
including one NIH pamphlet that summarizes "What NIH researchers have learned from
the information you gave them" (NIH I998).vm Brief reports are made to supervising
bodies, such as the Tribal Council, and to community meetings that involve less than 1%
of the Reservation residents. Because the data are incomprehensible or not culturally
relevant to many, the behavioral instructions within them are either not heard or are
misunderstood and, either way, are often ignored in everyday practice. Communitybased methods would benefit not only the reporting process but the very intervention and
prevention strategies of providers.
Applied medical anthropologists working in community settings to promote
culturally meaningful prenatal and obstetric programs can have a large impact. O'Neil
and Kaufert describe one such effort in which a birthing center was developed through
community planning. The center recruited and trained local Inuit women as midwives.
[T]his case was a unique attempt to take the sometimes disparate
ideological frameworks that surround the childbirth issue in northern
Canada and merge these to create a unified challenge to the hegemony
of obstetrical ideology. Probably most remarkably, the decisions to
pursue this type of program were made in response to practical needs....
(1995:70).
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Indeed, community-based planning must be, if nothing else, practical to the medical,
political-economic, and cultural needs of its members. The principal challenge in such
community-based planning is arriving at agreements on conceptions of health and illness.
The concepts of "risk" and "borderline diabetes" and the diagnostic process for diabetes
are central to this discussion. Anthropologists have acknowledged the exclusionary
practices of biomedicine's technological knowledge system, including the confusing
nature of statistical risk information. This privileging of women's voices is, as discussed
in this paper, somewhat contradictory to the hegemony of biomedicine. Only through
vehicles that are as adaptive and flexible as women themselves, can we hope to
understand such a complex experience as pregnancy. This is particularly true for crosscultural studies of reproduction, which seek to understand non-dominant women's
experiences with biomedicine, including the various forms of acculturation through
which biomedically colonized groups proceed. At issue is how much information and
autonomy will be allowed to groups of patients who can so clearly benefit from
biomedical interventions. As in colonial settings, do we coerce and force our methods
because of our conviction that we "know better", or allow indigenous groups to
understand and adopt those practices that are meaningful and useful within their lives.
As women's discussions show, a medical pluralism exists in Pima society, which
employs local notions of women's competence and a non-reliance on biomedicine.
These quotes also reveal multiple voices in each individual that speak to health, diabetes,
and pregnancy. As greater numbers of voices and forms of knowledge are identified
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through social scientific research, the lived experiences of poor, indigenous, and all
women regain some legitimacy. But the degree to which non-biomedical forms of
knowledge are ignored by biomedical notions (e.g., risk data, diagnostic testing) indicates
the hegemonic position that biomedicine maintains in many circumstances.
Prevention and health programs are made more meaningful by using local forms
and arenas for information exchange and even care, as Daviss describes (1997). The
richest environment for women to share knowledge about health and pregnancy during
my fieldwork on the Gila River Reservation has, without a doubt, been at crystal parties a type of Avon party with crystal items. Other seemingly simple solutions include: the
use of terms that are meaningful and not confusing; education of care givers about
reasonable expectations for communication with Pimas; and revised protocols for the
prescription and explanation of diabetes screenings for pregnant women. These
community-based approaches would make possible intervention and prevention among
pregnant Pima Indian women without perpetuating the objectifying, disempowering
processes that occur within biomedical relationships characterized by provider control of
the information and the interaction format.

1

Foucault described biopower as "an indispensable element in the development of capitalism" (in Sawicki 1999:191).
* Ninety-eight percent of all births in the U.S. occur in hospitals (Browner and Press 1996).
* Lisa Handwerker, whose work among poor pregnant women reveals ways in which medical risk statistics are
interpreted by ditTerent social actors, argues that "recent judicial decisions in the areas of risk provide numerous
examples of faulty scientific analysis by courts untrained to deal with the intricacies of risk assessment™ (1994:672).
Women run the risk of imprisonment if culturally sanctioned expectations tor proper management of risk during
pregnancy are violated (also see Terry 1989, Criminal Justice Ethics 1990). The cases of pregnant Charleston women
who go to the public hospital for care exemplify the legal and physical power that care givers can take over pregnant
women. According to the Institute tor Criminal Justice Ethics, these women are selectively tested for drugs. Women
with positive test results are turned over to the police, handcufled, and jailed"until they can make bail" (Criminal
Justice Ethics 1990:1). Other examples include the politicization of women's decisions to undergo sterilization (e.g.,
Lopez 1998) and the medicalization of women's very responses to the treatment of illness (Nichter 1998).
" This is a fictitious scenario compiled from field notes and quotes collected as part of the ethnographic study described
in this paper. Features of the scenario, suchas Stephanie's age, the numberof children, and herexperience of
screening and interpreting the results, are typical.
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v Their research with women undergoing Pap smears to screen for cervical cancer revealed that many women reacted to
a cervical abnormality "as if they had no risk previously" (1998:440).
"All names are pseudonyms.
™ Several things may contribute to a person's sense of vulnerability including emotional states (e.g.. Hammer 1995 on
fear) or culturally-determined periods of vulnerability (see, e.g., Frazer 1922). Likewise, people will have periods of
resiliency, during which they may feel able to engage in risky behaviors with relative safety (see Nichter 1998).
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4
Competing Knowledges and Relationships with Biomedical Providers

Women's understandings of and access to health knowledge, their ability to
employ personal and experiential knowledge in health care decisions, and the approach
they take to managing the mysteries of diabetes all draw upon their relationship with care
providers and their positioning vis-a-vis the health care system. Women engage with
biomedical providers differently across the life span depending upon such things as the
type and severity of symptoms, age, experiences with health care in the past, and access.
My discussion of women's health care practices, and specifically their relationship with
biomedical providers, builds on critiques of the assumptions and hegemonic practices of
biomedicine. Such critiques as Gordon (1988) and Morgan (1987), as well as
investigative historical accounts such as Starr (1989), address the social and economic
situatedness of biomedicine in greater detail. Because the manifestations of illness do not
always match the orthodox diagnostic criteria of any health model, diagnosticians and
patients alike become skilled in the incorporation of various models and beliefs to a
dynamic personalized approach (see e.g. McCombie 1999). At Gila River, despite a high
degree of acculturation into many aspects of "Anglo" or dominant European-American
culture, biomedicine is neither uniformly nor fully accepted. The authority of biomedical
knowledge is frequently challenged by Pimas but in covert and overt ways.
In this chapter, I will review the historical role of biomedicine at the Gila River,
then consider women's experiences of care, their strategies for managing relationships
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with biomedical care providers, and a brief consideration of provider's perspectives on
the Pima as a "patient population". I hope to elaborate further the mysteries of diabetes
by exposing the human elements - i.e., the relationships - that contribute to women's low
participation rates and willingness to skip prenatal and other health appointments.

I.

Biomedicine's Rise to Hegemonic Dominance

Biomedicine has gained its authoritative position in dominant U.S. culture
through a very politicized process. I will not review the details of this process here, but
highlight a few of the salient characteristics of biomedicine's rise to hegemonic
dominance for this cross-cultural consideration. An important feature of this rise for my
discussion, and one that is foreign to historic Native American healing practices, is the
segregation of illness from the home and family care-givers to an isolated biomedical
healing realm. The emergence of clinics and hospitals in the late 19th century made
possible the separation of health matters from the purview of family and home (Foucault
1973; Thomas 1983). This segregation began of necessity during the Industrial
Revolution when working family members could no longer remain at home to care for
their ill. It is now a critical element of biomedical practice (Gordon 1988) and has
contributed to the unapologetic, ideological manner that biomedicine has established in
its practice. Illness is now considered something that should be treated outside the home,
where others cannot be infected or burdened, but also where supervision of treatment by
family is made more difficult and, sometimes, impossible.
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Several historic developments contributed to the segregation of illness including:
increasing urbanization and industrialization in which work is more typically performed
away from home on a schedule that does not permit care for ill family members;
increased attention to the efficient use of physician time by scheduling multiple patients
in a hospital setting, rather than traveling from home to home; and decreasing family size
which negatively impacted income and made home care more costly through missed
work. As biological and physiological information became esoteric to biomedicine and
its licensed practitioners, other forms of knowledge were excluded from officially
sanctioned practice. Lay and indigenous forms of health knowledge have long struggled
against this exclusionary pressure from biomedicine in the U.S.
Also during its rise to hegemonic dominance over the 20th century, biomedicine
became in many contexts synonymous with technologically produced care. Biomedicine
is in many contexts synonymous with technologically produced care. Through its
attachment to technology and science, biomedicine is fortified in its attempt to become
free of other non-scientific or non-technological influences, such as social, economic, or
political influences (Mishler 1981:196) As Gramsci predicted, only an elite group of
academics are aware of the ideological influences within the sciences. Anthropologists
are among those who recognize that "The techniques of measurement and instruments
created for purposes of scientific investigation are not value-free and do not produce the
objective results for which they are designed" (Lock 1993:375). Technologic
improvements, certainly, have made possible tremendous medical advances this century,
as the mortality and morbidity data attest. Likewise, the quality of life, functional
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abilities, and choices of persons with various illnesses have been broadened: "For the first
time in history, advanced computer technologies, the new generation of wheel chairs, and
other advances allow even the ALS (or cerebral palsy or spinal fracture) patient to
function as a full community member" (Koch 1996:52). But who is to say what "full"
community membership is and what types of technology are needed to provide it? And
for whom are these technological tools available? "Medicare covers less than 45% of the
health care costs of its beneficiaries [and lacks] long-term care coverage, i.e., chronic
illness care such as personal care, homemaker services, or even nursing home or home
health care." (Estes and Binney 1989:591). Technology has also added limitations and
requirements to health care that patients must bear, including eligibility or candidacy
screenings (e.g., for organ donation) and diagnostic restrictions to certain treatments and
medicines.
The alliance of biomedicine, technology and science girds itself with a rational
man standard, an ideal type which does not reflect the complexities and multi-layered
meanings in actual illness circumstances. Use of the rational man standard is the idea
that persons can, should, and do act and think in ways that are scientifically rational. For
example, "a person's knowledge about a given object, event, etc., is assumed to be noncontradictory" or "people tend to reason deductively or inductively but not necessarily in
logically rigorous ways" (Young 1981:318). An uncritical application of prototypes is
another rational man technique which is foundational to some biomedical practice
(ibid.:325). While proto- and ideal types have practical use and meaning, there are a
great number of problems with the rational man model. Primarily, rational man is a
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construct of Western, scientific thinking, inclusive of gendered, ageist, classist, and
ethnic assumptions which do not adequately reflect reality in the West or anywhere else.
Application of rational man principals is a problematic short-cut. It fails on the same
ground that the statistical norm fails to reflect reality for any given person: by definition,
no "average" person may exist in the real world. Actions based on these principals are

precisely relevant to no one and serve to perpetuate the status quo.
Technological care and the objective stance of the rational man have, according to
some, made technicians out of doctors (Thomas 1983). Patients and their experiences
become objectified and routinized, beginning at diagnosis: "Biomedicine delegitimates
the suffering in somatization by entifying it as disease" (Kleinman and Kleinman
1991:292). The process is worsened when doctors must "distance" themselves from
patients for emotional or political reasons, as in the Dominican Republic case study by
Ortiz: "When distancing themselves from the women under their care, Las Marias
physicians [obstetricians] spoke of them as inanimate objects, work materials,
procedures, and numbers" (Ortiz 1997:276). The hegemonic force of biomedicine works
to defend these cold and objectifying practices because they are purportedly "value free"
(Lock 1993:375). Medical anthropology has attempted to re-insert the complexities of
class action and consciousness (c.f, Waitzkin and Waterman 1974), non-agentive forms
of hegemony (Comaroff and Comaroff 1991), forms of resistance (Nichterl981), and
cultural constructions of personhood (Mishler 1981; Stepan 1993) into studies (and the
practice) of biomedicine. Theories of political economy based on dependency and the
global capitalist market have gained supporters in medical anthropology because they
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emphasize, rather than ignore, the "social origins of disease, structural constraints on
health, and international relations of domination and subordination" (Morgan 1987:147).
The health consequences of social change are particularly poor for indigenous
communities (Joe and Young 1994; Kunitz 1983; Lang 1989). Studies into the way
indigenous communities accept and utilize biomedical health care reveal that an intricate
web of values binds biomedicine with dominant U.S. culture (see Daviss 1997). Values
about individual patient care, the proper sick role, the "work" of sickness and healing,
and ideas about access to care uphold biomedical assumptions and practices.
Biomedicine often acts as an acculturative agent because it is often one of the first
elements of western culture to be delivered to remote and Third World communities. For
this reason, "it helps people adapt to a changing world by providing scientific legitimacy
for new ways of acting, by defining new problems, and by redefining old ones" (Kunitz
1983:186). But this process is destructive to indigenous and traditional forms of
knowledge, not of necessity, but due to biomedicine's intolerance for other ways of
knowing. Biomedicine typically enters indigenous communities as an isolated treatment
modality, closed to cooperative or complementary approaches, and ignorant of people's
pluralistic approaches to healing. Interventions that appreciate pluralistic and multi-vocal
healing modalities are an important and urgent goal toward which ethnomedical
ethnographies move us. Public Health departments have become an "arm" of
biomedicine that tends to better recognize the social, economic, and cultural situatedness
of disease. This approach, as well as strategies that understand, address, and respond to
local perspectives, concerns and values, are the best ways to minimize the acculturative
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impact of biomedicine while maximizing the health benefits it makes possible (see e.g.
Hahn 1995).

II.

Biomedicine and its History at Gila River

Biomedicine is widely used at the Gila River Indian Reservation, evidenced by
Pimas' common use of over-the-counter medication, the busy schedules at the Hu Hu
Kam Memorial Hospital and Gila Crossing Clinic, and the great demand for field nurses,
clinics and neighborhood education. Physicians and nurses are recognized as the proper
caregivers for those with disease, except in the occasional case of spirit visits or mental
health issues that are better addressed by traditional healers or shamans. Almost half of
the women I interviewed knew of or had visited a traditional healer at some time in their
lives for these issues or for a fallen fontanel in a baby. Even though the work of Pima
medicine men was long condemned by missionaries as a heathen, "primitive" practice, by
1974 it was estimated by one anthropologist that 150 Pima (both Akimel and Tohono
O'odham) shamans were still in practice (Bahr. et al. I974:x; Heard 1938:69). But only
one woman with whom I spoke knew of an Akimel O'odham healer who is, reportedly,
in training under a Tohono O'odham shaman. This information is certainly sensitive and
difficult to access by non-Indians, and was not a focus of my work. But enough
information was shared to demonstrate that traditional healing methods, including
medicines, prayers, salves, and charms, are still recognized if not widely used by Pimas.

138

Certainly, it is the elders who employ healers and traditional medicines most often,
indicating the continued decline of these practices in younger generations.
Biomedicine has for decades been, simply, "medicine" to Pimas and is the only
form of healing known to many Pima children. Biomedical health research in this
community, though not well understood by most Pima Indians, also receives a communal
head nod for the potential benefit new discoveries and medications would provide. The
Pimas were introduced to biomedicine early in the 20th century through Reverend Charles
Cook, who provided smallpox vaccinations before a government physician was assigned
to the Reservation (Russell 1908:267). Government funding "to combat the many
diseases of the Pima Indians" provided a hospital and several staff to Sacaton in the
1930s (Heard 1938:52). Health services at that time focused on tuberculosis; acute
infections and contagious diseases; skin diseases; dysentery; trachoma; venereal diseases;
"insanity", especially "among girls around the age of puberty"; and diabetes (ibid.:5051). Unfortunately, the introduction and utilization patterns of biomedicine at Gila River
are not well documented, and there is no discussion in contemporary materials about
pluralistic health care practices in Pima society today. Pimas' use of biomedicine was
probably encouraged by federal policies of removal that brought Indians to cities and
away from traditional health networks, World War II in which enlisted Indians were
treated by military physicians, and by IHS practitioners stationed on the reservation. The
community's reactions to biomedical health care have been measured with traditional
questionnaires and patient satisfaction surveys, and through the work of a patient
advocate at the Hu Hu Kam Memorial Hospital. These methods and services are required
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by hospital accrediting bodies (e.g., Joint Commission on the Accreditation of Healthcare
Organizations) but are very limited, especially in that only those people who are already
using services are surveyed.
Although I did not set out to conduct a patient satisfaction survey, I did gain a
sense that LHS health care is considered lower quality than that which can be obtained
through private insurance. For example, the following two people were employed by the
Tribe and utilized their employer health insurance coverage for health care off the
Reservation in private practices.

CMS: Is there anything that you would change about the
health programs on the reservation if you could?
Gloria: Better doctors. To me, it's just like, those doctors are
just training on us, using us to get their experience. We
need doctors here... cause a lot of these people with
insurance would rather go out than come here [to the
Reservation hospital].
CMS: Have you ever done that?
Gloria: Yea.

The belief that the Reservation doctors were "training on us" was voiced repeatedly,
especially by women who had had bad experiences or mis-diagnoses during care. It is
believed by women such as Gloria that doctors working off-Reservation have higher
qualifications and, therefore, make fewer mistakes.

Florence: Well, I pay for medical care because [have Blue
Cross/Blue Shieldfor my kids. Only because ... it's
really scary. There are so many incidents that happen
[of poor or harmful treatmentJ that I just sometimes
don't trust them. How do you know, if something serious
happens? I can trust them for a cold orfor something
minor, but not anything major. It's really scary because
we don't really have the doctors that we'd really like, [
mean real good doctors. Not that, I'm not saying they're

140

bad but I think they because the federal government has
run it for so long that they can only pay them what the
government rates are. So for that reason, since I started
working [for the Tribe J, I put my kids on my insurance.

Since price and transportation preclude most Pimas from private care, their reaction to
biomedical services on the Reservation cannot be so straightforward. As I discuss in the
next section, women's reactions to care are both positive and negative, and constitute a
shifting (love-hate) relationship with resources that are both important and sometimes
resented.

m.

Women's Reaction to Biomedical Care on the Reservation

In the sections that follow, women's strategies for managing the prenatal period
and their high risk' for diabetes are taken from the "semantic networks" of their illness
accounts (Good 1977; Good and Good 1980, 1981, 1992). The "diverse meanings,
voices, and experiences that are condensed by core symbols in the medical lexicon" allow
women to integrate diverse and, sometimes, conflicting pieces of information about their
experiences (Good 1994:171). Of particular concern were the explanations women gave
for declining prenatal care, diabetes diagnostic testing, and other services related to
prenatal diabetic health.
Women's reactions will be summarized in three sections. First, in order to
highlight women's most common concerns, I discuss women's accounts of problems with
specific doctors. These reports are sometimes general and other times specific. The
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second section gives a summary of the specific reasons for women's decisions to skip
their appointments or to refuse care altogether. The variety of reasons is quite great, and
many women listed both logistical issues such as transportation as well as interpersonal
issues, including some of the problems with doctors that I'll address first. There is,
therefore, overlap between the upcoming sections. The third group of reactions is
organized under the heading "Not following advice/taking medication". This category
includes the reports of behaviors by women that reflect upon their feelings and decisions
about care. Most notably, in this third section, women's agency in prenatal health
becomes visible. Furthermore, the third section of "reactions" addresses some of the
longer-term effects of health care experiences which affect women at home and in future
pregnancies.
In these sections, I cannot address everything that women discussed in response to
open-ended questions about health and illness. I posed the questions in such a way as to
allow women to determine the issues most important to them and to discuss these freely.
It is relevant that the negative comments and stories about care were typically told by
women who felt generally positive about health care on the Reservation. The structure
and groupings I am using to discuss their responses is, then, my own analytical construct.
This structure will highlight how women perceive "risk", screenings, and treatment (as
discussed in Chapter 3) and gives rise to questions about power relations (which will be
discussed further in Chapter 5).
The focus on pregnant women and their experiences of diabetes screening and
care was based, in part, on the pilot study of DEC medical records. To review these
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findings, several problems with the effectiveness of prevention programs for pregnant
women were identified in the pilot study. Women who completed an intake appointment
with DEC had poor subsequent program attendance (only 34% of women enrolled
between 1994 and 1997 completed the education modules). And the DEC had a general
lack of information about women who decline or "no-show" for services. From chart
reviews, it was determined that a positive relationship exists between women's
completion of education and their glucose control (.295 Pearson correlation). This
relationship indicated that women who completed the classes/appointments were either in
better control to begin with, or came under better control as a result or partial result of the
DEC education.
I hypothesized from this data that women would fall into one of two categories:
(I) a"biomedically friendly" patient who generally followed instructions because of her
respect for or belief in biomedical care; or (2) women who generally disagree with or are
"non-compliant" with biomedical care and/or its practitioners. Instead, I found that
women have very mixed feelings about biomedical care and were compliant and noncompliant in varying degrees under different circumstances.
The diversity of women's reactions to biomedical health care includes both
positive and negative feelings. Several women made positive comments overall about
the care they receive, such as Mary who reports her care at the hospital to be "all right"
and that she doesn't have any problems. Priscilla spoke specifically about the staff at
DEC:

They're ok. They're real professional like but still, in the same,
they are friendly and that.
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But most of the women who provided interviews, though not all, were participating in
some care at either the biomedical hospital, clinic, or in public health clinics. There was
rarely any enthusiastic endorsement of the care, although some women stated they were
quite pleased with one provider or another.

I. Complaints About Doctors
More often, women took my interview as an opportunity to voice concerns and
complaints. A principal concern had to do with physician competency. One view held
more by elders than younger women was that the doctors at the hospital/clinic are still in
training. Laura and Alice were both unsure about the qualifications of the doctors, and
felt that "a lot" of people on the Reservation would agree:

Laura: There's still that stigmatism [sic/ that the... the
physicians are, what was the word we used to use, the
physicians are trainees but there's another word. CMS:
Interns or residents? Laura: Interns, intents, yeah
interns.
Alice: I think some of them don't trust... the doctors. When I
listen to people, what I think is that they think that the
doctors they sent out here are not that good. And they
think that if we went to a doctor in town [off
reservation] some place, they would hiow right away
what's wrong with us. They would treat usfor that
thing.
Since the I960's, the Reservation hospital in Sacaton has hosted "residents" or physicians
interning in specific realms of medical care (particularly metabolic disorders and related
health fields). Community members became aware of this program and began to
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consider the error rates and poor treatment as attributable to the student status of the
doctors. Even though the number of interns fluctuates and is sometimes zero, some
community members, especially elders, retain some distrust or skepticism about the
quality of care. These sentiments are not challenged by any hospital practices since
patients know little or nothing about the credentials of their providers.
Related to physician competence, a few women expressed concern over doctors'
ignorance of the Pima culture. New non-Indian employees at the hospital receive a twoday orientation which involves a one hour discussion of cultural topics such as farming,
language, and spirituality. A brief driving tour is also made, during which new
employees gaze from an air-conditioned van the BIA and "sandwich" (mud) houses, a
section of the Gila River Farms, one or two churches, and the Cultural Center, where they
are served a typical lunch of "Indian tacos" and tea. From this tour and the hour-long talk
conducted by a community leader or elder, non-Indian providers are assumed to gain
adequate understanding of these people and their culture to conduct care with respect and
sensitivity. If they are not doing so, it is more likely from ignorance than from "racism",
but this is not the perception of many Pimas.

CMS: Why do you think some Pimas don't like going to the
doctor?
Cecelia: I think because it's the attitude of the doctorfrom the
past and it just reflects on them [is remembered by
them]... They just don't want to see them ... I think it's
mostly non-Indian [caregivers] because they don't
understand the adture. And I think with their own
culture, I mean their own race, they're more open. But
with the different race, its all the difference in culture,
and they just, I don't know, it just doesn't mix.
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Not many Pima women spoke about "culture" in specific terms this way. More often,
women felt uncomfortable speaking freely or that doctors did not take the time to develop
a relationship, such as Patricia:

Them doctors, some of them are ok, but there's this certain one
he don't listen. He's like "oh, she's ok, she's fine". Oomph!
[Gesture indicating, "you 're out"J That's all, you know, he just
pushes you out his door and that's it.
Complaints about time spent by doctors are familiar in today's systems of managed care
and are not specific to the Reservation. But these complaints might be viewed more
critically in a Tribally-owned hospital operating on the Reservation. While the demands
on physician time are probably as great or greater than those in non-Indian hospitals, the
Tribe has significantly more license to organize and structure care practices according to
cultural and community preferences.
Below are a few stories told by women about problems with care. Occasionally, a
specific provider is identified but questions and conversations were usually more general.
Therefore, I do not differentiate between doctors, nurses, WIC staff, Public Health staff,
or other "providers" unless women have specifically done so in their account. The first
story, by Sarah, relates to the competency of physicians. Sarah offered up this story as
characteristic of her experience of the health care available on the Reservation. She is
quite angry and concerned for her daughter's experience and safety, and more than a little
skeptical about the emergency room staffs ability to properly diagnose a problem. She
was left with the perception that only life threatening illness is recognized, and jokes
morbidly about her own suicidal feelings at one point in her life.
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Sarah: For myself everything is ok, but my daughter had a bad
experience there [at the Reservation hospital]. She had
a gall stone and we took her in about 4 or 3 o'clock in
the morning. And she stayed there until about 8 o'clock
before they finally told me what it was. They were
examining her and they lifted her up off of the examining
table and... she was in pain after that. ...I have, up to
this day, I have no idea why they [lifted her up like]
that}.... She was just a little girl. Then to wait there all
that time, and she got infected. Finally at 8 o'clock, they
sent us to Phoenix and then she had emergency
surgery....
CMS: Do you think that bad experience affected how you feel
about going in for treatment?
Sarah: Yeah, I tried to kill myself. ... I have to be dying and
that way they'll see me.
Sarah perceived her daughter's doctor to be incompetent and careless, diagnosing the
"gall stone" problem too slowly and examining her in a way that caused her pain and,
perhaps, further injury. Hers is also an example of an account about family members rather than one's "own" experience - that impacts a decision to seek care or avoid care
oneself.
The perception that hospital staff have poor diagnostic skills, and that you "have
to be dying" before you can be seen, is ironic since providers often expressed their view
to me that Pimas "wait far too long" to come in to the hospital! The following stories by
Patricia and Alice also address physician competence and how their illness was worsened
by misinformation or poor information given by doctors.

Patricia: If they're gonna help with a split open head, you know,
take them [to the hospital]. But if it's a sickness that no
sign, you don't know what's going on, there's certain
signs you watch for, you know certain things. Like my
son, he got real sick. He wasn't eating for a couple of
days, he was sleeping, he was crying, the runs real bad.
I mean, diaper change 10 times a day and he wouldn't

147

eat, wouldn't drink, sleeping, weak.... His head was in
[fallen fontanel], I was like, call my uncle... He pushed
it up, you know, he should have been ok. But it was the
same old thing.... I took him and then asked the doctor.
He's all, "well, just give him ...Gatorade" and it made it
worse. So my aunt's all, "I can't believe he told you
that!" So there's some doctors that I see, they seem like
they don't really know what they 're doing. ...So
sometimes I don't like to take my kids to the hospital
unless they really need to go.

A fallen fontanel is a condition that is often related to dehydration in infants and is a
familiar condition to most mothers on the Reservation. The area of the infant's head that
feels "soft" because the skull has not closed in that spot sinks in slightly. Patricia's
experience with having a family member "push up" the roof of the infant's mouth to
ameliorate the fallen fontanel was not uncommon. Many women had relatives with this
skill. Such persons were not considered shamans or healers, but this skill was thought to
be a basic element of healing and it was, therefore, a surprise to many women when
medical doctors did not know or use this technique. Patricia's account, thus, tells about
several things: how information is shared among family members, including appraisals of
the quality of care; a folk healing practice and the ignorance of biomedical staff to this
practice; and the problem-solving strategies of mothers as they use both traditional and
biomedical resources for their children.
Alice also had a problem with dehydration and a mis-communication with her
medical doctor.

Alice: I didn't know that with diabetes, when your sugar goes
real high real high that you'll start vomiting. And I had
the flu and I guess when you're sick, your sugar goes up.
So I guess all that time my sugar was high when I had
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the flu. And then all of the sudden, I was coughing and /
was ... tired and I think my sugar probably was real
high but I wasn't testing it enough. And I just started
throwing up and just throwing up.... I told my husband
to get 7-up and apple juice so here I was just drinking
all this 7-up and I just kept throwing up more. Finally
then I did try to call the emergency and [the Emergency
Department staff] never said, "you better come in" or
"are you diabetic? " ... and the next morning I was so
weak and I [went to the hospital] ... and they got my
chart and they checked my sugar. They saw I was
diabetic. My doctor said, "what's going on? Your
sugar's 900!" ... yeah and nobody ever told me that if
your sugar goes too high you throw up and that's one
thing that I learned afterwards. And that was too late.
These two stories were responses to my very general question about the quality of health
care available on the Reservation; a specific inquiry into bad experiences was not made.
Instead, these stories were offered as characteristic of their experience of health care.
Women voiced both positive and negative feelings about the care they have
received at the hospital and clinic. These accounts show that women cannot be simply
categorized - nor can Pimas in general be categorized as either "biomedically friendly"
or "non-compliant". There are many approaches to the biomedical services on the
Reservation and many Pimas, especially younger ones, have learned how to communicate
and negotiate "in both worlds". Women are adept in gaining biomedical care, advice and
medications when they think they're necessary, but they do not feel obligated to conform
to prescription instructions or treatment plans exclusively or consistently.

149

2. Reasons for Skipping or Avoiding Care
Their accounts reveal that women avoid care at different times for a variety of
reasons. Participants listed several reasons for skipping scheduled appointments or not
arranging medical care. The long waits were the most frequent topic of complaint.

Sherry: Oh, they take forever.
Sarah: My sister kind of lives in and out of the hospital. Her
appointments, she would be early and she 11 just sit in
there half of the afternoon.
Sara: / think it's pretty good, you just need more doctors. The
wait's too long.
Almost every woman either complained about wait-time or knew of others who had
endured unreasonable waits at the hospital or clinic. This problem is primarily a
scheduling and organizational difficulty. However, also related to this recurring problem
is the fact that Pimas, like many Native Americans, tend to avoid confrontation or showy,
attention-attracting actions. One thing I observed repeatedly was a reluctance among
Pimas to complain to or remind receptionists about the length of their wait. Lack of
transportation to the hospital or clinic, which was between 4 blocks and 15 miles away;
lack of child care; problems with hospital/clinic staff; and concerns over confidentiality
were additional reasons for skipping appointments. Walking was impossible for some
and generally an unpopular alternative to most women.

Sarah: For most of the elders around here, it's transportation.
They don 7 know how to get transportation.
Mary: Sometimes it's hard because I don 7 have
transportation.... Sometimes [I take the van serviceJ
and sometimes they don 7 show up and that's it. (J miss
my appointment.]
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It was preferable to leave children at home, rather than take them to appointments, in part
because of women's convenience and the nature of prenatal exams, but also because staff

and patients often discouraged mothers - directly and passively - from bringing children
who would play and make noise in what were frequently tight, crowded spaces. The
following is a statement, not by hospital staff, but by another patient:

Mary: They have kids, little kids, and they play all over the
place, you know.... I don 7 really like going cuz there's
too much people. Yea, that's all there is in there.

Confidentiality was also a valid concern since, in practice, hospital employees could
request medical records without stating a purpose. Friends or family (or enemies) who
work at the hospital might, thereby, have access to women's private information.

Patricia: I make [appointments], Ijust don't go.... It's okay,
but the people that work there, they '11 be reading about
your information to other people, talk about you and
stuff. That, that I don 7 like.... Everybody knows
everybody around here and they like to talk. So they tell
everything about you, even [private] things.

Also, in a small community, where "everybody knows everybody", spending large
amounts of time in the waiting room can put a woman in an awkward situation of having
to explain her presence to those she may meet there.

Eileen: I took the pregitancy test at the store because I was
scared to go to the hospital. People over there stare.
Fay: I'd rather be home than be anywhere out there.... I think
I'm comfortable here, I can do anything here, I can eat
anything. Then like at the hospital, you know, people
stare too and I hate it because they just look at you. Like
they're trying to figure out who you are.
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Nancy: They stare at you, the people waiting out in the waiting
room.
Problems with staff addressed everything from competency, to manner, to confidentiality.
The most common theme, however, was a sense that Pimas are mistreated by providers
who do not respect the culture or Pimas, generally.

Fay: That's the sad part about some hospitals on the
reservation [sic, there is only one hospital on the
reservationJ. Some don't get the care they need. And
it's not only like certain people that do that. I think
most of the people in the hospitals do that. And it's
sad... because some of them get treated bad. I guess it's
kind of like discrimination.
Sara: Some [staff] don't understand what elders have been
through, or they can't always get a ride to the hospital,
you know. And they get mad if you don 7 make the
appointments or if theyfinally come infor a walk-in,
[they say] "you haven 7 come at your scheduled time ".
I've heard people do that to elders.
To summarize, there were many reasons that women voiced for skipping care: long
waiting times; lack of transportation; lack of child care; confidentiality concerns, both in
the treatment of medical records and in the public space of waiting rooms; and
mistreatment or callousness of providers. These issues were sometimes brought up
readily by participants, and other times spoken of more reluctantly. Many women
seemed reluctant to express negative things about care, while others were more verbal
and openly angry about the problems. The information in these stories is far more than
can be typically gained through traditional patient satisfaction questionnaires, and more
than is typically discussed in patient/provider encounters due to time constraints.
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However, as [ stated earlier, these complaints were shared by women who expressed an
overall positive feeling about health care on the Reservation.

3. Not Following Advice/Taking Medication

A large portion of women were satisfied with health services, in part, because
they knew how to screen or "weed through" the services to find the most helpful parts.

Sara: For some things, [medicine/you know, it's just ain't
gonna cure it, you know. You just need to stay home
and take care of it and medicine ain't gonna.

Sara's strong sense of personal competency in health matters is not uncommon,
especially when Pimas are evaluating medicines and pills. Many women felt that
medication prescriptions could and should be taken more cautiously than prescribed.

Denise: I've disagreed with the doctor, before. I'm like
[thinking j, I'm not gonna take your medicine or
whatever I shouldn't be taking. It might do something to
my body ...
CMS: Were you able to get a second opinion?
Denise: Oh no Ijust didn't go cuz I war really upset... so I don't
go in again.
In Denise's case, she did not speak with the provider about her concerns. Providers'
advice on medications was, for both of these women, simply advice and did not carry the
weight of dictum as it might among some unquestioning patients. Further, it was neither
desirable nor likely that a woman would see these as issues for discussion or debate. A
doctor prescribed what s/he thought best and it was up to the woman to follow or reject
that prescription; as in Denise' case, the disagreement can be upsetting and lead to future

153

avoidance of care altogether. Sometimes, women have specific concerns and reasons for
not wanting medications or care that are not specific to Pimas, but would be quite
recognizable to providers. But because of poor communication between providers and
Pima women patients, these issues are not effectively managed. Sherry, who works fulltime for the Tribe, was not attending regular appointments for supervision of her insulin
therapy.

Sherry: There was some stupid reasons why I wasn't taking my
diabetes [medicineJ. I'm not the only one in that
situation, see. When I became diabetic I lost a lot of
weight. I lost like 113 pounds and it was just because I
wasn't controlling myself but losing all that weight. I
didn't want to gain it back. Then I thought, once I start
taking insulin, it's gonna came back, it's gonna be
awful. So for that reason, I wasn 't taking my medicine.

Ethel also had concerns about her medication during pregnancy that were not allayed by
her physician.

Ethel: I take the - what do you call them - depression
medicine, I was taking stuff to help me go to sleep. But,
to me, I don't think it helps because I still get real
depressed. And then like how they say, then I wax scared
because if they make it stronger I'm scared for the baby
so I won't take them. So I kinda gel scared of taking
pills.
Violet was another woman who had a strong sense of personal competency in manners of
health, especially pregnancy, and carefully weighed the advice of her doctor against her
own thoughts, experience, and beliefs. She describes her doctors as distant 'Others', with
whom a two-way dialogue about health was unlikely if not impossible.

Violet: Yeah, Ifelt like they were scrying, "wellyou got to take a
shot, you gotta take this, you gotta take thatI mean, I
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didn't really see the needfor it. I mean, it [being
pregnant] was natural. So I didn't feel like I had to use
the medicines.

Women's personal sense of being knowledgeable and competent allowed them to manage
(adjust, decline) their medications according to all of life's circumstances, rather than just
the few that were discussed with the doctor. Also, in the accounts of Violet and Ethel,
there is a specified rejection of doctor's advice because it seemed harmful.
I do not want to imply that Pima women unanimously distrust their doctors. To
the contrary, I believe the majority of advice and prescriptions are followed. But of those
who expressed a need to be critical about the health care offered, there was a common
sense that their pregnancies and their bodies were being considered out of context, or
treated in an unnatural way. And the response to these specific concerns was to group
providers with the technologized, biomedical Other and themselves with a more
naturalistic, Indian way of being. 1 will return to this dichotomy of'Other' vs. Indian in
the next section when I discuss Trust as a principle of Pima health care seeking. Here, I
will summarize by saything that women's responses to health care were grounded in
experience and based on critical consideration of diagnostic accuracy, availability, and
bedside manner of their doctors.

IV.

Provider Perspectives

Provider perspectives were captured during time I spent daily or weekly in their
offices and clinics, speaking informally about the practice, patients, diabetes and
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pregnancy; also in 8 written surveys completed by different professionals and locations.
Six non-Indian and two Pima providers completed written surveys about their work
practices and the Pimas as a "patient population". This was a small, non-representative
sample of care providers from the Hu Hu Kam Memorial Hospital, Gila Crossing Clinic,
WIC clinics in Sacaton and Gila Crossing, and Public Health nursing staff. Results from
this survey are, therefore, used only for broad discussions and cannot be read as
descriptive of all providers.
Most noteworthy were responses to the question, "How would you describe this
patient population to a friend?" Answers of non-Pima caregivers included: "apathetic"
(n=2), "challenging", "passive-aggressive people with significant medical problems",
"diverse", and "friendly but it takes time for them to accept you". Although not
representative of the provider population because of my small sample size, these
responses include some very negative sentiments and, in my experience, are not atypical
of many providers on the Reservation, even those who love and enjoy their work here.
The written comments were matched by caregivers informal conversations with me:
many felt frustrated and angry with the Pima approach to health care while a few had
very positive feelings about the Pima approach. Most providers had a mixture of both
positive and negative feelings. Below are a few of the responses to the question, "In
general, how do you feel about working in the GRIC?"

Thoroughly enjoy patient population.
Lucky to be able to serve the community and know a little bit of
history about the people that come for assistance.
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Enjoy it immensely but am disappointed in the apathy regarding
health among the population served.
It's a constant challenge.
Good. I feel that I need to learn more about the culture.
So while these providers enjoy their work a great deal, their opinions of the patient
population reflect the challenges they feel they face in epidemic rates of diabetes and
other health problems.
Another important issue raised in the provider survey was the impression that
Pima culture is "dead" or "thrown away". Culture is not seen as a living and changing
thing - as if to say that if Pimas are no longer farming and living in olas ke (round
houses), they aren't really Pimas! The debates about authenticity and traditionalism in
Native Americans is quite old, but surged in the 70's in response to the indigenous
activism and increasing tribal enrollments. Challenges to Indian authenticity have
primarily been an instrument of acculturation and exclusion (see especially Nagel 1996;
Goldberg-Ambrose 1994). This, of course, is a false understanding of culture. However,
one of the care providers voicing this opinion was Pima. A more modern understanding
of Pima culture recognizes that Pimas have changed and adapted since time immemorial.
Finally, to contrast with Pimas' explanations of barriers they perceive to obtaining
good care - things such as provider treatment, respect, and time spent, transportation, and
child care - providers listed the following as "the single most important barrier to better
health in this community":

Apathy [in PimasJ.
Lack of motivation for self care [in Pimas].
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A failure [in PimasJ to fully realize the importance of diet and
exercise to maintain health.
Obesity, (two responses)
Doctors who don 7 spend time listening or just attribute client
symptoms to age or state of their diabetes without looking into
the situation further,(one response)
Thus, three providers placed blame squarely on Pimas for failure to adopt the proper
behaviors and stance toward this disease. Two others focused on obesity, which they
may or may not have considered a "'failure" on the part of Pima Indians. And one
provider felt that the diabetes problem was most attributable to failures in the biomedical
community ("doctors") and other environmental issues in patients lives ("the situation").

V.

Communication and Power

Barriers to treatment were complicated by power dynamics between women and
care providers and women's reluctance to voice disagreement or ask questions. The most
common strategy for women when they had a problem with a care provider was to switch
providers; another was to refrain from going in for care at all. Refusing care is
particularly common when women have already "tried" two care providers, since the
number of staff is limited and women begin to believe, after two attempts, that no better
care is available. Olivia, who did go in for prenatal care fairly regularly during the
current pregnancy, believes she did what most Pimas would do when she switched
doctors without making her complaints known. While this problem is certainly not
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unique to Pima women, the fact that women are reluctant to speak to doctors about
questions or concerns indicates that caregivers may not know when or why they have
alienated a patient.

Women Asking Questions of Providers

We cannot forget, also, that pregnancy is for many women a very fatiguing
experience. Not only is the body's energy being directed to produce and nurture the
fetus, but there is added weight to carry, a higher body temperature, and sometimes
nausea, to name a few issues. Reluctance of pregnant women to ask questions is, thus,
not always a relationship problem but a normal result of fatigue that comes with
pregnancy, as in Ethel's case:

Sometimes [I've left the doctor's office confusedj, and then
when I try to go back, they 're either with a different patient or
I '11 have to wait and I can't wait. I mean, I don 7 got the
patience for it, especially when I'm pregnant... I do that a lot.
Like, they '11be saying things and I II come home and tell my
husband what they said. And he'll say, "what is that?" or
"what do they mean"? And I'll say, "I don't know. I didn't ask
them."... I think I just forget [to ask]... And I don't realize
what they say, or sometimes I'm just not listening. I'm upset or
I'm tired and I just don 7 want to sit there and wait to hear their
answers so I just don 7 say nothing. I just go home and get mad
at my own husband when he tries to ask me [what they meant].

Providers expect or want patients to "ask questions", as an indication that they are
listening and that they will follow instructions. While patients who "ask questions",
"appear attentive and interact", or "further go into detail about the problem" are probably
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listening and engaged, it may be incorrect that absence of these behaviors equates to
apathy. My interviews show that many Pimas do not speak up during caregiver
appointments, especially when the setting is very formal or rushed, as is often the case.
Pimas' silence may initially be unrelated to a relationship or communication problem but may grow into one if providers and patients cannot develop a more open and trusting
relationship. Many providers feel they do not have time - and some simply do not know
how - to develop a more open, talkative rapport with patients. This sets up the most
basic problem that occurs in caregiver/patient meetings - poor communication and lack
of trust.
Women's ability or willingness to ask questions during prenatal encounters
exhibits an essential cultural divide between Pimas and biomedical caregivers.
Communication patterns such as asking question of a health professional (an authority
figure) is part of the linguistic "competence" gained through enculturation (Hymes 1967,
Goodenough 1976). Non-Indian providers believe that the Pimas who "ask questions" or
"appear attentive" are expressing interest in and an intent to follow caregivers' advice
and instructions. But Pima women state they are reluctant to ask questions, don't know
what to ask, or often forget to ask during the rushed appointments. Further, many Pimas
will avoid direct or prolonged eye contact, especially with strangers or persons in
authority. This practice, which is intended to show respect, is distinctly contrary to
caregivers' expectations. Averting one's eyes from a speaker's confrontational gaze has
been discussed by Philips (1983). Among Warm Springs Indian children, a teacher's
fixed gaze conveys "hostility of much greater intensity than among Anglos" (1983:107).
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Also, the desire not to appear foolish or to show deference to authority are characteristics
of this proud and respectful culture (Lazarus 1997). However, these traits are met with
irritation, hostility, and apathy from providers who do not recognize these cultural
differences between themselves and their patients.
As Szurek found among birthing women in Italy, "when a woman enters a
hospital for childbirth, it is assumed that she is already socialized to obey the rules"
(Szurek 1997:296). Women in labor are admitted, disrobed, lain on a flat bed, and
expected to refrain from pushing until a doctor arrives to give approval. The same is true
in U.S. hospitals, even when they are located in the heart of "Indian Country" and the
receptionist regularly speaks a native language to registering patients. Rules of behavior,
including where to be. what information to report, and when to speak or not speak, are
presumably understood when, in truth, vast differences exist between Pima and nonIndian expectations for clinical interactions.

Learning the Rules of Communication

The subtleties of linguistic competence are not learned quickly, and are especially
difficult to pinpoint when speakers share a common language. They are gained through a
"developmental sequence" and a particular context, which is sometimes incorrectly
assumed to be universal for all members of a society (Philips 1983:4). The physician has
formal authority over the clinical encounter. The sanctity of this authority is maintained
at the cost of individual patient autonomy. As in the case of courtroom control by judges
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(Philips 1998), the flow and structure of the health care encounter become symbolic of
the authority of the physician as well as the authority of the State. Too much intrusion or
abridgment of this process would be considered chaotic and unacceptable.
Anthropological research has indicated many other ways in which physicians
'control' therapeutic communication. Mishler identifies 'the voice of medicine' as
defining that which is relevant and appropriate to attend to and ask about (1984:95). In
therapeutic discussions with elderly patients, physicians actively rather than passively
interrupt, introduce stories, become precise, and "bridge" for the purpose of
"maintaining] control of the interview" (1984:100-103). The physician's authority over
the interview process is vested in her/his title or licensure. Technically, these privileges
apply to physicians who are licensed by the State and practice within that license. So, as
Gramsci identified the 'school' (including the medical school) as a state institution for
perpetuating the ideology of the elites (1971:258), so too on a face-to-face level of
interaction is the Interview a format for instilling this ideology into patients. Pima
women are taught their role through the regular interactions of doctor visits. Women
learn through each encounter with biomedical providers what is expected of them and
what the rules of the clinical interaction are. These visit interviews about relevant and
irrelevant symptoms, and the measurement and control of body functions, serve to
indoctrinate the patients into biomedical ideology, but gain access to individual,
vulnerable bodies where ideologies can be instilled at the cellular level. Thus, Pima
women learn to value technology that assigns a numerical value to health, is symptomfocused, and ignores intuition and folk or lay knowledge.
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But how complete is this indoctrination? It is a challenge to explain, especially to
providers, that while almost all Pima women seek expert assistance during birth, they do
not accept the importance of biomedical monitoring during the prenatal period (see also
Sargent and Bascope 1997:198). The ambivalence about prenatal care is read by some
caregivers on the Gila River Indian Reservation as apathy, passive-aggression, or
"challenging". The consequences of poor communication range from simple - e.g.,
patients simply change caregivers - to complex - patients do not return for care and
suffer complications from delayed treatment or lack of treatment. These findings echo
other reports that Native Americans avoid confrontation, especially with authority figures
(see Lang 1989; Philips 1983). It is impossible to tell how many women referred to the
DEC with some form of diabetes never made it to the intake because of confusion or lack
of information about their diagnosis, their care options, or appointments that had been
scheduled for them.

Household Communication

Given the frustrations of accessing care and women's willingness to skip
appointments, I wondered to what degree biomedical knowledge permeates women's talk
away from the hospital and clinic. I found that diabetes is rarely discussed at home,
especially among family members who do not have the disease. That is, there is little
"prevention talk" going on among family members. In fact, Laura was the first of a few
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women to explain to me that a taboo against speaking about diabetes exists in some
families.

The amputations, and diabetes, and the dialysis -yea, dialysis.
Some would rather die than go on it.... Yea, and then they just
want to die and they give up. They just give up, but a lot of
people, that's why we don't talk about diabetes. It wasn 7
talked about much when I was growing up. It was, like, taboo.
It's the disease that had a really bad stigmatism [sic] to its
name.

However, women did report that diabetes is discussed at health care centers and in the
classrooms of elementary school children. My experiences on the Reservation since
1997 support these reports. Outside of interviews, diabetes was discussed among adults
at memorials, gatherings of elders (e.g., at community centers), or other events where
health is a topic of concern (e.g., the dedication of a new hospital building). Almost
universally, women state that they do not discuss nutrition or diet at home with family
members. Occasionally, parents may tell children not to eat too many sweets or chips,
but, in general, there is not a "family approach" to nutrition or exercise. Education on
these topics is left for the schools or hospitals to address.

Vina: We don't talk about nutrition but we talk....It would be a
little weird. We don't usually hear that.
CMS: How do Pima kids learn about health and what's good
for them?
Olivia: School.
CMS: So what do they learn in school that you know of?
Olivia: What's goodfor them, like vegetables.
CMS: OK, so mitrition. How about any other topics?
Olivia: Brushing their teeth. They always come home ...
brushing their teeth.
CMS: Do you think that nutrition is talked about at home?
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Olivia: No. ... [It wouldf probably be weirdfor them because
they never hear us talk about things like that.
It is possible that this cultural feature - how children are taught about nutrition - is in
transition since some women say they were taught about nutrition as a child, but have
since developed unhealthy eating habits. Olivia went on to explain:

I don't know, yeah, my mom did [taught me about nutrition] I
guess. I used to eat real good when I was small, but I'm not sure
what happened.

And when education does occur in the home, it is more often by modeling than by
explicit discussion. Sometimes, it is the child educating the parent!

CMS: How do Pima kids learn about health and what's good
for them?
Betty: Mainly from school and TV I guess.
CMS: What kinds of things do they learn in school for
example?
Betty: Brush your teeth, taking showers and stuff like that.
CMS: Anything else? Do they leant anything from home?
Betty: Yeah well it depends on the parents. I guess it depends
on them - how they are - if they're drinkers or stuff like
that....
CMS: How do Pima kids learn about health and what's good
for them?
Vina: Sometimes they're taught through school. My niece she's
taught... they give her like papers or like food charts
and they tell them what they should eat. So she's
learning.
CMS: Where do Pimas kids leam about health?
Mariline: I think their classes ... and then that little school like
with the Quest (health and nutrition) program and then
... Headstart... they see like a lot of demonstrations.
CMS: Do people talk about it at home?
Mariline: I don't know sometimes like when they see, you know,
have classes at school, my kids bring it home. That's
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where I get mostly all my information from, is my kids...
all my kids always ... bring me lot of information.
Household communication patterns reveal that indoctrination is occurring and is, perhaps,
having a greater impact than is the education of parents through health care visits. As an
example of the household production of health, Pima family discourse illustrates how
health is literally produced, maintained, and created through discursive formative
practices. In particular, Pimas use intra-family dialogue about diabetes etiology and
prevention to develop prognoses for both children and adults, which in turn affect health
seeking behavior (Nichter 1995). Information shared by children filters up through the
age groups and is used by adults and elders to interpret the signs and symptoms of
experience. This material is, then, added to other diagnostic information - e.g., the
glucose test numbers discussed in chapter 3 - on an ongoing basis to produce an
individual's behaviors.
Inter-generational communication in the household is an important mechanism
through which information is transmitted. If adult diabetes education classes are not well
attended, but children and parents are discussing what kids learn in school, then perhaps
this inter-generational approach to communication within families should be encouraged.
Also, people may feel more comfortable asking questions and expressing doubts and
concerns among family and peers, than to caregivers. This would also point to a need for
more home-based or family-focused approaches, and would help resolve the gap in
services created by lack of transportation, the long waits, and confidentiality issues.
Family-focused or neighborhood-based interventions are, in fact, among the suggestions
made by women for improvements to existing health care.
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Zinah: I think they should have more home visits just in case,
like you're sick, you don't want to the go to the doctor
for it. Like, come around or call more, like every day or
every other day check on you.... That's why [don't like
when I go ... cuz I don't have an appointment. Seems
like, seems like three to four hours before you get to the
doctor and sometimes you're really sick.
CMS: Do you feel that the tribe is doing enough about
diabetes?
Eileen: I think they should do a little bit more. Get more people
out here to do what you're doing.
CMS: Come out to the houses?
Eileen: Yeah, get more involved.
CMS: That's kind of what field nurses do too. You know,
they're nurses that come to the houses.
Eileen: Yeah, I would like that.
Yet, these programmatic changes will not be enough unless some of the underlying
problems in relations between providers and Pimas are addressed. A history exists
between IHS - only recently Tribal - hospital providers and this Community, one
characterized by some mistrust of providers, their competence and manner, and their
ability to deal with the diabetes epidemic. The next three sections focus on some of the
inter-relational aspects of care that impact Pima health care seeking patterns, and which
must be better understood for future health programming.

Trust

Trust must characterize any effective relationship between healer and patient.
The idea of trust was a banner for managed care companies seeking to address criticisms
about size and centralized process. For example, Mechanic [, 1998 #225] summarized
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five basic dimensions of trust: expectations about physician competence; extent of
doctor's concern for the patients' welfare; physician control over decision-making;
management of confidentiality; and physician openness in providing and receiving
information. In women's accounts discussed in this and the previous chapter, there is
confirmation of these five dimensions as well as a few other concerns. As a marker of
confidence in the reliability of a person to act in one's interests, trust has received a
substantial amount of attention from clinical, psychological, and social science of
medicine researchers.
The issue of trust encompasses both public and private relationships. For Pima
women, relations not only with their providers but with the hospital as an institution, with
NIH as a recognized federal research group, and with non-Indians as a homogenized
"Other" are all subject to evaluation based on personal experience and publicly
transmitted information. According to Giddens' model [, 1990 #226], Pimas develop
trust through the "facework" of relationships with providers and the "faceless
commitments" that make up a person's faith in technical knowledge, fundamental
principles of biomedicine, codes of professional ethics, and other such amorphous
"institutions" that underpin the direct care relationship. While Giddens and Mechanic
have explored the concept of trust carefully and provided fundamental models for
addressing trust, I think an ethnography by Harriet Birungi [, 1998 #224] displays best
the relevance of trust to on-the-ground, cross-cultural health programming.
Birungi's work draws on work in Uganda where massive anti-AIDS education
campaigns have warned people against the dangers of sharing needles. In this
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community, one of the most popular forms of therapeutic administration is the injection.
Injection therapy, based in part on its historical attachment to the medical profession, is
trusted as the most effective and safe therapeutic practice. However, Birungi describes a
"'sag' in the development process of modern health care" in Uganda where there once
was an excellent, respected system of medical experts that held a monopoly over the
technology of biomedical care, including syringes. When this monopoly was in place,
there was little reason to doubt the effectiveness of its care and its methods. But over
time, community members have been able to appropriate expert knowledge to the extent
that some lay persons are considered experts in treating certain local diseases.
"Consequently, injection giving is now seen as a technical [rather than professional]
exercise" [Birungi, 1998 #224:1458],
That this case study involves syringes, an essential tool in the home medical kit of
many Pima diabetics, accentuates the relevance of Birungi's arguments for the Gila River
Community. As Ugandan community members gained more information about the AIDS
epidemic, they also learned more about the "limits of expertise" and came to demand
reassurance in the quality and efficacy of both professionals and their instruments
[Birungi, 1998 #224:1460], Likewise, as Pimas have learned more about the risks and
consequences of diabetes in recent decades, the Community has reached a level of
understanding that produces mistrust in biomedical expertise. Not for the sterility of
syringes but for the usefulness of diabetes testing, medication, monitoring appointments,
and dialysis, Pimas carry a degree of cynical mistrust [see e.g. \Barefoot, 1998 #222].
When trust is not present or diminished, as is the case for many of the Pimas who refuse
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care, the reaction comes, "Oh, what's the use?" Interpretations of this response include
not only lost trust, but also the idea that Pimas are "surrendering" to diabetes, and have
developed a "learned tolerance" for suffering, which I discuss further in the next section
and chapter 5.
Pima women's trust is notoriously difficult to gain but long-standing and loyal.
Women want to trust that their providers will listen to their complaints, in whatever form
they come, especially because many Pimas are reluctant to complain in the first place. If
women feel judged or discriminated against because of their complaints, especially if
complaints are tied to local notions of what it is to be a good ("strong") mother, then
symptom-reporting is likely to be even further stymied. Providers who do not listen well
- that is, elicit information through a genuine concern and a reasonable understanding of
the patient's life circumstances and the context of the illness - women report feeling that
they will not get the care they need, or that the care/medications are "not worth it".
When trust is present, women are very likely to attend appointments or call to
reschedule if they miss their ride. The most positive women in my sample were those
who had identified a provider with whom they felt comfortable to speak openly, ask
questions of, and who would provide them the information they needed and effective
medications. An additional characteristic women mentioned as contributing to trust in a
provider was longevity of the relationship. High turnover of hospital staff makes the
development of trust that much harder. And since Indians living on Reservations are so
much more stationary than the typically non-Indian providers, some patients will not
understand why there is so much mobility in Reservation providers. While residencies
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and short-term placements are a well-established tradition in the curriculum and
profession of biomedical care, this type of movement can be viewed by Reservation
Indians as abnormal, a rejection of the Community in favor of another place, a rejection
of Community members in favor of a healthier population, or a difficulty with the
hospital itself. Lack of extended contact with and information about non-Indian
providers leads to a misunderstanding about their motivations. One Pima who works at
the hospital mistrusts the non-Indians working there and elsewhere on the Reservation
because he doesn't understand "why they'd come here and not work in their own home".
Much more could be said and understood about the development of trust in Pima
patients. Additional aspects of this effort will be raised in the following sections and in
my recommendations in chapter 5.

"Stubbornness" and Counter-Hegemonic Communication

Going to the doctor might at times be an opportunity for resistance to all
"outsider", Anglo authority. Resistance of the unequal therapeutic dynamic is evident in
the way that Pimas speak of providers as a distant and aloof "They", from whom help is
reluctantly sought.

CMS: Why do you think some Pimas don't like going to the
doctor?
Sara: Stubborn, that's how they were brought up. That's how
my grandma was. ... She didn't like going to the doctor
till she was real real sick and then she figured it'll go
away or "I can cure it", you know.
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Elders are particularly likely to feel this power dynamic and resist it by resisting care
altogether.

Zinah: They know that they're gonna be diabetic and it's like
they see what the older people [went through! when they
had gotten sick and stuff. You know, it's probably scary
for them, and they don't want to go through that....
There weren 7 always doctors, a longtime ago, and
that's their way of handling it. Just like that, and so it's
the hard headed ones that, you know, won 7 go in.
"Stubbornness" and being "hard headed" are often associated with elders and the more
"traditional" types who refuse not only biomedical care but some other Reservation
"imports" like the English language, bank accounts, and suburban (BIA) housing. Many
Pimas, especially elders, recognize the relationship between diabetes and the "old way"
of life. However, it also became apparent that the word 'stubborn' was being used
euphemistically for anyone who was intolerant of the poor treatment, long waits, or
confusing nature of some biomedical services. Being 'stubborn' means you have decided
to reject medical care; the term was never applied to people who 'stubbornly' attended
appointments and followed carefully the prescriptions of doctors.
The characterization of being 'stubborn' makes patients' intolerance of
unreasonable treatment into a personality trait, and draws attention away from additional
reasons for avoiding care. There are many, identifiable reasons - typically related to bad
experiences in the near or distant past - for Pimas' rejection of biomedical care. These
identifiable reasons - such as transportation, child care, and cultural sensitivity of
providers - must first be addressed before patient compliance issues will become clear.
Further, providers must understand and acknowledge the historic and political reasons
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behind Pima behaviors. The change in Pima diet from lean, locally grown, harvested,
and hunted foods to the processed, high carbohydrate, high fat, high sugar foods of the
dominant "fast food" culture occurred as a direct result of colonization and unsupported
"development". While contemporary Pimas may be making "unhealthy" choices in their
diet, the historic and cultural dimension of foodways cannot be underestimated as a factor
in Pimas decision-making.

Ambiguity and Obtrusiveness

Although I attended less than a handful of patient prenatal appointments, the
cultural patterning of interactions was apparent in all of the interactions I was able to
observe. One thing I saw repeatedly was a reluctance among Pimas to complain to or
remind receptionists about the length of their wait. They often did not make themselves
known in the waiting area unless people are plainly visible from the front door - when
the receptionist was away, they often sat down and did not "check in" unless spoken to.
Sign-in lists that were checked by staff frequently worked best and reliably served
women in their order of arrival. Another example is the mistaking of Pimas' quietness
for ignorance - this leads caregivers to repeating themselves or stating things too simply
for some patients. Caregivers must be able to communicate well enough to get patients to
communicate in turn. Not talking, and never interrupting, is a sign of respect from some
Pimas. And it is two-way, non-confrontational communication that best facilitates
learning.
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Indicators that communication is stifled are, themselves, ambiguous. For
example, the term "some way" is sometimes used by Pimas to express how they are
feeling. This term can mean "fine, not too bad". It can refer to a specific, uncomfortable
symptom, depending on the context of the conversation. Or it can be an example of
intentional ambiguity, when the patient is reluctant to describe the problem in that setting,
time, or relationship. Non-Indian caregivers have confused the meaning of this response,
or have considered it a non-response that indicates a generalized distrust of health care.
Instead, use of the phrase "some way" may simply mean the patient doesn't know how to
describe it differently, may need help or encouragement to speak freely, or may need an
alternative provider with whom they feel more comfortable. Other such terms that were
sometimes confused or had multiple meanings included: 'left' and 'right' as directional
markers; "traditional" and "culture"; and various terms referring to weight such as
"chunky". These seem to be easily corrected cultural conflicts. A focused study by the
Tribe (i.e., beyond just pregnant women) might identify many more such concepts that,
by educating non-Indian caregivers on them, could improve the quality and effectiveness
of care.
Using this narrative information to address competing knowledges, relationships
between Pimas and providers, and the mysteries of diabetes, it is clear that hurried, noncommunicative appointments leave women feeling that prenatal care is not always
helpful or pleasant and, to an extent, unnecessary in the absence of symptoms. The lack
of symptoms for gestational diabetes combines with difficulties in finding rides and
Pimas' stigma associated with overuse of medical care, to exacerbate the no-show rates
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for care. Finally, the multiple appointments for diabetes testing and review of results
create a situation in which doctors know the patient's status but, if she does not return for
the results, view her as apathetic about her and her fetus' health.

VI.

Conclusion

This chapter attempts to display how women base their approach to prenatal and
diabetic health care usage on personal and experiential knowledge. Their relationships
with care providers are an important factor in their general reactions to care received, and
their willingness to return for follow-up appointments. Away from the hospital and
clinic, Pima women are driven more by symptoms and logistical constraints than by
biomedical priorities. Gestational diabetes is rarely discussed outside of health care
settings which explains, in part, the paucity of lay knowledge about this disease (see
chapter 3). Instead, experiential knowledge competes most heavily with biomedicine for
women's time and energy - a form of knowledge that relies heavily on symptomatology
that is usually not present in this form of diabetes.
Comparisons of women's accounts with general characterizations from providers
helps us understand why Pima women decline services. Non-Indians at work in the
GRIC show a fair amount of ethnocentrism and/or impatience in their approach to their
patients. Most hospital and clinic employees are provided little information about the
Pima culture, especially in its modern form, and are therefore unable to adapt clinical
practices and concepts to local needs. And each side blames the other for the failure of
health care to prevent or cure diabetes. Thus, the question "Are prevention and education
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services making a difference?" may be a premature one. The more appropriate concern
at this stage may be whether prevention and education services are reaching enough
Pimas to even "count".
Women's reactions to biomedical care illustrate their critical and active approach
to these services, despite having few other choices. Traditional healers are not common
at Gila River anymore, although there are reportedly a few practicing or "in training"
with Tohono O'odham healers. The authority of biomedical knowledge is challenged not
through direct competition of other providers, but of women's very selective use of and
adherence to care guidelines. Covertly, women develop and nurture local forms of
knowledge about health, recognition of bodily symptoms that indicate disease (and
don't), and nutrition. Women's negative experiences with health care, and those of their
friends and family, further encourage low participation rates and willingness to skip
prenatal and other health appointments. Thus women selectively engage the biomedical
establishment - sometimes motivated personally or experientially, and other times
politically or in response to historic injury. These explanations for women's health care
strategies are decidedly political, and reflect the political economic history of the Gila
River Indian Community. Disenfranchised of their water rights and, subsequently,
farming practices and socio-political independence, the Pima maintain a love-hate
relationship with not only the U.S. federal government but also with other hegemonic
institutions such as biomedical hospitals.
Feminists have accomplished much to de-medicalize or "normalize" the
experience of pregnancy and childbirth (c.f. Treichler 1990). But, as Sawicki argues,
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demedicalization is not enough to combat the patriarchal control of women's health
(1999). The challenge of achieving autonomy and choice for women may be greatest
among groups like the Pima who carry such a great burden of risk. It is unreasonable to
ignore the epidemic of diabetes or the risk factors contributing to incidence. But feminist
work can expand even Pima women's empowerment during pregnancy over meaningless,
unexplained, or confusing diagnostic processes and a "take it or leave it" relationship
with biomedical care. At this time, prevention programming assumes that Pima women
understand and concern themselves with the concepts of statistical risk and glucose
monitoring. Pima women's patterns of knowledge sharing, the cultural ideals for respect
of authority, women's confusion over the diagnostic process for GDM, and local
etiologies of diabetes that reflect not only epidemiological history but colonial and
economic history, as well, must all be recognized in the health care and prevention
services. An oversimplified approach that serves all diabetes patients with the same
treatment plan not only robs Pimas of their ability to maintain a multifaceted view of
diabetes, but also precludes the Community from learning what creative new health care
solutions are possible.

1 The role of risk data in teaching us about normality and deviance is a growing concern of medical anthropology.
"Hacking believes that our present understanding of normality, adopted in about the 1820s, is a key concept in what he
labels 'the taming of chance,' so central to the process of modernization and rationalization of society" (Lock
1993:376). So while risk data are epidemiological in origin, applicable to populations or groups of people rather than
to individuals (Frankenberg 1993; Gitlord 1986), there is also a socially experienced or lived dimension of risk, formed
when the patient weighs epidemiological and clinical dataagainst lay, popular, and folk models of illness, subjunctive
ways of knowing, symptomatic and experiential information (Gitlord 1986). Because technical risk data can be
convoluted and biased in many ways (c.f. Freudenburg 1988), translation of that data into everyday, social use creates a
language of risk' that is ambiguous, uncertain, and of questionable applicability to the realm of individual health
decisions (Giflbrd 1986).
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5
Pima Identity in the Diabetes Epidemic

Flowing through many of the interactions and discussions in my 4 years at Gila
River has been a current of Indian identity and resistance to non-Indian political
domination. Politically tinged language lamenting the loss of farming and the virtual
death of the Gila River in the lives of Pima Indians is quite frequent in both official
settings and in informal talk about diabetes. While I do not consider my informants
particularly active or activist about treaty rights and Native American self-determination
on a daily basis, there is enough political sentiment over these issues that is connected to
people's ideas about diabetes to warrant consideration. I describe these acts of resistance
cautiously, taking care not to attribute a political agenda where none exists. Yet, there is
constant attention on and pressure to change health behaviors here. Pimas feel this
pressure both individually and communally. Individual's choices blend into a collective
response and, in Mary Weismantel's words, "in a society under pressure to change, each
small act of living becomes a political act." (1997:33, in Miles and Buechler)
In this chapter, I refer to the outgrowth of a collective Pima experience of
biomedicine and diabetes. This discussion responds to Kozak's earlier work with the
Pima, in which he argues that this community's collective response to diabetes has been
built on years of research and treatment with no flagging of the prevalence rates. I argue
that a diseased identity has become part of Pimas' approach to health and to biomedical
health care. The diseased identity is informed by individual and collective experience,
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some of which is captured in women's accounts here. Reviewing my arguments of the
last two chapters, women experience individual confusion over prenatal diagnostic
testing which they share in dialogue with family and friends, ultimately contributing to a
community-wide perception that diagnostic tests are often wrong, or that a positive test
one day might be negative next time. Risk information is interpreted in the same way:
many "high risk" Pimas never get diabetes, so risk information cannot tell exactly who
will and will not get diabetes. Since risk information is population-based rather than
capable of individual diagnosis, this interpretation is entirely valid. Co-morbid
conditions also exist for many adults with diabetes, further blurring Pimas' view of
diabetes as a distinct disease. Thus, while providers and researchers are increasingly
convinced of the high risk status of all Pima Indians and the importance of weight loss
and healthy eating habits, Pimas are becoming increasingly disillusioned with
biomedicine's inability to clearly diagnose and halt the epidemic.

L

Community Identity

Having already examined the factors influencing health care decisions of pregnant
women, I now want to extend this discussion, as far as it is reasonable to do so, to the
Gila River community more broadly and its management of the diabetes epidemic.
Medical anthropologists Jennie Joe, Gretchen Lang, Theresa O'Nell, and Maria Luisa
Urdaneta have explored how health issues - especially diabetes - become a way to
distinguish Indian-ness. Likewise, Pima women describe diabetes as not simple an
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individual disease that individuals must fight to control or prevent, but as a community
issue that all Pimas understand and adjust to throughout their lives. All Pimas are quite
familiar with their community's diabetes fame, and from this comes a disease identity:
"it's just how Pimas are".

Mary: Yeah, I think Pimas get diabetes more than other people.
Denise: Seems like mostly Gila River, seems like Gila River's
about the only one that has more people that are sick
from [diabetes].
Sara: I read it, that Pimas have, you know, have a real high
risk ... more than anybody else. You know ... so that's
what I think ... it's just how Pimas are.
Pimas have developed this diseased identity not only from the epidemic itself, but
also from years of research and publications about their Community. Pimas have shared
both the benefits and the labels associated with almost 4 decades of this research but
Pimas struggle with their reputation as the community with "the world's highest rates of
diabetes". They are arguably the most studied ethnic group in the world, having
participated in 36 years of intensive NIH clinical trials and other studies focused
primarily on diabetes and its complications. Kozak has argued that diabetes and its
complications have, over a long period of high prevalence in this community led to
"changes in ... individual and collective reasons to [the] disease" (1997:348). I agree
with this and have found that the ambiguous etiology of diabetes and patients'
disempowered position have encouraged community members to maintain hidden ideas
about its etiology, progression, and management. Diabetes is also something the
community is drawing together to fight against. Through small daily acts of resistance to

180

biomedical assumptions, Pimas resist being "preached to" or moralized by the biomedical
community and society at large [Joe, 1994 #234]. It is a way that Pimas identify with
diabetes because it has become such a familiar part of themselves and their community.

Countering The Diseased Identity

To talk about identity formation through health practices, I must return to the
biomedical messages on diabetes and women's reactions to them. Women's accounts
show that biomedical messages of risk and prevention are rejected when they contradict
women's own sense of themselves and their health. That half of all adult Pimas have
diabetes seems justification enough for the extensive use of risk data in prevention
messages at Gila River. But epidemiological data about groups of people at risk are
suited for population-based concerns rather than localized ones (Hayes 1992). Gifford
argues that a risk focus in health messages "creates dependent, docile bodies, diverting]
attention away from structural changes and instead focuses on changing those deemed to
be in need" (1992:13). One such risk message is that pregnancy and diabetes are
antagonistic states that create a life-long period of vulnerability for mother and child.
This idea has been problematic largely due to its negative and risk-laden approach to an
important and joyful life event. But rather than becoming docile under this message,
Pima women insist on the relevance of their own "embodied" knowledge and their
intuition about pregnancy. When asked about things women should and should not do
when they're pregnant, Kelly, who was pregnant with her fourth child, replied:
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[They shouldn 'tj smoke, drink, ... [other them that] I do just
about anything. I, we still went dancing last weekend. My dad
about had a cow. [He said, ] 'but you're still at it'. I mean its
just knowing you're limitations...as long as I don't over exert
myself,... I don't go into labor, my water bag doesn't break, you
blow. But just joke, we laugh, you know. But you know, it's
just - know your limits.
This confidence in intuition and defining one's own limits reflects an almost universal
trait among the women with whom I spoke. Particularly after a first pregnancy, women
and mothers rarely relinquished control or doubted their ability to know if something was
wrong to biomedical providers.
Pregnant women's self-confidence relates, I believe, to several characteristics of
Pimas generally. First, based on this community's long experience with diabetes and
biomedicine's inability to control the epidemic, Pimas speak with a degree of selfassurance about health matters. Their confidence reflects a refusal to surrender
behavioral autonomy or diagnostic creativity to this disease or biomedical institutions.
That is, many Pimas agree that no matter what a person does or eats, "if they're going to
get diabetes, they're going to get it". Diagnostic criteria for this disease, then, remain
somewhat open for interpretation. As I discussed in chapter 4, the increase in Pima
knowledge about diabetes has also led to an increased awareness in the limitations and
fallibility of biomedicine. As their trust and confidence in biomedicine - and biomedical
providers - has waned, their willingness to make some diagnostic and medication
decisions for themselves has increased.
Second, women's self-confidence is supported by a cultural value in the
collective, especially on matters related to Pimas' experience of diabetes. This is not to
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say that women are not independent actors, but that women sometimes speak from a
group perspective; that of their female relatives and friends and their collective
experiences. They do this through reference to and stories about other women that
support their points. Also, because of its epidemic proportion, diabetes can quite literally
be seen as a Community issue, not an individual one and, therefore, not entirely treatable
at the level of the individual. A collective response is, therefore, a natural one to a
collective problem.
The Pima body, to take up a more symbolic and phenomenological stance, is
contested over in biomedical ideology, Tribal Council dogma, and the narratives of
Community members. The biomedical view of the Pima body is one of a diseased body,
genetically and physiologically different than white, black, and even many other red
bodies. This view is driven by research and opinions based on clinical encounters. The
Tribal Council acts as the administrative head of a "self-determined" body that is slowly
trying to take over its own health care and decisions from the IHS model and structures.
This view is focused on political, historic, and economic realities. Contextualized
women's voice declare the Pima body to be an intuitive and capable (birthing) body
despite examples of current and historic mistreatment by non-Indians (providers,
government officials, etc.). These views act on experience, shared women's knowledge,
and information from providers and media. To this exercise in body-talk, I add Emily
Martin's recognition of the body's capacity for "flexible accumulation" of multiple
images and symbolic capacities which include but go beyond categorical issues (e.g.,
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historic, political, economic) toward a more fluid blending of all these influences (Martin
1990:126).

II.

The Rejection of Biomedicine

Pressures to reduce rates of diabetes come in the forms of encouragement,
funding, education, motivational classes, incentive programs, and research. Refusal to
participate in these activities defies pressures to change and subtly resists domination by
biomedical ideologies.' But this refusal is a local and even person-specific activity, the
occurrence of which is only marginally a resistance "movement" of the kind Scott (1985)
describes. Pimas tight biomedical hegemony with the "ordinary weapons of relatively
powerless groups: foot dragging, dissimulation,... false compliance, pilfering, feigned
ignorance... and so on" (1985:xvi); rumor, euphemism and grumbling (Scott 1990).
These are behaviors of Pimas who attend some biomedical appointments but
follow instructions and advice selectively, do not share complete health details, and use
medications differently than prescribed, as 1 have described. The ideological pressures of
biomedicine take on a moral character, outlining what it is to be a good mother and a
good patient. In so doing, new subjective experiences are valued over older, traditional
ones. Patients fulfill their sick role with a new awareness of their bodies, informed by
technology rather than experience of symptoms. In some ways, diabetes is a thing by
which moral worth can be judged. In the biomedical perspective, diseases that can be
managed by the patient should be managed by the patient, and patients who do not follow
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diet and exercise guidelines are considered "non-compliant" and morally wrong for
contributing to the disease process. In the remaining sections, 1 address the socialsymbolic consequences of health care seeking behaviors for Community members.
These consequences are tied to notions of Pima identity, proper behavior, and
traditionalism.

Collective Identity. Loner Disease, and the Vulnerable Social Self

An element of morality surrounds pregnant women as they try to strike a balance
between diabetes management and some of the traditional aspects of Pima life. Changes
related to diabetes prevention and management -such as diet changes, exercise,
medication, monitoring your glucose - are changes that a diabetic has to do alone,
making changes that much more difficult in a culture that valorizes sociability and
togetherness as the Pima do. This makes diabetes at Gila River, and to an extent
anywhere, a lonely concern. Families and friends do not typically help or change along
with the patient. This is not to say that families are not sympathetic; they are. Families
show concern and support by providing rides and company at appointments, child care,
and most often a non-judgmental, "live and let live" attitude toward their behaviors and
choices.
But there is also a strong "personal modesty" which prevents Pimas from sharing
this disease experience with others, as Joe (1994) found in a sample of American Indian
youths from Apache, Yaqui, Navajo, and Pima Reservations.
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...[T]he process of diagnosis and treatment for most persons
with diabetes occurs behind the walls of the clinical building in
a one-to-one interaction with a physician or a health workers....
"I do not hide it", [one grandmother] said, "but I do not want
people watching me stick myself with a needle." (ibid.: 352)

Partnered with the non-confrontational, "live and let live" cultural value is a confidence
that things would work out. Too many times to count, I observed or heard of personal
and family crises that required significant economic, time, and social resources to correct.
Women's cars broke down in the weeks or days before their due dates; drunken partners
and husbands ran off with all of the family's cash, or drank it; electricity or the phone
service were cut off. And in each of these scenarios, there was rarely any panic or scurry
of ameliorative action. Reliably, Pimas responded with calm and a sense that everything
would be fine - not because funds or help were immediately available, because many
women lived without cash, cars, and phone service for months at a time. Instead, Pimas
simply did not seem to have the materialism and reliance on these modern conveniences
that I had expected. This characterization might seem contradicted by fact that Pimas
acquire material items (or spend money on gambling or alcohol) with great dexterity and
speed. But Pimas do not change their lives in the pursuit of those goods. Applying these
observations to providers' attitudes about Pimas' health behaviors, what is seen among
Pimas as short-sighed, lack of drive toward better health might instead be described as
self-sufficiency and a non-reliance on material goods.
Discourse on Indians approaches to health crises is still peppered with
ethnocentric oversimplifications. Some discussions of Indian identity have identified a
pan-Tribal approach to the future. Reid and Rhoades (2000) state:

186

Taking one day at a time, maintaining the hope that the next day
may ring improvement, is the usual method of bearing an
illness. Living one day at a time without thinking about the
future is consistent with the tradition of many Indians of not
planning for the future. (2000:420).

This AA-esque description of Indian's living without thought for the future may, itself,
be short-sighted. Reid and Rhoades over-generalize not only to all Tribes but for all
situations and contexts, in the phrase "not planning for the future". Planning certainly
does occur in Pimas, and arguably in all Tribal members, but not in the form expected.
Kozak's elaboration of Indians securing the future through work on relationships today
may be a more meaningful explanation of the Pima approach to adversity. At the very
least, we should be cautious about using pan-Tribal colloquial descriptions for work in
local, contextually unique projects.
Thus, health advice that is specifically aimed at managing future health - i.e.,
preventive medicine - may be particularly challenging in Native American communities.
This seems, to me, the case with Pimas who readily agree that, in the absence of
symptoms, health care visits are pointless or wasteful of the provider's time. This relates
to an area that I addressed briefly in chapter 4, and which has been studied in Navajo
Indians: the problem of symptom presentation. Evaneshko (1994) describes how
differences in symptom perception between Indians and non-Indians can lead to problems
in providerpatient communication that affect the timely diagnosis and treatment of
diabetes. She finds that "the Navajo patient's apparent lack of preparation in presenting a
series of symptoms may result in a general gloss rather than any one specific complaint"
(ibid.: 366). This is comparable to Pima use of the phrase, perhaps a euphemistic device,
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"some way" to describe their current feelings and symptoms. It also helps explain some
Pimas' reluctance to make appointments for minor symptomatic problems.
To some, the very activities that help prevent or manage diabetes are seen to be
colluding with dominant powers. There is some sense that certain behaviors related to
good diabetes prevention and management are "white wanna-be" or not traditional.

Kelly: If I don't like the guy or disagree, I'm going to say
something. That's the only way to get through it, you
know? You got to open your mouth. If you don't open
your mouth, then, hey, they're just going to walk all over
you. So, you know, it's one way or the other ... some
people would say I'm acting 'white', saying
something....
CMS: And people call that 'white'?
Kelly: Yeah, like you think you know too much or you 're too
good or whatever.
Acting 'white' includes using big words (reflecting a medical knowledge about diabetes),
not eating traditional foods or preferring diet foods, exercising (especially non-traditional
forms of exercise like aerobics and weight-lifting). Equating certain health-oriented
behaviors with "white wanna-be" attitudes reveals a powerful traditionalist stimulus
impacting women during pregnancy and throughout life. BCunitz has argued that seeking
health care for prevention purposes is a behavior that indicates a high degree of
incorporation into biomedical ideologies of health (Kunitz 1983:3-4). Bolstering this are
ideas about the dangers of seeking medical care, including providers' ability to sap your
personal strength and esteem, and the likelihood of conjuring up diabetes through too
much talk about it.
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ID.

Tradition, Elders, and the 'Proper' Pima Approach to Diabetes

Women's talk about elders, and the accounts of a few elder women, reveal some
symbolic ties between elders, tradition and anti-biomedical sentiment. Elders are most
likely to avoid or reject care among all age groups, for the same reasons that we have
already discussed for pregnant women.

CMS: Why do you think some Pimas don't like going to the
doctor?
Laura: I think a lot has to do with their philosophy depends on
how old they are. Some of them believe in just strictly
Indian medicine, and some people probably are in
denial and don't go unless they really have to. ... and
then just people's own experience. If they had a good
experience, bad experience, and you repeat - and, you
know, [it j happens in your family. And it's just a
domino effect. So it depends where they're coming from.
But elders are also seen as closer to or more likely to receive a diagnosis of diabetes.
Their health care seeking practices are more often tied to concerns about this disease or
others. And fear is generally assumed to motivate their avoidance of care.

Ethel: I don't know. I just get scared sometimes.
Vina: I think mainly because [my dad] is scared... probably
about what they say. But usually he doesn't really go
and there's a lot that don't want to go ...
Catherine: They're scared. There's one lady I knew she had a
big old sore on her leg. She was a diabetic. She way
scared that they were gonna have to amputate her leg.
Elders were also thought to be more likely to prefer traditional remedies to biomedicine.

Denise: I think some of the older people are scared.... I don't
know they have their own beliefs and stuff like that
there's a lot of them that's why they don't go see the
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doctor because they feel that medicine won't really work
for them. They'd just rather do it their own way or the
old way whatever.
Rosalie: Because they don't want to get help for themselves.
They're scared, some are scared. Some don't want help.
Some just want to do their own thing.
Fear, specifically, of being diagnosed with diabetes is the greatest motivator against
going in for care.

Dorothy: They know that they're gonna be diabetic and they
see what the older people [went through] when they had
gotten sick and stuff. You know, it's probably scary for
them and they don't want to go through that... Some
people say, ' well we didn't need that a long time ago'
and that's their way of dealing with it. It's just like that,
and so it's the hard headed ones.
Elders and others believed that the diagnostic process was a specific danger to be
avoided. Indeed, behind their reported reasons for avoiding care, seemed to be the belief
that speaking to biomedical providers about a diagnosis of diabetes, and allowing
diagnostic efforts to be made, might make one more sick - perhaps even bring on
diabetes.

25: Yeah I think... a long time ago when they had traditions, I
think, you know, they believed that their medicine, they didn't
gel sick as much as they do now, now that they have doctors. I
think most of the people got... because [guess they're afraid of
what's gonna happen or what they're gonna say or are they
gonna get sick more. ... they think, you know, like I remember
my mom. Before she died she never went to the hospital, she
wasn't gonna go. And we always told her to go because she had
breathing problems, and that's how she died. It's like to her it
was like if you go to the doctor, you know, you get sick more.
Because I guess you'dfind out what's wrong and they try to
treat it and all that. To her it was like she didn't want to do that.
She didn't want to go to the hospital and she didn't want to have
to do none of that.
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Other Americans hold beliefs related to the "awakening" or "activation" of disease
through physician intervention or probing (Hoffman-Goetz and Mills 1998; Kavenaugh
and Broom 1998:440). The feeling that going to the hospital would begin the slippery
slope of diagnosis and declining health is a 'subjective probability' that Pimas manage by
refusing the begin the process (Gifford 1986). In this way, Pimas can be seen to be

preventing diabetes with prophylactic avoidance. When risk information is unclear, the
boundary between a healthy-but-at-risk state and the diseased state become blurred. In
the case of diabetes, the pre-disease or "high risk" state might be easily transformed into
"outright" diabetes by the careless verbal conjuring of providers. This avoidance
behavior has been questioned both among the Pima (Kozak 1997) and in other
communities (e.g. Lewis 1993) because it appears, at first, to be denial. Whether
"surrender", "learned tolerance", fear of "awakening", or just plain denial, Pimas do
reject biomedical care even when they are in pain, are fearful about their health, or have
symptoms that impede them from their regular activities. Rather than insist that these
behaviors can - or should be - categorized within a single motivating type, I prefer to
discuss them as preventive of at least one form of harm that the care would produce itself.
Further, these preventive, prophylactic attitudes and behaviors can be directly linked to
the mysterious and confusing nature of diabetes and risk.
Death is widely recognized as a topic that is considered taboo by many Tribes.
"To speak at length about death is often believed to predict the death of the person being
spoken about" (Reid and Rhoades 2000:422). Similarly, diabetes - probably because of
its close association with death and illness - receives the same taboo associations at Gila
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River where the diabetes epidemic claims the lives of more every year. At risk in openly
examining oneself for diabetes is, not only, one's reputation among family and social
supports for genuine community membership or allegiance, but also one's very health.
For Pimas, '"health" cannot be boiled down into a number (i.e., a glucose reading) but is
instead a question of personal strength and viability. It is increasingly recognized, and is
perhaps a pan-Indian quality, to avoid the confrontational gaze or becoming
confrontational yourself. Healthcare interactions that create this dynamic, no matter what
the diagnostic or treatment content in the interaction, are inherently harmful to the
individual. In this way, personal strength and viability are directly linked with an
individual's ability to ward off diabetes. Healthcare that challenges a person's sense of
intelligence and self-determination or self-control is, to the Pima an unhealthy thing to
experience.

[V.

Adapting the Diabetes Messages

The etiology of diabetes remains elusive, despite considerable biomedical
advances during the past half-century. The vagaries of diabetes have, as discussed in
chapter 3, have contributed to and perhaps given longevity to counter-hegemonic
attitudes and beliefs about the disease etiology and progression among the Pimas. These
include: a belief that it cannot be clearly diagnosed, or at least not early on; the idea that
Reservation doctors must be of poor quality or diagnostics would be more consistent and
reliable; and a belief that diabetes cannot be prevented due to the fickle, inconsistent, and
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random appearance of incidence in Community members. Explaining sickness gets even
more complicated when the medical community is in disagreement over etiology (see
Nemecek 1996), as it is for diabetes (see e.g. Benyshek, et al. n.d.). Diseases that are
subtle and complicated can go undetected for years due in part to diagnostic failures but
also to the human elements involved including reluctant patients. Type 2 diabetes and
gestational diabetes, which often have no symptoms, are such diseases.
Advances in medication and glucose monitoring have been tremendous, but have
been made concurrent with the increasing incidence of diabetes in the Community. Net
reduction in suffering, then, has not occurred as a result of those advances. A principal
barrier to improved health revealed in this dissertation is the refusal of medical care, both
by those with and without diabetes. Several aspects of this barrier can be addressed
through applied anthropological activities. What my research shows are several of the
mechanisms through which the biomedical messages of risk and prevention are lost in
this community. For this disease process - gestational diabetes - so many core cultural
values are involved (e.g., motherhood, foodways, traditional vs. Anglo) that Pimas could
not help but feel threatened on a political and symbolic level. The rejection of treatment
for diabetes may begin through the gestational diabetes process, when women reject care
for this temporary form of the disease, trusting that because it will go away, its effects are
either not that harmful or are harmful only during pregnancy. This is an extremely
important time, then, for healthy behaviors." Messages about diabetic screening must
take into account women's sense of knowledge, accomplishment, and defense-againstintrusion that goes with pregnancy. Explanations of diabetes, its etiology and
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complications, and the risks associated with certain behaviors during pregnancy, also
require some revision.
Improving the effectiveness of prevention and treatment of diabetes at Gila River
will not occur through some formulaic programming aimed at a previously unseen or
under-addressed group. Several professionals and Community members at Gila River
have adopted the pessimistic view that only through education of the children and early
indoctrination into a "new", healthier lifestyle will diabetes rates ever drop. This view
not only ignores and delegitimizes the needs and self-preservation ideas of older
generations, but assumes that only young Pimas are capable of change. The attitude may
have grown from years of seemingly unappreciated or ineffectual work in the field, but it
is not accurate or fair. Instead, it is becoming even more important for care providers to
be flexible in their work with Pimas, to become sensitive and attentive to the modulations
of Pima beliefs about health and diabetes (Hahn 1995; Loustaunau and Sobo 1997),
especially as these vary in different generations or age groups. Particularly, providers
must assess local concerns and address these using contextualized methods of
communication.
Nichter and Nichter (1996) have outlined steps in framing appropriate analogies
for health education. These include the deconstruction of health messages into
underlying assumptions and concepts, collection of local concerns and health behaviors,
cultural free association about health themes, determination of convergent concepts
between biomedical and local thinking about health, compilation of familiar referential
frameworks, development and selection of analogies, presentation and refinement of

194

those analogies using community member interactions to gauge the strength and
meaningfulness of the analogies. At Gila River, a few attempts have been made at
education through analogy by diabetes educators, Public Health nurses, and Community
Health Workers. I did not spend enough time with professionals to fairly evaluate their
communication methods, but one of the most common analogies used was that of a car to
one's body. The analogy runs:

Just as a car needs gasoline to run, so does your body need fuel
in order to be healthy.

In diabetes education classes, this analogy brought nods of recognition from the
participants, but its ultimate effectiveness in (I) educating participants in the proper foods
for diabetes prevention and (2) motivating them to make appropriate changes in diet is
questionable.
I will use the Nichter and Nichter model to examine this analogy, at the same time
discussing some general trends in education of Pimas on health topics. Importantly, the
analogical use of the car is, indeed, relevant and important for most Pimas. As I have
discussed, distances on the Reservation are long between residences and stores or health
care services. Walking is an option for only a tiny fraction of Community members. The
car is, thus, an important, if not a regular and reliable, facet of most Pimas' lives.
Further, the deconstruction of biomedical assumptions about 'healthy' foods has been
made and is one of the fundamental health messages in every clinical interaction. That is,
a good deal of energy is placed on educating Pimas about different food groups, the food
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"pyramid", the importance of fruits and vegetables, and how to prepare foods with less
salt and fat.
A specific problem in communication has been identified, however, which is
Pima focus on avoidance of sugars and sweets as key to diabetes prevention, rather than
the reduction of fats and carbohydrates. This problem is present to a degree in the more
brief health education messages and is mirrored in Pima talk about healthy eating. Some
Pimas who do not eat sweets like candy and pop, but who eat daily diets high in fatty,
salty fried foods including "fast foods" and home-cooked meals of chumuth and
wamuchtha, are surprised to learn that they have diabetes. The failure to test and refine
health messages based on pointed talk with Pimas about the meaning and relevance of
terms, has led many providers to use overly general messages about "eating healthy".
This lack of an awareness of specific Pima folk dietetics begins a chain reaction that
weakens the analogy at a very early point. At the same time, Pima narratives of diabetes
etiology cannot be truncated into simplistic perceptions. Garro and Lang (1994) reveal:
At first glance, it may appear that people do not fully understand the
basic biomedical 'information' about diabetes and that their accounts
suggest the need for more and better educational material. Yet, ...
most people were well-informed abut the standard medical
explanations for their illness and the basic instructions for its
treatment, and they also continued to draw upon and to speculate
about other kinds of knowledge regarding health and healing....
What is interesting and important about such statements, whether
those of Dakota or of others, is that they are creative attempts that all
laypersons express in their efforts to make sense out of their on
going life experience and the disruptions of it, experience that
includes in this instance the symptoms of diabetes and the
requirements of diabetes management. (1994:321)
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Further, the analogy of gas in a car conjures images of weakness and a need for
fuel to Pima women with whom I spoke about it. To "fuel" the body, a variety of old and
young Pima women said that a "full meal" such as popovers or a burger was needed, and
not a "snack" of an apple or carrot. The chosen analogy, thereby, becomes more
problematic to those Pimas who interpret the symptoms of diabetes as requiring fuel. A
good example was Alice (in Chapter 4) who kept drinking 7-Up and apple juice to try to
rehydrate herself during the flu. These drinks made her glucose level rise to a potentially
life-threatening 900 mg/dl (80-180 mg/dl is considered normal depending on recency of
meals and time of day). The lack of specific knowledge about appropriate foods, their
effects on the body, and useful/harmful serving sizes has become clear as an essential
part of health education.
To address this problem, analogies might be made more detailed. Nichter and
Nichter suggest analogical stories or "lead-in messages" (1996:405) which provide a
locally relevant context for the comparison and multiple ways in which an analogy might
be instructive. Rather than "throw away" one-liners, providers can discuss the quality of
gasoline used and the importance of clean oil and coolant. Also relevant would be a
discussion of the costs of these items, the difficulties associated with obtaining them on a
regular basis, and the need for all of the drivers of the car (i.e., all those persons who
might prepare food for an individual) to know about the needs of the car.

Further Recommendations
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I add to the recommendations made by women in their accounts several projects
that will utilize cultural information in this and other research. First, just as t have
discussed the need for better Pima education about certain aspects of diabetes, providers
at Gila River need resources that will teach them about the community and how they
might best do their work in it. A Tribally produced book or lengthy booklet that
describes the Pima in detail, including the history and economics of the community,
would give providers a context for Pima lives today - why Pimas are not farming as
much as they used to; why Pimas eat what they do; Pima values for raising children and
standing together as a community; etc. It should be a priority to teach caregivers the

modem Pima culture, how it is growing and changing all the time to adapt, as Pimas
always have.
Second, there is an immediate need for a cultural orientation for non-Indian
providers coming to work on the Reservation. This orientation should expand on the
brief introduction to Akimel O'odham culture that the current bus-bound tour of the
Reservation gives. It should include written materials and Community member
presentations on:: the Pima language, culture, history, and environment; demographic
information on the community including summaries of Pima employment, income, age,
family size, education level, etc.; discussions with several community members
(including adults, children, elders, and parents) on how good care might be provided to
Pimas; visits to several community locations including service centers, schools, various
offices including Tribal Offices, and other locations where Tribal members can be seen
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and visited in their everyday activities; and attendance at a Tribal Council meeting and a
meeting a relevant Standing Committee.
Third, patient education might be improved in several ways: (A) Providing a
correct understanding of carbohydrates (e.g., breads, beans) as the source for sugar needs
to complement Pimas current understanding of diabetes. Currently, most women said
that sweets were a primary culprit in diabetes. Although sweets are one of the culprits,
these women do not understand the role of carbohydrates in general and may, therefore,
be unaware of the harmfulness of their diets to their health. It is worth mentioning here
that this material is addressed in DEC classes but that this education reaches only a small
portion of the Community. (B) A local, non-confrontational format for education is
needed, that occurs in communities and homes, rather than inaccessible locations. Group
education is well accepted and can be led by Pima health educators, trained to provide
basic "classes" in women's homes - much like women host Avon or crystal parties in
their own homes for just a few friends and neighbors. The curricula for these classes can
be taken from DEC programs, abbreviated for a more general audience. (C) Finally,
home- or neighborhood-based community education and treatment might have a greater
impact on the portion of the community that simply avoids any effort about health.

Caroline: If you hear Indians a lot of the time they have iron
stomachs and they can get through anything: That's kind
of how a lot of them think and / think that's probably
why a lot of them, they just don't want to go and bother
with it.
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These Pimas will certainly not be reached in institutional settings, but are also important
for consideration and care. (Further recommendations for the Tribe are provided in
Appendix D.)
Education for providers must also be ongoing and, ideally, create opportunities
for providers to have a presence in the Community itself, rather than being sequestered to
the hospital or clinic. This, of course, would require the devotion of time and resources
to making all providers - not just administrators - available for Community events and
meetings. Ongoing language education with a Community member or volunteer work at
evens such as the Mul-cha-tha, elders' lunches, or the Peach Blossom lunch and festival
are examples of the type of work a (very) few providers already do.
There needs to be a more effective and more "attractive" way for Pimas to voice
concerns and problems with care giving services is needed. This project gathered several
complaints and concerns, sometimes about specific people or events. Use of this same
methodology may, therefore, be more effective than those now available: that is, (a)
random interviews with patients on the phone or in their home about the services they
have received, and (b) community meetings where people can voice their more general
concerns with care giving services.
Finally, it is recommended that employee education and patient satisfaction
information be tied to performance evaluations. For example, each direct-care employee
would be responsible for responding to/correcting annual feedback from patient
satisfaction surveys and educational testing. Very few employees have voluntarily
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involved themselves in the community, learned about its history and characteristics, or
learned Pima words in order to better communicate with patients.
These things - if they are to be priorities - should be mandated and checked up on. On
the other hand, it would represent a significant dedication of time and money for the
Tribe to mandate these things for health care employees. The costs and benefits will have
to be weighed by the Tribe.
The application of these findings to improvements in health care at Gila River
will primarily lend to improved cross-cultural understandings between providers and
patients. However, structural changes in the delivery of health care are also an important
opportunity for Pima empowerment in health over the political economic barriers that
presently exist. A movement of health services into community neighborhood settings is
best suited for this population, scattered throughout the Reservation and with infrequent
and unreliable transportation. While many can and do exploit services at the hospital and
clinic, a larger portion does not. And, since it is undisputed that many Pimas delay
medical care until a crisis develops, an overall reduction in morbidity may be effected
through roving and mobile public health providers who provide screening and care before
a crisis develops. The field nurse services currently available, although recognized by
only a handful of women, were universally appealing, tn all settings of care, greater
sensitivity to Pima interactional priorities and values must be recognized. The
assumptions of providing biomedical care to majority ethnic categories in the U.S. often
do not apply, and are counter-productive when employed, on the Reservation. The power
dynamics between physician and patient, the pace and format of the interview, and the
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verbal and non-verbal cues relevant for open, productive conversation must be better
understood and applied to the clinical encounter.
Making care respectful and accessible to all Community members in the manners
described in this dissertation is not a priority for all Tribal leaders, perhaps because of
their acculturation into a society that values individual responsibility in health. However,
there may also be a reluctance on the part of leaders to challenge biomedical hegemony,
or to make the fundamental shift in approach necessary to have community-based
services. The economic circumstances that impact Pimas' ability to access, understand,
and carry out health care and health prevention must be better understood and considered
in planning new health services on the Reservation. Habits of practice and design remain
in place from the era of BIA/IHS health services that may now be, slowly and
methodically, replaced by the Tribe. Hagey (1989) has conducted work that shows how
cultural sensitivity in program implementation, such as employment of elders and
recognition of indigenous forms of learning, improves the effectiveness of services. In
particular, uses of indigenous metaphors or traditional stories that "put the nature of
diabetes into a cultural perspective and indicates appropriate coping skills" are more
successful than orthodox biomedical approaches (Murphy 1994:216). Preferably,
decisions about future health services and care practices will be based on detailed, local
(ethnographic and other) data rather than U.S. population-based statistics, and will attend
to Pimas priorities, understandings, and needs.
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V.

Conclusion

I have attempted to highlight the diversity of Pima experience in diabetes and
prenatal care so as to speak fairly and without over-simplification to women's views, to
identify as many of the opportunities for cross-cultural communication as I could, and to
respect the tremendous work and devotion of many clinicians and researchers at the Gila
River. The problems of provider sensitivity and availability that are addressed in
women's accounts are not at all unique to Gila River; nor are the political and economic
factors that create the difficult structural barriers to health care.
I have used women's words to express what seem to me to be very reasonable
complaints about: confusing diagnostic processes; lack of or lack of access to care;
disgruntlement over offensive, belittling, or culturally inappropriate treatment; and the
unfairness of the diabetes epidemic and how much pain it causes in this small
community. I do not intend to hide my own perspective behind women's accounts, but I
do prioritize their words and interpretations over my own in many instances.
The political-economic perspective on this Community is invaluable and,
combined with an awareness of the history of U.S. policy on Native Americans and the
specific developments at Gila River, broadens our understanding of this health epidemic.
Only a contextualized approach to these health issues will produce meaningful and
effective programming; but theoretical models are needed to guide the search for context.
Paradigms built on the mode of production and articulation of Pima society with
capitalist forces are helpful insofar as economic realities at Gila River have had a direct
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relationship with the health developments of the last 50 years. And it is true, a plethora
of health ethnographies rely on theories of development and articulation to explain
disease of development in aboriginal populations around the world.
The tracking of commodities through colonial and more recent eras of
development is also a very tangible and visual method for research. Tangible objects
such as food and glucose monitors also produce such interesting and barefaced cultural
reactions. The transformation of Spanish and Mexican foods like shredded beef
(chumuth) into "traditional" Pima foods over the last 3 centuries is one example - but a
more impressive example is the use of lard in cooking frybread (wahmuchtha). These are
the cellular elements of culture that adapt to changing circumstances and, in the interest
of stabilizing the community during these stressful times of change, solidify the new
elements under a banner of "traditionalism".
Symbolic representations of change can also be "tracked" on these commodities
of identity. Wrapped up in frybread are the Community's need to cohere against an
assimilation!st "Other", and their ability to do this around notions of tradition and Pimaness. Theoretical work on tradition as ideology is becoming an important model for work
with Native Americans and has a strong presence in the works I have cited [especially
\Joe, 1994 #30; Lang, 1990 #37; O'Nell, 1994 #50]. But further exposition and clarity in
this model are needed, preferably not through the homogenization of Indian experience
and the creation of more pan-Tribal colloquialisms. While pan-Tribalism has an
important place in society and academia (and art, etc.), there is a cost involved to too
much blending of Native characteristics and goals.
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Further research into traditions of communication, and how this impacts the
processes of culture change and the behaviors of cultural agents, would be valuable. And
since women's health and issues surrounding reproduction are so often key targets in
development programs, women's communication patterns should be attended particularly
well. It is difficult to gain access to the confidential discourse of doctors and patients, but
this is precisely the site where traditional and new patterns of communication may clash.
Where indoctrination into new ways of speaking about health, symptoms, and the body
occurs, so too do changes in the ways the body is viewed, evaluated, and treated. More
specific research in this area at Gila River would be of particular use, not only to
clinicians seeking more effective and constructive ways to communicate, but also to the
Community as it works to tailor its Tribal health services to Pima ways of doing things.
As ethnographic and clinical researchers move closer together in combating the
diabetes epidemic at Gila River, the assumptions and practices of both professions will
also have to be evaluated. Tribes are in a difficult but high-potential position to gain the
best of both perspectives in future health work and research in their communities. The
lengthy and frequent meetings required for approval of this project, which gave testimony
to the survival of traditional consensus decision-making at Gila River, ensure that
projects can be measured for cultural responsiveness and clinically effectiveness. As
these critiques occur, discussions will be pregnant with opportunities for deep and
purposeful, inter-disciplinary and Tribal-nontribal cooperation.
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Women resist domination by refusing care and using care selectively, as I have discussed. I observed a
poignant example of the Tribal Council resistance of hegemonic control in a Health & Social Standing
Committee meeting. A physician representative of a major research group was in attendance to present his
proposal for a clinical study. His company had conducted research at Gila River numerous times before.
The study would involve the taking of a tissue sample, among other things. After a lengthy, complex, but
expertly presented presentation with slides and a professionally prepared booklet for each Committee
member, the presenter waited for questions and what was clearly expected to be a vote of approval. A
single question was raised by the Committee members: "Will it hurt when you take this sample'?" (Only a
little.) And tlien. summarily, the members denied approval stating that this research group had not returned
to report its findings from other studies, and demanded of the presenter, "why hasn't Dr. X (head of the
research group) come in person?" It was a terribly uncomfortable and surprising moment for the doctor
who was neither prepared for these questions nor familiar with protocols for research at Gila River or
among other Tribes. The entire audience of 20 people sat aghast, none more ashen-faced than L who was
next on the agenda for proposal of my own dissertation research.
" For healthy behaviors to occur in pregnancy, it could be argued that a habit of healthy behaviors should be
in place at an earlier age. This rationale stands behind the desire of some researchers to focus intervention
efforts on children at the expense of adult prevention programs. While 1 also found that youth programs
were very effective in imparting health messages to both children and. through them, to their parents. I
disagree with the approach that ignores adults' desires and abilities to change unhealthy behaviors.

Appendix A
Human Subjects Committee Approval

Letter attached.

THtUNivttsmror
Human subjects Gimmttiee

ARIZONA.
HEALTH SCIENCES CISTZK

loll E. Mabel St
?0. Box 245137
Tucson. Arizona <35724-513
520) 626-6721

a July 1398
Ana T. Ortiz, Ph.D.
Carolyn M. Smith, Ph.D. Candidate
Department of Anthropology
Saury Building, Room A-126
PO BOX 210030
RE:

THE EFFECTIVENESS OF DIABETES i PREGNANCY EDUCATION AMONG PIMA
INDIANS IN SACATON, A2

Dear Dr. Ortiz and Ms. Smith:
We have received documents concerning your above referenced
project. Regulations published by the tl.S. Department of Health anJ
Human Services [45 CFR Part 46.101 (b) {2)1 exempt this type of
research from review by our Committee.
Please be advised that clearance froa official tribal authorities
for site(s) where proposed research is to he conducted must be
obtained prior to performance of this study. Evidence of this must
be submitted to the Human Subjects Committee.
Thank you for informing us of your work. Z i you have any questions
concerning the above, please contact this office.
Sincerely,

William r Denny, M.D.
Chairman
Human Subjects Committee
WFD:js
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Appendix B
Research Questions - Individual Interviews

Reminder: participants can decline to answer any question.
J. General Introduction to the research. 2. Explain risk benefits etc. 3. Consent and
questions. 4. Confidentiality and how data will be used. 5.1 do NOT want any
secret sacred information.
General Questions
1. What is your age (roughly or specifically is fine)?
2. Where do you live (district or general area)?
3. Do you have children (their ages)? Are your parents still alive (their ages)?
4. If pregnant, how far along are you?
5. Are you diabetic?
6. What was the last grad of school you completed?
7. Do you have a job (in addition to taking care of kids)?
8. What is your household income, roughly? (below 10k, l0-20k, etc.)
9. Do you have your own car?
10. Do you have fairly easy access to rides for appointments?
11. Do you get help with your kids from anyone?
12. Do you spend much time at another family member's house?
13. Not using names, who else lives with you in this/your house?
14. Are both of your parents Akimel O'odham?
Pima Health/General
15. How do you feel about the care you get at the hospital or anywhere else on the
reservation, generally?
16. What do you think about making appointments to see a doctor? About the keeping of
a "medical record" or chart?
17. Why do you think some Pimas don't like going to the doctor? Have you ever avoided
going to the doctor? If so, why?
18. Are there any types of medical treatments or specific procedures that you think Pimas
often avoid? (e.g., pap smears, shots, dialysis?)
19. What do you do if you disagree with your doctor? Do you say anything? If not, why
not?
20. Do you know any traditional Pima remedies? Do you still use them?
21. Do you think there are many Pimas using traditional healing methods (either instead
of doctors or along with doctors)?
22. Do you know any Pima medicine men?
23. Are Pima ways/culture understood and appreciated at the hospital?
Pima Health/Diabetes
24. In your own words, what do you think diabetes is?
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25. How do you think a person gets diabetes?
26. Do you know many people who do have diabetes?
27. (If you don't already have diabetes,) Do you think you'll get diabetes? Is it
unavoidable?
28. Do you think a certain 'type of person' gets diabetes? (e.g., people who are
overweight, or Pimas more than other people, older people or younger people?)
29. What do you think it means to be "at risk" for diabetes?
30. Have you heard that more younger Pimas are getting diabetes? If so, why do you
think more young Pimas are getting diabetes now?
31. Is there discrimination against heavy people on the reservation? Against people with
diabetes? Why?
32. Do you think there are differences between Indians who live on the reservation all
their lives, and those who live in urban areas? What are the differences? Why does
this happen?
33. Have you taken the diabetes classes? What did you think? Why did you stay/quit?
34. Do Pimas care much about weight or being a certain weight? Why or why not?
Learning/Health
35. How do Pimas learn (from childhood throughout life) about health and what's good
for them? From whom? Is it talked about much at home? Any reason why not?
36. Do you have any memories from your childhood when you were taught about good
health or what to do to avoid getting sick?
37. Do children always express their opinions to elders? Has it always been this way? Do
you think this is a Pima thing?
Piman History with Biomedicine
38. Comparing it to, say, 100 years ago when Pimas were using only their traditional
medicines, is it better or worse now that there are doctors and nurses here? How has
it changed?
39. Why do you think Pimas have so much diabetes? Where did it start?
40. What do you know about the research that has been done with the Pimas on diabetes?
Do you think research into diabetes helps the Pimas? If so, how? If not, why not?
Sex/Reproduction/Childbirth
41. Where do Pima children learn about sex and reproduction? From whom? At what
age?
42. What do young girls learn about labor and delivery? From whom?
43. Do you consider pregnancy is a healthy time or an unhealthy time? Why?
44. Do you wish there were midwives available for home births?
45. When is the best age for a woman to have her first baby? Why? Why don't most
women wait that long? Do you think they're planning to get pregnant or its by
accident? Is birth control used or is it frowned upon?
46. Who is involved in the childbirth? (e.g., attendants, advisors, helpers, family...)
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47. Is there anything you think women should not do when they're pregnant? Why? Do
you have any stories that talk about this?
48. Do you feel that the experiences the mother goes through during pregnancy affect the
baby? How? Will it change the baby?
49. Is there anything women can't really talk about, or don't really talk about openly
with their doctor?
50. What things might make a pregnant woman sick?
51. What are the feelings that tell you that you're sick? Or that something is wrong? Or
you're hurt?
52. Did you ever have any of these when you were pregnant?
53. How did you know you were pregnant?
54. Do you feel that your body was stronger in any way because you were pregnant?
Weaker?
55. Do you feel you are/were more likely or less likely to get sick/catch illnesses because
you're pregnant?
56. Are you different mentally/psychologically because you're pregnant?
57. How do you feel about your body now that you are/when you were pregnant? (DavisFloyd 1994)
58. Is there anything doctors know or taught you about a pregnant woman's body or
what goes on in a pregnant woman's body/with the fetus that you didn't know before?
59. How do you feel about breastfeeding? Did you or will you? Why/why not? Did
others in your family breastfeed?
60. Have you heard of gestational diabetes? (if not, explain then ask) Just knowing that
much about gestational diabetes, do you have any ideas about how that might work?
How it might come when a woman is pregnant then go away?
61. What does pregnancy do to your diabetes?
62. What did it mean to you to become a mom for the first time?
63. Is there anything your parents taught you that you want to pass on to your children?
Wrap-Up
64. What would you change about the health programs in the GRIC if you could?
65. Do you think the tribe is doing enough about diabetes?
66. What do you think will help more people prevent diabetes?
67. Do you have any interesting (or funny or sad or
) stories about pregnancy or
childbirth that you could tell
68. Do you have any stories about visiting doctors or nurses that you can tell?
69. Is there anything else you would like to say on these subjects, or that you want the
Tribal Council and hospital Board of Directors to know?
Pregnant Women CD:
70. When was your last appointment? Tell me about it.
71. How did you feel about what happened?
72. Would you have changed anything? Done anything differently?
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73. What kind of job do you have if any? What does that involve? How long do you
work each day?
74. Who do you live with? How big is your house for that number of people?
75. Do you all share meals together?
76. Who cooks the meals?
77. Other than above, where else do you frequently eat? (name 2-3 places)
78. How much do you control what your kids eat? Do they get to a certain age when you
can't control it anymore? What age?
79. Is it ever wrong to try to control what your kids do? When?

Pregnant Women (ID:
80. When was your last appointment? Tell me about it.
81. How did you feel about what happened?
82. Would you have changed anything? Done anything differently?
83. What do you do differently when you're pregnant?
84. Do people treat you differently?
85. When you leave the doctor's offices, do you ever feel confused about something they
said? Do they ever speak too quickly? Or use words you don't know?
86. What things have happened to you that a doctor probably would have wanted you to
go in for, but you stayed at home (to treat on your own)?
87. Do people tend to talk about health only when they or someone is sick, or any time?
88. Who do you talk to when something is wrong in your life? With your health?
89. Do you ask anyone's advice before deciding to go to the doctor for something?
Whose? Why?
90. How do you feel about your body right now? Do you like to look at it in the mirror
to see the changes?

Pregnant Women (IIP:
91. When was your last appointment? Tell me about it.
92. How did you feel about what happened?
93. Would you have changed anything? Done anything differently?
94. How do you feel about your body right now? Do you like to look at it in the mirror
to see the changes?
95. How do you feel about birth control for yourself? For your kids?
96. Will you teach your kids about sex/Have you? At what age? Will you tell them about
birth control?
97. Do you feel your kids are healthy? If not, what problems do they have?
98. Is there anything you think your kids should be doing to be more healthy? Are they
doing these things? If not, why not?
99. Can you make your kids do these things? Could you when they were younger?
100. Why is it impossible/difficult to make kids do these things?
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Appendix C
Research Questions - FOCUS GROUPS
Reminder: participants can decline to answer any question.
I. General Introduction to the research. 2. Explain risk benefits etc. 3. Consent and questions. 4.
Confidentiality and how data will be used. 5. J do NOT want any secret sacred information.

PAMPHLETS/VISUAL MATERIALS
Reactions.

CARE-GIVERS
What would you like care-givers to know about Pima culture?
How would you like care-givers to treat you at the hospital/clinic?
Who/what type of person is more likely to use traditional healing methods?
Who/what type of person is more likely to avoid the hospital?
How much should care-givers know about traditional medicine in order for them to help those who want
to use these methods? Should they help them find healers if thev want them?
Should traditional methods be taught in classes the same way modern methods are being taught?

EDUCATION AND CHILDREN/AUTONOMY
What are parents' responsibilities regarding their children's health?
Do your kids eat what they want or only what you give them? How much control do you feel you have
over what your kids eat?
Is nutrition talked about at home? If not. where?
How do you feel if your kids say to you. "that's not good for you - you shouldn't cat that"? Is this
disrespectful?
Is it disrespectful to "nag" someone about going to the doctor?
Is it bad to tell kids "no" too often? How much is "too often"?
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Appendix D
RECOMMENDATIONS
(Made to the Tribal Council as part of the Final Field Report)

1.

A Tribaily produced book or lengthy booklet that describes the Pima in detail. Such a book would
include the history and economics of the community, as outlined in this Report, so that caregivers
would understand the context for Pima lives today - why Pimas are not farming as much as they
used to: why Pimas cat what they do: Pima values for raising children and standing together as a
community: etc. It should be a priority to teach caregivers the modern Pima culture, how it is
growing and changing all the time to adapt, as Pimas always have.
2. A more thorough and lengthy orientation to the community, ideally before work begins.
Orientation might be expanded to include:
a. demographic information on the community including summaries of Pima employment,
income, age. family size, education level, etc.:
b. discussions with several community members (including adults, children, elders, and
parents) on how good care might be provided to Pimas:
c. visits to several community locations including service centers, schools, various offices
including Tribal Offices, and other locations where Tribal members can be seen and
visited in their everyday activities:
d. attendance at a Tribal Council meeting:
e. introductory Pima language skills for a minimal ability to greet and respect Pima
speakers, especially elders.
3. Ongoing education for caregivers that builds upon and updates information in the Orientation.
Suggestions for ongoing education include:
a. attendance at Tribal Council or other community meeting:
b. ongoing language education with a community member.
c. volunteering to help with community events such as rodeo. Mul-cha-tha. or elders'
lunches.
4. Improved use of patient feedback. A more effective and more "attractive" way for Pimas to voice
concerns and problems with care giving services is needed. This project gathered several
complaints and concerns, sometimes about specific people or events. Use of this same
methodology may. therefore, be more effective than those now available:
a. random interviews with patients on the phone or in their home about the services they
have received:
b. community meetings where people can voice their more general concerns with care
giving services.
5. Finally, it is recommended that employee education and patient satisfaction information be tied to
performance evaluations. For example, each direct-care employee would be responsible for
responding to/correcting annual feedback from patient satisfaction surveys and educational testing.
Very few employees have voluntarily involved themselves in the community, learned about its
history and characteristics, or learned Pima words in orderto better communicate with patients.
These dungs - if they are to be priorities - should be mandated and checked up on. On the other hand, it
would represent a significant dedication of time and money for the Tribe to mandate these things for health
care employees. The costs and benefits will have to be weighed by the Tribe.
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Appendix E
Map of the Gila River Indian Community
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