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“It Is Not Just Diabetes”: Engaging
Ethnographic Voices to Develop
Culturally Appropriate Health
Promotion Efforts

Diane Weiner and Mary K. Canales

Anthropologists generally agree that health is a product shaped by cultural
perspectives, strategies, and social relations. The unequal distribution of
social, economic, and cultural capital affects the health risks of individuals and
communities and impacts the abilities of these individuals and groups to create
and sustain changes.! Abel tells us that cultural capital is expressed through
behaviors, perceptions, skills, and knowledge as well as the ability to engage
valued institutions and resources through these skills.2 Bourdieu identifies
these resources as forms of capital and identifies social capital as “the sum of
actual and potential resources that can be mobilized through membership
in social networks.”> Shim observes that cultural health capital might be a
useful framework for examining how health inequities develop, are articulated,
and are reproduced.* Within this context, narratives created by Northeastern
Native American community members and Native and non-Native researchers
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are used to demonstrate the dynamism of ethnography and community-based
participatory research (CBPR) as tools to elicit and apply cultural capital.

A review of CBPR in the context of health promotion programs provides
an opportunity to demonstrate the ways cultural capital is shaped and in turn
shapes health interventions. While the researchers focused on developing
cancer education programs, Native participants and community members
continually integrated their concerns and issues associated with diabetes into
discussions and, ultimately, into educational programming. Data from Natives
in the Northeast are integrated throughout the paper to highlight the varying
influences of cultural capital.

We also examine cultural capital within the context of ethnography, CBPR,
and holism. Ethnography is an effective way to elicit information about the
health-relevant cultural capital of indigenous people. As a method, CBPR
provides a context to “apply” cultural capital in the research arena while holism,
as a practice, provides an excellent exemplar of how cultural capital is mani-
fested in the day-to-day lives of Native Americans from the Northeastern
United States whose tribal perspectives and experiences have been less visible
in the published literature.>

SAMPLE POPULATION: NORTHEASTERN NATIVE AMERICAN TRIBES

The ethnographic data reported throughout the paper were collected primarily
in Connecticut and Rhode Island during a five year period (2007-2012).6 7 In
addition to the nine state- and federally recognized Native American tribes and
communities distributed across Connecticut, Rhode Island, and Massachusetts,
there are Native Americans in this region whose tribal affiliation is not situated
within one of these states. These varied affiliations created a very diverse tribal
network for us to draw upon. For example, according to the 2010 Census, the
total Native American population in Connecticut is approximately 31,000
(alone or in combination with one or more races), with marked differences
in places of residence, languages, religions, cultures, health beliefs, economic
status, and occupational and social resources.8

In this region of the northeastern United States where the CBPR proj-
ects were conducted, the Connecticut tribally managed local health facility
provides direct primary medical care and behavioral services to federally recog-
nized Natives and to eligible Natives enrolled in a historic state-recognized
tribe. Because employment and housing opportunities attract Natives from
throughout the United States, the clientele is tribally and ethnically diverse. An
additional tribal health facility on a neighboring reservation provides referrals
to primary and specialty care services for their tribal members and spouses.
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This program also administers contract health services and similarly managed
clinics in neighboring states. Access to care, whether through tribally managed
services or through other systems in this and neighboring states, is reportedly
contingent on enrollment status, insurance access, transportation, trust of
providers, programs, and technologies.?

Native Americans in the Northeast region experience numerous and
substantial health, education, and social disparities. Limited state and regional
data reveal that compared to the general state population, a greater number of
the region’s Natives are habitual smokers, are overweight, and suffer from higher
rates of chronic illnesses than the general state population. For example, data
from a 2007-2009 Massachusetts Behavioral Risk Factor Surveillance System
(BRFSS) study revealed that 34 percent of Natives are obese as compared to
22 percent of all state residents. Moreover, Natives from Massachusetts have
a diabetes prevalence rate of 12 percent while the state prevalence rate among
non-Natives is 7 percent.?

To add to the limited health data available for northeastern Native
Americans, a survey was conducted with 204 Natives (2007-2008) in
Connecticut.!! Results indicated that 13 percent of the sample had received a
diagnosis of cancer during their life, 55 percent reported smoking 100 or more
cigarettes per week at some point in their lifetime, and 38 percent stated that
smoking is allowed in their homes.’2 Although regional smoking prevalence
data on eastern Indian tribes are unavailable, these data were consistent with
data from another northeastern state, Maine, where the smoking rate among
Native Americans was reported as 43.9 percent,!? as well as 2007-2008
BRFSS data, which reported higher smoking rates for Connecticut Native
Americans (34.4 percent compared to 15.3 percent among Connecticut non-
Hispanic whites).1

This survey, part of a two-year cancer education project, was designed,
piloted, revised, and conducted jointly by researchers and community
members. It was part of several parallel efforts that engaged local voices to
establish culturally competent community-based health education programs.'s
Examination of research-based health programs, developed and managed from
2006 onwards in this region of the Northeast, illuminates how community
voices and cultural strengths shape and reshape health education programs.
Of particular importance to this discussion was the observation that programs
designed to ostensibly address issues of cancer prevention, screening, and survi-
vorship actually were and continue to be infiltrated by the interaction of this
condition with diabetes prevention, care, and survival. Exemplars from study
participants interviewed during the five-year period are integrated throughout
the paper to reinforce these researcher observations.
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DIABETES, CANCER, AND NATIVE HEALTH

Data suggest that approximately 30 percent of Native Americans, ages 55
and older, have type 2 diabetes,'¢ while the age-adjusted prevalence of diag-
nosed diabetes is approximately 20 percent per 1000 among Native American
women.!” Data from the 2000-2006 BRESS indicate that 12.4 percent of
American Indian/Alaska Native respondents as compared to 6 percent of
non-Hispanic Whites reported having ever been “told they have diabetes”
(excluding during pregnancy).’8 Although these rates are significant, they are
underestimations and often do not include Native peoples who choose not
to identify themselves as Native American due to a host of reasons including
perceived discrimination.!?

Although Native Americans with diabetes have increased contact with the
biomedical system, they are screened for cancer at lower rates. For example,
approximately 48 percent of Native males ages 50—75 years old had a pros-
tate specific antigen (PSA) test compared to 58 percent of non-Hispanic
white male cohorts,?0 while Native women reported lower mammography
use than non-Hispanic white women.2! These trends impact cancer diagnosis
and staging. For example, an examination of invasive and in situ female breast
cancer in the Northeast from 1999-2004 indicates that among Native women,
64.1 percent were diagnosed at an early stage, 32 percent were diagnosed at
late stage, and 3.9 percent of cases were diagnosed at an unknown stage.?? In
contrast among Non-Hispanic white women, almost 70 percent of cases were
diagnosed at early stages, 25.3 percent were diagnosed at a late stage, and
5.3 percent were diagnosed at an unknown stage.?> Although differences in
incidence rates24 among Native Americans exist in general, cancer survival for
colon,? breast,2 and other cancers among this population is relatively poor
compared to survival rates for the same cancers among other racial/ethnic
groups in the United States.?”

From a biomedical perspective, co-morbidities of diabetes, obesity, and
hyperinsulinemia all disproportionately affect Native women and are related
to increased risk for breast cancer?® and for proximal? and distal colorectal
cancers.?® The likelihood of Native women being obese is 29.4 percent
compared to 20.3 percent for non-Hispanic white women and 5.8 percent for
Asian women,?! with extreme obesity more common among Native women.3?
Similar to certain cancers, biomedical risk factors for type 2 diabetes are meta-
bolic syndrome, hyperinsulinemia, obesity, poor diet, lack of physical activity,
and a genetic predisposition (family history).33 These associations are critical
for health education and demand a shift of focus from fractured programming
that addresses a particular disease to a holistic model of health promotion
and education.
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METHODOLOGY: TOOLS OF THE TRADE TO ELICIT CULTURAL
CAPITAL

One way to develop a holistic model is to reveal, examine, and maneuver
cultural health capital embedded in a community. Although anthropologists
and other researchers have used a variety of mechanisms to understand the
cultural aspects of the “tool kit of resources” employed to create and perform
health behaviors, community-based participatory research (CBPR) seems
particularly useful to analyze the means by which cultural health capital is
expressed through health interactions. In a discussion of social capital and
health inequities and the need for collaboration, Lynn Morgan asserted that,
“As experts in ‘the local, it is up to [anthropologists] to point out the effects
of institutionalized stratification and discrimination that keep certain people
excluded from civil society, or community participation, or barred from access
to social capital, even as others are encouraged to participate.’3* We contend
that, while anthropologists focus on the local, community-based participa-
tory research enables researchers, advocates, and partners to contribute their
analyses of the local in order to assess and act upon broader meanings and
representations of health.

Community-based Participatory Research (CBPR)

More than twenty-five years ago Susan Guyette wrote:

The concept of community-based research has its roots in the idea of self-determi-
nation. It is research, largely descriptive, that comes from within the community. It
may include outsiders, but in a cooperative and sharing relationship that is sensi-
tive to the viewpoints of both insiders and outsiders. Community-based research
can be an invaluable tool in community development, as a means of documenting
needs and testing solutions.?®

This orientation espoused by Guyette was inspired by the self-determination
rhetoric of the 1970s, including the Indian Self-Determination and Education
Assistance Act of 1975.36 Guyette’s definition of community-based participa-
tory research (CBPR) appears to have many, but not all, of its roots in popular
education movements, liberation theory, critical consciousness, and decoloniza-
tion processes of the 1960s and 1970s.37 38 Freire argued that as people engage
one another in a larger social context, how they think and ascribe meanings
about their social world changes, their relationships to each other strengthen,
and their abilities to reflect on their own values and choices are impacted.?
Meanings are made and revised through the creative processes of participatory
co-learning and problem solving. In an anthropological context, it becomes
imperative to understand the ideas, behaviors, and “the worlds” of the distinct
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participants of CBPR in order for anthropologists to aid in the process of
making all participants visible, vocal, and present.

Anthropologists also problem-solve, and for this reason, one can see
applied anthropologists who engage broadly the processes of art and science
to uniquely enhance CBPR.% Barbara Rylko-Bauer and colleagues stress the
“discipline’s goal of pragmatic engagement” that requires a willingness to take
stands on pressing human issues, to be ethically and politically subjective while
methodologically objective, and to accept advocacy as part of a disciplinary
framework that already values theory and research excellence.*! Finally, “prag-
matic engagement requires a willingness to not only shape public discourse but
also offer evidence-based solutions to social problems.”+

This engagement advocates a willingness to be shaped by local discourses
and partners to enhance and establish local solutions to problems within
historical and sociocultural contexts.#3 Furthermore, Suzanne Heurtin-Roberts
notes that applied anthropology acknowledges, extrapolates, and struggles with
“power differentials and economic forces inherent” in social structures and
organizations that contribute to health conditions and to distinctions between
and among CBPR participants.** Researchers such as Anja Krumiech and
colleagues and Maghboeba Mosavel and colleagues also agree.*>

When CBPR approaches are combined with applied anthropology, it
enhances the abilities of individual or group participants to identify a problem
and to creatively develop and implement culturally relevant, comprehensible,
and effective interventions.* Rather than attempt to “fix” deficit knowledge,
this approach embraces and wrestles with contextualized knowledge, experi-
ences, and strategies. The ideals of CBPR may imply additional effort on
the part of participants to achieve desired goals, but it is fundamentally
about who has the right to speak, analyze, and act.” Use of CBPR involves
long-term commitments, trust, and passion to enable change, whether at the
system or individual levels. Indeed, CBPR projects are often an outgrowth of
dedicated people working—often for decades—at local, regional, and federal
levels. These programs address health conditions such as diabetes and all its
complexities: the social, cultural, physical, spiritual, and emotional. In delin-
eating CBPR, CDC uses the W. K. Kellogg Foundation Community Health
Scholars program’s definition, which states: “CBPR begins with a research
topic of importance to the community with the aim of combining knowledge
and action for social change to improve community health and eliminate
health disparities.

With this perspective and that of Guyette in mind, one can examine the
motivations, inspirations, challenges, and pitfalls that emerge in designing,
implementing, and evaluating CBPR that involves Native Americans, type 2
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diabetes, and cancer.* To provide a context for this topic, we provide a case
study from a completed research project.

From 2006-2008 the coauthors of this article served as the anthropolo-
gist and nurse researcher for several community-based participatory studies,
including the “Families Together, Native American Intergenerational Cancer
Survivorship Project” which brought together the multidisciplinary approaches
of epidemiology, medical anthropology, nursing, health education, and medicine
with several tribes in Connecticut.”® In addition to the coauthors, core project
staff included a project director who is also a licensed professional counselor,
an epidemiologist, and seven Native American community educators. The
primary objective of the project was to develop and evaluate a culturally appro-
priate community participatory cancer survivorship education program with
local Native Americans.

Prior to beginning the research, we created an advisory board composed
of tribal representatives, cancer survivors, and a government tribal liaison.
The advisory board members guided research staff in their work and served
as liaisons to their tribal communities. The involvement of the advisory board
is consistent with CBPR principles and reflects the research team’s effort
to include community representation in all phases of the project, including
problem identification, data analysis, curriculum development and evalua-
tion, as well as publications and presentations. The advisory board also was
valuable in assisting the project team to recruit Native Americans to the
education sessions.

We conducted six group interviews across the state with sixty-three Native
Americans, eighteen years of age and older, about cancer coping strategies and
health education needs. Additionally, seventeen cancer survivors participated in
formal individual interviews. Participants were recruited through flyers posted
in tribal buildings, advisory board members, Native cancer survivors, university
connections with Native American Studies programs, and word of mouth.
The project team also partnered with the Applied Anthropology program of
a local college in which five students conducted a field study resulting in a
report on how tribal leaders view cancer and cancer information. The students’
report was distributed to college faculty, our project team, and the host
tribe. These qualitative data were complemented by a quantitative analysis,
conducted by the research team’s epidemiologist, of the cancer incidence and
mortality among Native Americans recorded in the National Cancer Institute’s
Surveillance, Epidemiology, and End Results (SEER) Program during the time
period 1990-2005. We incorporated all of these data as we developed four
curriculum modules related to health promotion and cancer.

Each module followed a similar format agreed upon during community
educator trainings with Native American facilitators. Unique content was
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written for each topic and quotes from the qualitative data and data collected
from the epidemiologic analysis were integrated throughout the content
section; these data allowed us to connect the information to local Natives’
experiences. We also included group activities to provide more interaction
between the program facilitators and participants. During a formal individual
interview, one participant, an adult child of a breast cancer survivor, suggested
we design the modules to be “very basic” at their core with the ability to delve
into detailed matters when requested. Charley, the research participant who
offered this advice, explained:

So education should be very basic. . . . What can I ask?

What should I ask?

What should I not ask?

Is it ok to be angry?

Is it ok to be mad about cancer with God, Creator?

Should I feel guilty about that?

Is it ok to shriek at the doctor? ... Are the needles necessary?

Is there a stranger who walks in the door, why am I seeing a stranger, when I see
another doctor?

The physical is one thing, the emotional is another. What about my nurse?

Can my family be angry? What do I tell them? What do I explain to them?

What about diet? . .. And in my terrors, will the doctor be upset with me? Am I
neurotic? Am I making too many phone calls to learn more about my diagnosis
and care? Will they be sympathetic? Empathetic? If they explain to me, I'll be in
such terror I may not understand or remember they explained it to me already.

We completed three trainings and a dry run with a group of Native
American cancer survivor community educators recruited from the advisory
board membership, participants in group or individual interviews, and by
word of mouth. The trainings were led by project team members and included
introductions, review of videos, discussion of curriculum topics, logistics of the
sessions, and participant recruitment.

Evaluation of this project was multipronged, encompassing: (1) community
educator evaluation of the trainings and their role in presenting the survivor-
ship education program; (2) education session participant evaluation; and
(3) formative evaluation. Utilizing multiple forms of evaluation allowed us
to capture evidence of cultural capital in several forms. For example, commu-
nity educators’ evaluations indicated that, overall, they gained knowledge that
enhanced their own learning as well as facilitation skills that increased their
confidence and ability to engage a wider audience.

The advisory board members who wished to emphasize a holistic, and
perhaps a more secular, slant to community-based education named the
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program “Wellness and Cancer Prevention Circle” education sessions. In
addition, the use of a Modified Talking Circle format enabled community
educators to communicate directly with participants as well as provide support
to others.>52 Evaluation data from one community educator explained this
effect: “The Circle was more relaxing because it was ... more Native—we
shared more experiences and knowledge and just spoke more, as in community
gatherings.” In regard to the trainings, community educators asserted that
additional trainings would enhance their skills and provide more opportuni-
ties for bonding as a group. In their evaluations of the training, they identified
future programming needs, such as nutrition, “because [patients] won't sit
with a doctor and get a diet.” These perspectives from tribal members are the
foundation for disrupting inequities in cancer education. Indeed, these ideas
aided in the development and implementation of local cancer education and
wellness programs from 2009-2012 and grant proposals connecting cancer
and diabetes education from 2011-2013.

Education session evaluation data were collected from participants via a
feedback form that was completed at the end of each education session. A
blunder that researchers made while writing the grant was to employ pre- and
post-tests as evaluation tools. The research team and the funding agency were
informed by the advisory board members that pre- and post-test evaluations
were culturally inappropriate and would not be completed by the majority
of participants. Clearly a conflict with biomedical cultural capital and the
academically oriented researchers required a critical revision of ideas. The
advisory board members also questioned the use of the collected data and
requested that project team members contact the funding agency directly and
determine how data would be used. The trust issues that surfaced during
these discussions were clearly related to long-standing negative perceptions of
research and the historical trauma associated with research practices experi-
enced by Native Americans.

With the aid of advisory board members, project team members devel-
oped a draft of a post-event feedback form, and the community educators
provided edits. This approach was in direct response to the ideas of the advi-
sory board members. The associated funding agency was contacted and after a
few conversations they agreed to this change in forms and the partial shift to
rebalance power. The strength of the advisory board and cancer survivor facili-
tators’ cultural capital was evident during this process and demonstrated to the
project team that although participatory in nature, there were clearly power
struggles within this CBPR project. Members of the research team realized
they had made a cultural gaffe and relied on the views of community members
to bolster the justification for changes. The outside researchers apologized to
advisory board members and explained the researchers’ error to funders.

WEINER & CANALES | CULTURALLY APPROPRIATE HEALTH PROMOTION EFFORTS 81



During the study period we conducted nine educational programs,
collecting fifty-two evaluations (52/69=75 percent response rate). Excerpts
from evaluation data are provided to highlight participants’ overall response to
the CBPR programming. In general, participants described the cancer educa-
tion program as an opportunity for “physical, spiritual, and mental healing” as
well as education. Participants also identified topics for future programming,
including cancer prevention as a whole and the “big three: diet, exercise, [and]
medical exams.” Interactive exercises and “having specific topics to cover along
with an open session” (or talking circle) were also requested for future sessions.
In terms of the format itself, participants evaluated it as “very supportive and
talking together means so much.” Formative evaluation of the project included:
quarterly advisory board meetings, where each objective of the project was
reviewed and discussed; monthly review of the project time-line, with commu-
nication via e-mail to team members of how each objective was being met; and
weekly teleconference calls between research team members to assess progress,
review previous and upcoming education sessions, and plan for advisory board
meetings and presentations.

Cultural capital was employed by researchers, community advocates, and
advisory board members at a variety of levels. Ethnographic data represented
the experiences, choices, ideas, and knowledge of interview participants, as
well as the communicative styles of interview participants. This “tool kit” of
cultural capital served as the foundation for the implementation of modified
talking circles. Concurrently, the structure and associated processes of these
talking circles illustrated another use of cultural capital. Success is reflected
by continued external funding, ongoing participation in educational programs
and events, and requests for programs by Native individuals and members of
neighboring, but not-as-yet partner tribes.

Perhaps our greatest success was achieved when the project team and advi-
sory board members agreed to host a winter intertribal social as an honoring
ceremony for a community elder who is known as a health advocate, cancer
survivor, and leader in the cancer prevention and education movement in
Connecticut and Rhode Island. More than one hundred guests as well as
invited drum groups joined the project team to sing, dance, celebrate, and
honor this remarkable woman. To our joy, additional drum groups arrived and
requested to perform. During the event, team members were able to discuss
health promotion with the entire group as well as individuals. For an extended
period of time, community members, especially elders, continued to share with
the project team how important this cancer education program is to their
communities and reinforced that it must continue.

These strategies illustrate the ways cultural capital is made and enacted:
empowered individuals employing local methods to redistribute health capital.
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Although these specific examples were from a cancer education program
designed for and by Native Americans, the processes are applicable for those
developing and implementing diabetes education programs. The key to
harnessing and enacting cultural capital is for researchers to recognize and
trust the capabilities of Native American communities and include members in
all aspects of the process.

Ethnography

Community-based participatory research requires critical ethnographic
methods, often with an emphasis on individual and group interviews, partic-
ipant observations, informal conversations, oral histories, and community
strategy meetings.>> These form the foundation for the development, imple-
mentation, and evaluation of education programs that rely on the viewpoints
and voices of insiders and outsiders. In this way, ethnography contributes
to multidisciplinary CBPR, a tool for leveling power differentials, even if a
“perfect balance of power can never be achieved” between partners and stake-
holders. Such an orientation also provides an opportunity to elicit cultural
capital >4

Native-based health education programming often reflects community-
based initiatives linked to the institutionalized production of knowledge about
diabetes or other health diseases created by funding agencies and grant mecha-
nisms. Holistic strategies may center on ways to alleviate multiple health
crises, or comorbidities, rather than on a single, medicalized issue such as
diabetes, cancer, or obesity prevention. For researchers, the agenda is often
shaped by a particular research topic. The use of ethnography to collect and
assess formative and in-depth research data allows the researcher, partici-
pants, and other team members to engage a mélange of voices into a dialogue
with the “agenda.” In our experience, stories and ideas about type 2 diabetes
frequently leaped to the forefront of the conversation about health between
Native community members and researchers. Ethnography is one way that
distinct types of evidence and styles of expressing such data might be shared
in a culturally appropriate manner for different partners.5> This approach is
also a way to explicate and extricate cultural capital as a means to help close
health inequities.

An example from our work illuminates these interconnections. During one
of our research projects, Jennifer, a Northeast Native nurse, was interviewed
by the first author. Jennifer shared a story about a Native man who was a
patient. Her goal was to teach the author, a researcher, about ways community
members interact to achieve and protect health. She articulated details about
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the ways members of her tribal social network use cultural capital in order to
alleviate health problems.

There was one elder there with diabetes and he wasn't sticking to his diet and no
matter what the Indian health nurse said, he took foods, he wasn't going to eat
certain foods. It was a lot of work for him and it took a lot of work, you know,
one-on-one, you know talking to him and he would only talk to the Indian nurses
so that we carry the same history, and for whatever reason. So . . . that's what I see,
that our people do better when they deal with their own people and people they
know because people they know—maybe it’s a trust issue where they were not told
the truth about a lot of things and this carries over to health issues also.

Later in the interview, Jennifer discussed her work in a non-Native hospital,
stating:

Sometimes [Native patients] would be resistant to treatment, but all you had to do
is give them that contact and talk to them and you know ... our people are very,
very private, and they are used to doing their own thing, their own way, but usually
if you do something they're familiar with, they know. Then you're able to at least
reach them because your experience is their experiences, and they know this. And I
think they feel that one of their own can relate to how they feel.

Jennifer’s thoughts provoke a consideration of cultural capital. Her percep-
tions, skills, and behaviors are mobilized to enact and portray trust based on
shared culture.5¢ In this context, her Native cultural capital appears to have
had more authority than biomedical cultural capital.5” However, biomedicine
is not neglected; rather the two different forms of cultural capital (Native
and biomedical) appear to both compete with and complement one another.
Jennifer illustrates her points with a focus on topics and resources that are
meaningful to members of her social network: diabetes, trust, and resistance.

To reframe entrenched ideas of negative distribution of resources, one
might consider cultural health capital as a way to investigate how Native
perceptions, skills, and strategies are shared as strengths and assets. It is
through an ethnographic approach that culturally relevant questions may
arise, such as: What are the sociocultural factors and resources that enable and
enhance a more equitable distribution of health-relevant cultural capital? How
might the behaviors, skills, and knowledge of distinct members who partici-
pate in social networks disrupt health inequities? In what ways can resistance
to a singular focus on health promotion and education be shifted to a local,
more holistic stance?

We contend that ethnographically-based program approaches in cross-
cultural settings tend to be relatively flexible, humorous, and “egoless” and give
researchers, participants, and partners a way to facilitate the extrapolation and
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translation of all aspects of culturally relevant health capital within a specific
sociohistorical framework in order to construct and enact health programs.>85
Victor C. de Munck writes that ethnographic research is either problem-
oriented or holistic, although this divide is “fuzzy."®® De Munck asserts that
problem-oriented ethnography tends to be conducted in less time than holistic
ethnography and centers on a specific dilemma or issue.®! Lines of separa-
tion may become very blurry with CBPR projects that focus on health and
social change. The ethnographer and a tribal health committee, for example,
may initiate an outline for a diabetes project based on a call for projects by a
funding agency, yet community strategy meetings and ethnographic research
may reveal a concern about hypertension or a local health condition that is
neither named nor recognized by funders or administrators.

By combining problem-oriented and holistic ethnographies, the ethnog-
rapher may be turned on her head a bit; for example, she is funded to
examine biomedical or public health-named issues of diabetes care or educa-
tion approaches while at the same time eliciting stories and ideas infused
with information about pain, stress, and their multiple complex connections.
Although separating biomedical disease categories may facilitate a response to
particular research agendas or funding mechanisms, such an artificial separa-
tion may inadvertently obscure community-based needs and interests.

By using a variety of ethnographic approaches, the authors were able
to retain a more holistic approach towards data collection and thus limit
the effects of a biomedical approach that separates cancer from all other
disease states or life processes. We incorporated data collected from informal
interviews, semi-structured interviews, surveys, informal conversations, obser-
vations, participant observations, group editorial or strategy meetings, and
group interviews in our efforts to examine and connect the ideas and perspec-
tives of multiple people.

Similar to the goal of focus-group interviews, the goal of group interviews
is to obtain insights about a particular subject through group interactions.62
Unlike focus groups however, consensus on matters is generally not a goal
and researchers assume that participants may know each other.6364 Indeed
introductions to these group interviews usually include questions of belonging.
In a hypothetical example, Jill might introduce herself, and other participants
might ask, “Who are your parents? Is your cousin Mike the one who moved to
Boston?” The links appear to create a sense of social and historical connected-
ness. Such connections can shape interviews, as these communicative cues
and styles are often shared by the participants. These participants may make
references to events, people, places, and histories known to each other yet unfa-
miliar to or unknown to the researcher.
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The group interviews reveal behaviors and perceptions and illuminate the
wording, style, and context associated with these strategies and associated
explications. The development of local interventions embraces these ideas and
communication approaches. For example, individuals may offer advice to one
another based on personal, family, or community experiences. In some cases,
familiarity enables participants to reveal what might be deemed embarrassing
matters due to comfort levels. In the Northeast, teasing among group interview
participants is an acceptable response that implies trust, endearment, and
support among speakers. The teaser is basically questioning the speaker’s orig-
inal statement while encouraging the speaker to keep talking and to explain
himself because the teaser can be trusted to understand the perspective of
the speaker.

Because connectedness manifests itself in a variety of ways, interpretation
of its impact on group interactions may sometimes be lost to the researchers.
Long-term research relationships are therefore essential to enhance the ability
of researchers to understand group dynamics. Furthermore, when researchers
include community members in the research process, the latter may be adept at
explaining relationships between participants as well as interpreting underlying
interactions, values, and cultural symbols. Moreover, this inclusive technique
considers local connectedness as a community asset and as a pathway for the
expansion of health, social, and research relationships.

This approach enhances the ability of community members to teach
outsider researchers the intricate social and biological connections between
individuals of distinct reservations and communities in order to understand
and implement social networks to provide support or prevention education for
individuals with chronic conditions. For example, the prevalence of conditions
that may be biologically inherited might be explained by a community epide-
miological discussion in which the people diagnosed with an ailment from four
different reservations and seemingly distinct family lines are noted and biologi-
cally connected. This type of communication elicits critical health capital in
terms of skills and knowledge that might be used to develop culturally appro-
priate education for community members and their health professionals.

The next ethnographic research study example provides insight into
how individual voices can come together through ethnographic inquiries to
strengthen their collective cultural capital. In 2009, the “Wellness & Cancer
Prevention Circle” education sessions were expanded to a neighboring state.
Since 2010, researchers, program managers, and a cadre of community
advocates, most of whom had been advisory board members or commu-
nity educators since 2006, were funded to implement culturally appropriate
community-participatory breast cancer education programs. The goal of these
efforts was to increase access to cancer prevention and detection resources
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among Native Americans in a single state and a neighboring reservation in
another state. Each education session had a theme and an associated educa-
tion module, based on ideas from feedback forms, with information about
topics such as family history, stress, and diet incorporated into session discus-
sions. In a 2011 community cancer-education training session in which the
first author was present, advocates and educators made a group decision to
include diabetes-education information in all future cancer prevention and
wellness sessions, especially during presentations about potential cancer risks
and treatment approaches.

Through 2009, the advisory board, the research data, and the researchers
influenced the planning of programs. Community educators managed and
steered the education session activities. Although there has been some attrition
and change amongst board members, researchers, and educators, we have all
matured. This maturity has realigned not only who implements activities, but
also who designs and reviews them. Data continue to drive our agendas as do
the ideas and growing public speaking and education skills of Native American
community educators.

Nevertheless, this orientation is also shaped by the nature of funding. For
example, since 2010 programs focused mainly on breast-cancer-specific health
promotion activities because funding was secured from a breast cancer orga-
nization. Fiscal circumstances therefore impact holism. Although the projects
serve men and women, the overwhelming majority of participants are women
because breast cancer is generally perceived as a woman’s issue. The topical
focus, as a result of funding streams, is breast cancer, but nonetheless ethno-
graphic data, evaluation data, and general feedback resist such pigeonholing in
myriad ways. For example, participants at an event might ask a question about
environmental pollutants and general health or local access to herbal resources.
Or a husband may share how his wife managed chemotherapy in light of her
diabetes and what changes she needed to make in her diet during this cancer
treatment period.

Through participant observations of education events, strategy meet-
ings, and individual interviews we began to notice an underlying discourse:
in the midst of our concentration on cancer, we were also having dialogues
about diabetes. Consider this story told by one community educator to other
members of the project team and participants at a cancer education event.
The educator, a cancer survivor with diabetes, prepared for a colonoscopy by
ingesting the prescribed laxative and apparently passed out. Arriving at the
hospital the next day for her procedure somewhat bruised, the patient and
her doctors decided that her blood sugar had drastically changed due to her
fasting and cleansing for the colonoscopy. The following week, she publicly
declared that she is reluctant to have another colonoscopy. However, she also
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explained to others that she did not “realize you could drink clear liquids” and
this might have prevented her medical dilemma. Reflecting upon the event,
this woman stated, “I didn’t read the fine print” on the cleansing directions,
“but if the doctor knows you're diabetic, he should explain things; the doctors
should specify what a person can consume, and a patient has to remember to
ask—it was my stupidity”” As an advocate for and teacher about cancer detec-
tion and survivorship, this woman’s body demonstrated the negative impact of
separating prevention strategies for cancer and diabetes.

Planning meetings between researchers, advisory board members, and
community participants as well as conversations between researchers and
tribal leaders reveal concerns about diabetes and overall wellness. Biomedical
and public health advocates and educators, lay individuals, and tribal health
leaders delineate general lifestyle risks and connections between diabetes and
cancer. Although framed by different situational contexts— education sessions,
strategy meetings, conversations, or interviews—diabetes and cancer are still
conceived of as distinct, yet interacting medicalized conditions.

A final ethnographic research study example illustrates how cultural
capital can be integrated into a single intervention to address two diseases
that are, in the conventional biomedical world, rarely considered together.
Information generated through evaluations, strategy meetings, and advisory
board meetings since 2008 led to the development of a CBPR intervention to
test the effects of an early-detection program for increasing breast and colon
cancer-screening participation among Northeastern Native women diagnosed
with, or at risk for, diabetes. For example, strategy meetings were conducted
in which community members were asked to comment upon health concerns
and ideas for continued research. Participants often emphasized a desire
to focus on diabetes, diet, exercise, environmental pollutants, and cancer.
Feedback forms from five years of cancer education programming reiterate
such concerns. These forms include both open-ended queries and checklists
about preferred topics for future education sessions. The checklists are based
on the feedback form responses from prior years, thus creating a continuing
referral process.

The proposed project will be unique in its effort to address behavioral
strategies and concerns associated with diabetes and cancer. It will address
health conditions in a community-designated manner and respond to the
concerns of people in a relatively holistic manner. Suzanne, who participated in
an individual interview, exemplifies these interconnections:

I [need to] get my health in order. I currently have kidney stones, HBP [high
blood pressure], always worried about my cancer coming back, I have diabetes. My

ressure is up now and [the doctors] give another pill. I wasn't exercising, my sister
g g my
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was ill and passed—1I was exercising for a year [but due to illness and death of

sister] I didn't exercise for several months so my pressure is back up.

The proposed project includes and relies upon the ethnographic perspec-
tives of project participants, partners, and researchers. It also builds on
questions that emerged when researchers, community advocates, program
participants, and tribal health leaders examined the data and each other. Prior
studies in the Northeast might be viewed as formative studies in which all
of us attempted to integrate ethnographic data and practices into processes
of CBPR.% Moreover, this idea refocuses the singular, individually oriented
approach of health promotion and education efforts toward a community-
driven, family-oriented holistic perspective.

LESSONS LEARNED

So what do these examples illustrate in terms of creating and implementing
CBPR interventions centered on Native American health and on diabetes
in particular? How can ethnographic methods enhance the joint ability of
researchers and communities to establish projects focused on chronic illnesses
that continue to disproportionately affect Native Americans? The following
information about holism, trust, research queries, and education materials are
critical seeds for the development and sustenance of ethnographically focused
health education programs.

Holism: A Form of Cultural Capital

Although it is common for people to experience co-occurring chronic illnesses
such as cancer and diabetes, it is uncommon to hear reports from individuals
who have received simultaneous care for these chronic diseases. During our
years working with tribes in the Northeast, we often heard participants share
their frustrations with how medical providers separated their bodies into
distinct diseases rather than treating them holistically. Northeastern Native
perspectives stress holism and social, spiritual, emotional, and physical iden-
tities that encapsulate histories of bodily changes. This outlook addresses
overall healing rather than parceling problems conventionally categorized
as comorbidities.

A holistic approach shaped by local cultures, histories, and ways of knowing
engages local vocabularies, categories, and styles of talk and of action. Following
this path, ethnography appears to be a natural orientation to incorporate and
express distinct perspectives and approaches to alleviate diabetes or other
chronic health problems. Future research that investigates these conditions
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from a holistic perspective may be able to examine the impact such a holistic
orientation has on improved individual health as well as improved health
outcomes overall.

Researchers and Partners

Ethnography offers a variety of benefits for the development, implementation,
and evaluation of education programs. Perhaps the most complicated issue
involves the determination of how, about whom, and for what ends knowledge
is explicated. In order to develop pertinent goals and objectives, develop useful
research questions, obtain beneficial data collection and analysis, and generate
knowledge and action, we must ponder the question: with whom do we need
to think and work? The assemblage of a project team may take many forms,
based on institutional, fiscal, political, social, cultural, and emotional demands.

Identifying project team members and partners may be tricky. The stead-
fast guideline is to start slowly, be patient, and get to know one another.
Furthermore, acknowledging strengths, skills, and weaknesses is essential.
Individuals with distinct skills and experience should be able to fortify the
project by means of the identification and demarcation of roles and duties.
Some people are superlative data collectors; other people understand partici-
pant recruitment. Formal education may be an asset, but one of the most
effective participant recruiters we ever worked with never finished high school.
This individual relied on her passion, compassion, and concern for her Native
community and Native health care in general to invite individuals and fami-
lies to participate in the research and educational interventions. She also
activated social networks, whose seemingly hundreds of members invited
people associated with additional social networks to participate in programs.
In a pre-Facebook era, these Native individuals maneuvered intergenerational
social ties of blood, marriage, and friendship that bound rural, suburban, and
urban people. In the eight years we have worked together, we never witnessed
anyone refusing participation when requested by this woman. Her use of
cultural capital encouraged social network members to partake in presenta-
tions, community forums, and strategy meetings in which health knowledge
was redistributed among those present.

Our formal advisory board defined the protocols and processes of the
projects. These individuals invoked cultural capital—personal experiences and
the views of tribal partners—in order for researchers to explicate commu-
nity assets, needs, concerns, and constraints. These partnerships also enabled
discussions between distinct parties and individuals about ideal aspirations
and realistic goals and activities. For instance, researchers might plan to invite
fifty women to a ten-week diabetes education session between May and July;
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advisory board members may explain that forty of these women have children,
nieces, nephews, godchildren, and grandchildren graduating from primary,
middle, and high school in June, and have events and parties to attend so that
the education session must be rescheduled. Seemingly mundane matters about
scheduling may also reveal information about social obligations and health.
The simple act of revamping a schedule may demonstrate mutual respect and
trust and assist partnership expansion with other communities, academics,
participants, politicians, administrators, and the like.

Much like friendships, partnerships and associations ebb and flow; they are
often circumscribed by local, regional, and national interests, economics, and
politics as much as by social values.® Furthermore, individual personalities
shape partnerships. For example, charismatic and relatively socially energetic
community educators or advisory board members have initiated contact with a
variety of additional partners, whereas other individuals may be less prone to
do so. Moreover, those individuals who invoke cultural history and values may
sway the design of local protocols and procedures while persons less familiar
with such valued discourse might defer to those more prone to do so. In some
contexts, elders or patient survivors have the opportunity to access authority as
their experience-based wisdom is recognized.

Learning to read cultural cues can be confusing and awkward at times due in
part to distinct communication patterns. Simple methods including the devel-
opment, review, and agreement upon communication protocols and guidelines
for particular advisory boards, projects, or partnerships can facilitate produc-
tive and equitable information sharing and decision-making. Discussions or
written documents that outline specific communication processes for distinct
contexts may be necessary. Such approaches are particularly important for
cross-cultural partners.

Trust

The issue of trust between researchers and Native community members has
been raised by innumerable community-based participatory researchers.6” A
key aspect of the entire process of health education is, as Charley, a Native
community educator, explained one day in 2009, about trust and learning to
read one another: trust among community educators, trust between educa-
tors and researchers, and trust between the project team and the community
participants. Charley was concerned that as the initial community educator
core team remains active in projects and additional individuals joined the
educators, we must all gaze inwards, contemplate, and discuss the particular
dynamics of our culture of learning and teaching.
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In the spring of 2010 researchers and educators focused on this matter of
trust and respect during a facilitator training. Since then we have expanded
project team interactions to reflect both as individuals and as a team on
personal and collective matters of education and communication. For example,
we have created hand signals for each other if we think one of the commu-
nity educators or researchers is talking too tangentially to the topic and the
participants seem confused. Even though some of us are still shy with this
approach, project team members tease each other and laugh publicly and
openly at ourselves (perhaps the latter is a more common cultural trait in the
Northeast than in other locales). These details reflect the expansion of trust
among team members.

Furthermore, evidence suggests that community members are starting to
trust that our program is a resource for comprehensible and useful information.
For example, community members are requesting assistance from individuals
associated with the cancer education program or requesting education circle
sessions for their community. Trust is based on overcoming personal bias (an
existential process when cultures are involved) and necessitates acknowledging
both one’s biases and the value of one another’s cultural capital.

In an ideal world everyone gets along and agrees to disagree. In actuality,
compassionate, determined, and flexible individuals who share the long-term
goals of the project or overall problem resolution should lead the overall team.
All CBPR projects have leaders. Not everybody understands all research
approaches and analytic methods, and although some people are particularly
adept at organizing individuals and groups to act, others may not be. Our
projects suggest that issues of intellectual, educational, racial/ethnic, gender,
age, or cultural privilege clearly exist. The twist is to acknowledge differences
and identify ways to use them as part of a constructive process and practice. A
doctoral adviser of the first author once told her to treat potential partners and
participants as she would want them to treat her mother. This sound sugges-
tion has rarely failed and, when used skillfully, can assuage some imbalances
of power.

Research Questions

Another key element of CBPR for diabetes and other health education
programs involves the focus of the project. It is critical to establish feasible
research questions. These are questions that recognize passions and biases:
financial, labor, and other resources; and time constraints. The researchers
have to collaboratively delineate the “big picture” questions and priorities. For
those of us who become excited about many different issues, David Fetterman’s
admonition is imperative: the decision is not what research questions should
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be included, but what shall be rejected.®8 Collaboration may enhance the ability
to trim questions and priorities, especially if one or more members of the team
is willing to say “stop” or “wait until the next project” to address certain topics.

Collaboration may also expand questions exponentially. Our teams have
found two approaches to be quite successful. The first method is to ensure
that a designated driver or two have the willingness and capacity to rein in
others through ways that are socially acceptable to the group—generally by
teasing or declaring “no.” The other system is to list every question and concern
team members have and hold one or two group editorial meetings to whittle
down queries and ideas. Gathering team members for such purposes must
include individuals’ justifications and explanations as to why a question is
proposed, always keeping in mind the importance of the question or topic
to the individual, the community, academics, policy makers, or health care
professionals at local or more global scales. The act of specifying a problem
will also facilitate a discussion of associated variables and factors for study,
such as, “does gender matter?”6® “what impact does geography have on access
to health resources?” and “how might we understand spirituality and its impact
on diabetes strategies?”

Ethnography and Education Materials

Once general research questions are formulated, ethnographic data collec-
tion and analysis remains favored for the construction of community-specific
education materials. As with the development of a theoretical stance, data must
be continuously interrogated to provide a relevant foundation for educational
tools. Ethnography aids project team members to infiltrate project education
materials with local knowledge, terminologies, categories, styles, and grammars
as well as to elicit cultural capital.

When writing education-session module outlines or other curricula, we
as the researchers relied on ethnographic data. For example, with the initial
research study (2006—2008), three distinct researchers coded the chunks of
data of different participants line by line, categorized data by themes, and
then listed the information by topic. The authors did the bulk of the writing,
incorporating ethnographic data and verbal styles with research from public
health, nursing, and medicine. One of us would draft a module on a topic
and the other would comment, edit, and embellish the information. To illus-
trate particular points, we added interview narratives. Sometimes we forged a
number of responses into a composite sentence or paragraph. Some descrip-
tions were authored by a single individual and barely edited. Once drafted,
modules were reviewed by other project team members and Native community
educators commented upon and revised them.
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For example, in a 2007 education module section that focused on the rela-
tionships between “little daily activity, weight and hormonal conditions” and
“cancer, diabetes, and heart disease,” we included an excerpt from a participant
in a group interview, who stated:

You've got to set an example as mother or adult, as leader of family. Getting back to
the basics, I think it all starts with basic nutrition. . . . Learning nutritional values
of food. They feed kids ramen; the worst thing, [it is] so convenience oriented,
[not] home style.

With different projects, modules and other materials are refined based on
community feedback in distinct forms. Some community educators use the
education modules as guides; other educators distribute the modules to
community members as resources. There were occasions during education
sessions when modules sat in a pile and were neglected because participants
requested assistance with a seemingly different matter, such as resource naviga-
tion, as opposed to the scheduled session on healthy diet.

This flexible approach towards learning moves beyond tailored messages
and serves to create meaningful, efficacious, and appropriate education.”® For
example, stories about direct health experiences seem to be the preferred
mode of learning in this region. These stories are important forms of cultural
capital whereby individual and communal knowledge is valued and validated
by speakers and listeners.”? Furthermore, the acquisition and use of such
knowledge is a way to convert cultural capital in order to decrease disparities
in health education.’? Sharing stories as part of education sessions encouraged
narrators to create, interpret, and strategize problems that were comprehen-
sible to listeners who could potentially translate the information into action.
This approach seems especially cherished by individuals from relatively small
Native communities who historically have received health education materials
developed for or by geographically different Native organizations or non-
Native ethnic minority groups.

CONCLUDING REMARKS

In this article we have described a few of the approaches used to include
ethnography as a foundation for the design, implementation, and evalua-
tion of Native community-based health education programs that include the
application of cultural capital. Ethnography has its own peculiar disciplinary
problems such that, although often viewed as a powerful research tool, its
practitioners rarely wield policy or fiscal power. Discussing health care deci-
sions, Margaret Lock and Vinh-Kim Nguyen assert that “the reasons for the
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choices that people make can only be fully appreciated in light of local histories
and current conditions,” with choices about medical services and technologies
tending to be based upon pragmatism.”> Our projects and the collaboration
and cooperation between researchers, Native community members, and associ-
ated partners replicate this strategy of the pragmatic use of cultural capital to
alleviate health problems.

One way to empower researchers and participants may be to look across
categories, disciplines, and diseases and focus on local notions of health, such
as holism, rather than on the reductionist approach of allopathic medicine.
Ethnography facilitates holism. Researchers and community partners must
creatively listen to, analyze, translate, and engage distinct health knowledge.
They will do well to also be attuned to local, regional, national, and perhaps
international health “champions,” networks, and resources. Change, even at
the micro level, will be linked to advocacy with communities, rather than for
them.74

During the past few decades we also learned that family-centered programs
administered by trustworthy, respectful, self-critical, and mindful individuals
enhance the production, utilization, and incorporation of social capital. Use of
CBPR offers participants, researchers, and advisers the opportunity to translate
social capital and culturally relevant health capital into programs that are more
effective and viable. A comprehensive approach is itself culturally appropriate
as it fits within the worldview of most Native peoples who perceive that events
such as disease or ill health do not occur in isolation. Solutions to the problem
of health inequities also need a comprehensive, holistic approach. Within this
context, one of the critical components of effective health promotion program-
ming is recognition of cultural capital as both a knowledge framework from
which to build upon and a source of new knowledge for future generations.
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