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INTRODUCTION

This report describes the development and implementation strategies of the Breast Health Belief
Systems study. Conducted by the Morehouse School of Medicine, Atlanta, Georgia, and the
study test the saliency of integrating the belief systems of rural African American women into
the design of an interpersonal breast health intervention. The primary premise of the study was
that a breast health promotion approach that proceeds from, and responds to specific belief
systems among low-SES, African American, rural populations will motivate increased
compliance to recommended cancer screening schedules, and positive shifts in knowledge and
attitudes. This research proceeded in three phases: (1) an in-dept qualitative analysis of intra
cultural variations in knowledge, attitudes, and beliefs regarding breast disease in low-SES
African American women. (2) use of these ethnographic data to develop an intervention for
interpersonal delivery of breast health information to breast disease free women and (3)
measurement of the effectiveness of an educational approach that uses lay workers indigenous to
the target communities. Sixty-four women participated in the phase one and 320 in phase 3.
The research targeted select rural Georgia counties. As the map on the following pages shows,
many of Georgia’s southern counties are in economic decline. Collaborators are Georgia State
University, Fort Valley State University, Albany State University, and Savannah State
University. Faculty and students working with the study represented the disciplines of
anthropology, sociology, social work, and nursing.
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Background

Death rates are far too high from diseases that are preventable or, if contracted, have a
high probability of being cured if detected during early stages of development. Breast cancer is
one of those diseases (1,2). It is the most common cancer in American women: one in every 10
women will develop breast cancer sometime in her lifetime (3). While research findings and
Professional organizations support regular breast examination and mammography as effective
screening methods for early stage breast cancer (4,5), 44 percent of white women, 51 percent of
Hispanic, 52 percent African American, and 54 percent of Asian American reported not having a
mammogram in the past two years. The highest death rate from breast cancer was reported
among African American women (6). This higher mortality rate is thought to be due largely to
late stage diagnosis. While reasons are suggested for this phenomenon, e.g., lack of knowledge,
failure of health provider to initiate screening procedures, costs, culturally inappropriate
approaches (7,8), empirical research is limited.

It is well documented by previous research that African American women as a whole present to
the medical community in more advanced stages of breast cancer than white women. While the
incidence of breast cancer is higher in white women the overall mortality rates from breast
cancer is higher in African American women. This higher mortality rate is thought to be due to
late stage diagnosis and socioeconomic status. Despite the documentation of the higher
morbidity and mortality of breast cancer among African American women, there is limited
information published on effective interventions to increase breast cancer screening among this
population. Women of color are members of heterogeneous groups. Generalizations that create
health profiles for women of color are dangerous because exceptions to the rules are numerous
(9). However, relatively little research has been devoted to identifying effective strategies for
increasing breast cancer screening rates among African American women of varying cultural and
intra cultural backgrounds. Social scientists and health communications researchers have held
that if health promotion campaigns are to influence the audience as intended, they must be
culturally, demographically, and geographically appropriate (10,11,12). Research defining the

variable of cultural sensitivity is also very limited regarding interventions that target diverse
populations.

Research examining the efficacy of health promotion appeals, content, and channels of delivery
regarding breast cancer has also been very limited in public health research. A number of factors
frustrate the formulation of effective campaigns to promote healthy behaviors and practices.
First, health promotion campaigns usually exhort people to change deeply rooted beliefs and
behaviors that have been continually reinforced over a lifetime, and perhaps throughout
preceding generations. Secondly, health promotion information and recommendations are
traditionally based upon epidemiological findings that do not often include a broad, in-depth
assessment of culturally driven behaviors that are especially prevalent in multiethnic and multi
cultural societies.  Further, virtually all health promotion message approaches are based on
cognitive/behavioral theories of communication that assume that all people view and interpret
situations similarly (12,13,14). However, health and disease may mean different things to
different people. McLeroy (11) and colleagues have suggested extension of the traditional




cognitive framework to include interpersonal processes, institutional factors, community factors,
and public policy issues as well.

Around the world, health promotion interventions are using strategies involving community
health worker or lay advisor (helping healers) programs to reach traditionally underserved
populations (15,16,17). The difference between these programs can be explained on a continuum
of formal to informal helping (18). The formal end of the continuum consists of the
paraprofessional/outreach worker who is a paid employee of some community-based agency or
organization. The informal end of the continuum is that community person who always seems to
be they’re volunteering to help individuals and community efforts. Both of these strategies
involve identifying individuals within existing social networks of the targeted audience, who
other network members trust and regularly turn for social support. While several studies report
the effectiveness of the informal model of this type worker to deliver breast health messages,

particularly in rural areas, few reports evaluate the impact of utilizing the formal model for such
activities

Relatively little research has been devoted to identifying effective strategies for increasing breast
cancer screening rates among low-SES and black women of varying cultural and intracultural
orientations. Black and white women across all ethnicities and socioeconomic strata are regularly
exposed to health-related messages through the mass media and the work of public agencies and
nonprofit organizations. Acceptance of recommendations, however, remains inconsistent.

Research examining the efficacy of health promotion appeals, content, and channels of delivery
has also been very limited in public health research. Social scientists and health promotions
professionals have maintained that if health promotion campaigns are to influence the audience
as intended, they must be culturally, demographically, and geographically appropriate. Research
examining the defining variables of cultural sensitivity are likewise very limited regarding health
promotion efforts particularly those targeting culturally diverse audiences.

Despite this higher mortality rate of breast cancer among African American women, there is
limited information published on effective interventions to increase breast cancer awareness and
early screening. Research examining the efficacy of health promotion message appeals, content,
and channels of delivery has also been very limited in public health research. These research
arcas as well as those examining the defining variables of cultural sensitivity are almost

completely unexplored regarding health promotion efforts specifically targeting low-SES and
African American audiences.

For the purposes of this research, culture is defined as a set of interlocking cognitive schemata
that constructs and gives meaning to what people do in their everyday lives. In order to
understand how culture works, it is necessary to examine the storage and transmission of
information and belief systems shared by a group of people. These strategies are used to guide
health-seeking behavior and give it meaning to people's lives. Beliefs are defined as the basic
units of thought that establish a relationship between at last two entities. Cognitive beliefs assess
the truthfulness or falsify of a given topic. Verbal beliefs are called opinions. Values are beliefs
that attempt to determine worth by assigning the moral dimensions of good or bad, right or
wrong. Attitudes are a set of beliefs that predispose people to react positively or negatively.




They include components of cognition, affect, and intensity. Beliefs that are primitive and rigid
in one culture often change in another, and values can change within a cultural over time. Most
importantly, beliefs, values, and attitudes are culturally driven. Help-seeking behaviors are, in
effect reenactment of cultural models of the social world. Consequently, belief systems from
help seeking options and the individual and group evaluation of these options. It should be noted

that cultural knowledge is not shared equally throughout a group, and members use diverse
sources for their knowledge.

Preliminary findings on breast cancer from previous Morehouse sponsored studies suggest that
blacks do not participate in early detection for cancer, even in areas where tests are low costs or
free. Only 30% of inner city and 20% of rural women were likely to receive regular screening
for breast cancer; rural, particularly coastal, study subjects rely heavily on religious beliefs and
folk medicine. Thirty-six percent of those surveyed did not feel the urgency to get mammograms
or pap smears on a regular bases; educational interventions that utilized lay health workers to
conduct in-home education to increase adherence among low-income, inner city and rural
women demonstrated a significant impact in increasing rate of breast cancer screening. The
success of these studies was useful in designing the strategies for the proposed research. These
results suggested the need for additional attention to the screening, knowledge, access and beliefs
and behaviors from intracultural perspectives among the black population. Using our
considerable experience in health promotion efforts among minority and disadvantaged
populations combined with the expertise and experience of medical anthropologists from two
major universities, this study sought to expand the knowledge base on this matter.

Hypothesis- A breast health promotion approach that proceeds from, and responds to specific
belief systems among low-SES, African American, rural populations will motivate increased
compliance to recommended cancer screening schedules, and positive shifts in knowledge and
attitudes. This hypothesis incorporates the following sub-hypotheses:

Qualitatively, the proposed research hypothesized the following findings:

1. The more closed a cultural system is the less likely individuals who live within that
systemis to seek preventive biomedical care.

2. The more frequently members of rural communities participate in complex, urban
systems, the more likely they are to seck preventive, biomedical care.

3. Culturally based belief systems regarding preventive, biomedical care are stronger
persuasive agents than access to, or affordability of preventive care.

From a quantitative perspective, the hypothesis incorporates the following sub-hypotheses:

4. Knowledge of breast cancer risks and prevention among women aged 40-65 will increase
by approximately 30%.

5. At follow-up, the percentage of women aged 40-65 who have had a clinical breast
examination within the past year will increase by at least 20%.




6. At follow-up, the percentage of women aged 40-65 who have had a mammogram within
the past year will increase by at least 20% and will be at least 50%.

Procedures:

Specific Aims. The GOAL of the Morehouse School of Medicine Breast Health Belief System
Study was to reduce the incidence of breast cancer and promote breast health seeking behaviors
among low-SES, medically underserved, African American, rural populations. Positioned within
three, uniquely distinct communities in rural Georgia, this project aimed:

(1) To qualitatively determine intracultural variations in the variety, scope, and depth of belief

systems regarding breast disease among low-SES, rural African American women who have
received a diagnosis of breast cancer;

(2) Using the ethnographic data gathered, to conduct a demonstration project involving delivery
of breast health information based on the belief systems of low-SES, culturally diverse
African American populations on an interpersonal level;

(3) To create and train an ongoing network of breast health information providers among

individuals who have already gained access to and credibility with the target rural
communities. ~

This study was operationalized in accordance with the following Technical objectives:

The proposed study includes both qualitative and quantitative dimensions. Specific technical
objectives include:

Ethnographic Assessment
Objective 1: Operationalize ethnographic assessment of belief systems.

Sub-Obj ective 1.1:  Recruit and train the interviewers (research assistants) for the qualitative
component of the study.

Sub-Objective 1.2:  Recruit study participants.
Sub-Objective 1.3:  Conduct the ethnographic assessment of belief systems.

Sub-Objective 1.4:  Analyze data.

Objective 2: Develop breast health information based on ethnographic analysis of the
belief systems of the target population.

Sub-Objective 2.1  Using qualitative data formulate an interpersonal educational message.

Sub-Objective 2.2:  Structure the message for diffusion.
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- Objective 3: Develop the intervention delivery system.

Sub-Objective 3.1:  Develop curriculum and conduct training workshop for lay health workers.

Sub-Objective 3.2 Develop primary/secondary support systems.

Sub-Objective 3.3  Recruit study sample.

Sub-Objective 3.4  Conduct &tewention.

Sub-Objective 3.5  Track productivity of lay health workers.

Objective 4: Evaluate the impact of the comprehensive intervention on breast cancer
screening knowledge, attitudes, and practices by measuring these parameters
at baseline, and following the intervention.

Results and Discussion:

Unanticipated operational challenges:

We did not anticipate the difficulties we encountered in participant recruitment.
Failure of health worker in one site to recruit

Scheduling difficulties
Logistic issues

o ooaa

All of these issues are discussed within the Statement of work.

STATEMENT OF WORK

(Because problems described within the statement of work activities, the work schedule was revised upon
approval and extended 6 months)

Ethnographic Assessment

Months
1-2 Recruitment of research assistants (interviewers)
3-6 Review of Surveillance, Epidemiology, and End Result (SEER) Program data
Recruit lay health workers (CEPAs)
Using SEER data and lay health workers as liaisons identify and recruit study participants
7 Research assistant (interviewer) training
Development of question schedules
8§-12 Interviewing/data gathering
13-14 Data coding and analysis

11




E

Message Development

15-16 Review ethnographic data
Specify message components according to the PHM framework

1718 Identify mammography and clinical breast exam sites
Develop diffusion strategy

Intervention
19-20 Develop curriculum components for lay health worker intervention training
21-22 Develop primary/secondary support systems in each site

Conduct training workshop for lay health workers

Pre-test message and delivery

23-24 Recruit intervention study participants
Carry out random assignment to intervention or control groups
32-37 Conduct intervention
38-39 Implement 6-month follow-up of intervention group
Provide control group education
40-42 Analyze data and evaluate project
Write reports

Target Areas. The research was conducted in rural counties in South Georgia where similar and distinctly
different demographic characteristics existed. These counties generally rank lower than their urban counterparts
on conventionally used, measurable indices of quality of life, i.e., poverty, low population density, large
geographic expanses, lack of human service-related resources and negative capital flow to urban areas.

Procedures:

The study consists of three Phases: One - An ethnographic survey of women who have or have had breast

cancer to determine intra-cultural variations in the variety, scope and depth of beliefs and practices (before and
after diagnosis/treatment) regarding breast cancer;

Two - Use of the analysis of data gathered from Phase One to develop an interpersonal, target-specific breast
health promotion program for women with no known breast cancer and who have not had a mammogram in the
twelve months preceding participation in the study; and, finally,

Phase Three - implementing and measuring the effectiveness of the breast health intervention and its delivery
strategies.

Our Breast Health Belief Systems Study involves researchers, community members, and practitioners in a
joint process aimed at meeting both research and intervention objections. This process bares similarities to the
Participatory Action Research approach (PAR)(25) and the Braithwaite-Lythcott (26) model of community
organization for health promotion. Both allow the insiders view of life to be considered in health education
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program’ planning. Adapting elements from these approaches, this project involves the use of two research
components: a single case study design in Phase One (ethnographic survey) which allows for an empirical
investigation of a contemporary phenomenon (underutilization of breast cancer screening methods by African
American women) within its real-life context and from the perspective of the effected group; and a quasi-
experimental design in Phase Three (the intervention) utilizing qualitative and quantitative methods.
Establishing the Research Team: Investigators for this study include a gerontologist/clinician, a medical
anthropologist, a health communications specialist, and a biostatistician.

History and Context of Rural Georgia: The BHBS study took place in middle and southern Georgia in 13
counties in Phase One and three (3) counties in Phase Three. Most of these counties generally rank lower than
their urban counterparts on conventionally used, measurable indices of quality of life, i.e., poverty, low
population density, large geographic expanses, lack of human service-related resources and negative capital
flow to urban areas  Qur research objectives dictated that these counties fall within at least one of three
categories: an physically isolated area of extreme poverty, a rural area that provides access to a metropolitan
center, and a poor coastal area that feature a wide range of intra-cultural variations including one with potential
Gullah (practice of traditional West African folkways) influences. In Phase One the thirteen counties are
reported in geographic groupings or public health districts: Albany for the southwest, Macon for middle
Georgia, and Savannah for the southeastern and coastal regions. The African American population in these
counties is 40 percent or greater. All three of these areas contain counties, which fall into at least one of ours
site categories. The Savannah district is the site where more small pockets of residents practice of West African
folkways. Because of demographic characteristics, it was assumed that these three geographical sites would
provide variation in the samples for exploring the study’s assumptions.

Each of these regions contained a historically black college or university (HBCUs) from which graduate level
research assistants were selected and trained to conduct the ethnographic interviews. These HBCUs were
Albany State University located in the southwest region, Fort Valley State University located in middle region,
and Savannah State University located in the southeastern coastal region. Study subjects were recruited from
counties within these three sites. As a convenience for data management these sites were named for the HBCU
in their region and are referred to by those names throughout the study report. Counties selected for study
recruitment were assigned to one of the following site groups: poor and isolated (50 miles are more from a
major urban area), poor but located near (within 25 miles of a major urban area), and poor and coastal with a
significant cultural variation in population and where traditional African customs are actively practiced. Figure
2 depicts these study sites. Table 1 shows the demographic characteristics of the targeted counties in these sites,
and Table 2 the demographics of the women participating in the ethnographic survey.

In order to facilitate the implementation of this study, three historically black colleges and universities (HBCUs)
in the study areas are partners. Senior or graduate students from these schools were trained by our
anthropologist, in anthropological methods of data collection and management and utilized as research
assistants. Major criteria for selection of the research assistants were that they live in or near one of the study
communities, have a history of regular involvement in local community-based events, and a demonstrated
interest in community welfare. A faculty preceptor from each school assumed the responsibility for selecting
students and the on-site supervision of the student research assistants. Both students and preceptor received
nominal financial compensation for their efforts. These criteria provided a number of advantages: cultural and
geographic familiarity, inter-institutional collaboration, and cost effectiveness in terms of controlling travel
expenses in connection with the ethnographic analysis. Lay health workers, trained on how to recruit study
participants, assisted in Phases’ One and Two to assist with pilot-testing the instruments and recruitment of
study participants, and in Phase Three with recruitment and delivery of the educational intervention.

Unique to this research team was the Cooperative Extension Service. Though better known for its agricultural
focus, the extension service also includes community development programs including health education. The
Cooperative Extension Service, like the health department, has staff in all 129 counties in the state of Georgia.
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One of dur HBCU partners, Fort Valley State University Extension Program, operates in 13 rural counties in
- Georgia and is a longstanding trusted institution among the black community. The Fort Valley Program

employs paraprofessionals called Cooperative Extension Program assistants (CEPA) who are usually
indigenous to the community in which they work. Supervised by home economist, their responsibilities include
in-home economic and health education activitiecs. CEPAs functioned as formal lay health workers in this
study.

Ethnographic Assessment

Phase One: Ethnographic Survey: Hypotheses: Three assumptions guided the selection of research sites and
the collection of ethnographic data. They were 1). Women from isolated rural communities are less likely to
seek preventive biomedical care: 2). Women from rural communities with access to complex urban systems are
more likely to seek preventive biomedical care; and 3). Cultural beliefs about preventive cares for breast cancer

and for health problems in general are stronger persuasive agents than access to, or afford ability of medical
care services.

OBJECTIVE 1: Operationalize ethnographic assessment of belief systems.

Cultural knowledge or belief structures of rural residents provide a schema for the storage of information about
breast cancer and a logic for solving problems that arise from the disease. They are taken-for-granted models of
the world that are widely shared by members of a group. They play an enormous role in people's understanding
of the world and their behavior in it. Consequently, they motivate behavior and provide a directive force in daily
life. However, cultural knowledge is not shared equally throughout a group, and members use diverse sources
for their knowledge. For example, Mathews et.al. found that African American women in rural North Carolina
draw on multiple sources of knowledge in order to come to terms with their breast cancer.! Delineating
variations in beliefs is an important design element to more effective intervention strategies.

Since beliefs about breast cancer are a product of both personal experiences and information obtained through
interactions with others (either interpersonally or through media), not all members of a group with have
identical sets of cultural knowledge. Rather some variation from a prototypical cultural model is expected.?
Acting on knowledge entails the operationalization of beliefs. Help seeking behavior are shaped by culturally
distinctive illness beliefs.> Action presupposes an individual’s or group’s judgment about their expertise or
competency in their system of shared cultural knowledge. Help seeking behaviors (or lack of them) in response
to breast cancer are reenactments of their cultural models of their social world. Consequently, beliefs frame
their help seeking options and their evaluation of these options.

Belief systems and their variations of the three populations were qualitatively analyzed by using a set of data
collection and analysis techniques grounded in symbolic and cognitive anthropology that assumes that people's
behavior is guided by their interpretations of, and beliefs about breast cancer. Illness explanatory models (EMs)
of an individual or group effectively determine the etiology, symptomatology, treatment options and use of
health care providers. Beliefs are located in people's local worlds. They provide a person having breast cancer
with a causal explanation for the disease. They also mediate the recognition and interpretation of symptoms.
Local experiences mediate the number and types of options people perceive as feasible for treating their disease.
Once these have been determined, an action system (help-seeking behavior) is activated. EMs link beliefs and
behavior within the context of people's experience. The explanations of breast cancer were collected in narrative
form with EM's constructed for each of the three groups under study. Each narrative contained the following
variables: (1) causes of breast cancer; (2) symptoms of breast cancer; (3) alternative treatment for breast cancer;

(4) definitions of breast cancer; (5) expected treatment outcomes for breast cancer, and (6) attitudes toward
breast cancer providers.

Decision modeling focused on discovering and testing individual's criteria for making treatment choices. Shared
standards for decision making about health behavior will be used to construct a model that will predict the
different treatment options that people can be expected to choose. People's knowledge structures and
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co‘ncepti:ons of illnesses are inextricably related to their illness responses, and, consequently, to their decision
making processes about treatment alternatives. The specific data that was systematically collected to construct
decision models that include the following variables: (1) constraints of decisions about breast cancer treatment

choice; (2) intuitive rules for making decisions; (3) rationale for making choices, and (4) sequence of choices of
treatment.

Sub-Objective 1.1:  Recruit and train the interviewers (research assistants) for the qualitative component of
the study.

Senior or graduate students from three HBCUs near the target communities were are utilized as research
assistants. These institutions are Fort Valley State University, Savannah State University, and Albany State
University. Students were selected from the disciplines of sociology, social work, allied health, and nursing. A
faculty preceptor from each school assumed the responsibility for the on-site supervision of the student research
assistants. Both students and preceptor were compensated for their efforts. This approach provided a number of
advantages: cultural and geographic familiarity, interinstitutional collaboration, and cost effectiveness in terms
of controlling per diem and travel expenses in connection with the ethnographic analysis.

During the first six months of the study, six (6) research assistants (2 for each of the 3 study areas) were
recruited and trained in the methods of data collection and data management analysis. The Co-Investigator Hill
on the MSM campus gave training session. The research assistants were be trained in the following techniques:
(1) field note taking; (2) systematic observation; (3) interviewing; (4) coding; (5) transcription; (6) use of data
management programs (TALLY); (7) construction of individual and group profiles; and (8) computer assisted
analytical programs, such as ANTHROPAC.

Sub-Objective 1.2:  Recruit study participants.

Targeted or purposive sampling was used for selecting respondents (key informants) in each study site. Johnson
has stated that the validity of the sample depends not so much upon the number of cases as upon the proper
specification of the respondents.” Nonprobability samples yield a representative picture of salient features of the
target population; a small number of informants provide representative pictures of aspects of cultural knowledge
distributed within the population.™ 2*° We attempted to minimize variation in knowledge for a single cluster of
respondents in one site and while maximizing variation in knowledge among respondents at all sites.

Study Respondents were selected from relatively homogeneous site-specific populations and from comparably
heterogeneous populations across sites. Although this type of study did not use random sampling, it is
selectively sampling specialized knowledge of the key variables set forth in the study. Glaser and Strauss
suggested that theoretical sampling in qualitative research (grounded theory) is important for minimizing and

maximizing differences among groups in order to discover cultural categories and help identify emergent
theoretical properties of cultural models.®

Twenty-five (25) subjects were sought from each target area using the following criteria: (1) low-SES, (2)
African American descent, (3) diagnosis of breast cancer, (4) over 40 year old, and (5) lived in rural areas for
past 15 years. Ethnographic research makes it possible to use smaller samples than quantitative data since the
overall goal of qualitative research is depth, not breadth.*> *’ This number was sufficient to approximate a
representative sampling for the study population in each site and guarantees intracultural variation within the
sub samples. Once identified, subjects were recruited to participate in this study utilizing a pre-existing lay
outreach system. Participants received a cash incentive for their contribution to the study. The purpose of the
study and scope of participation was explained, and an informed consent was be obtained.
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Sub-Objective 1.3:  Conduct the ethnographic assessment of belief systems.

Several ethnographic techniques were used to assess the cultural knowledge (beliefs) about breast cancer
including interviewing, free listing, and participant observation. The research assistants carried out these
techniques. A major criterion for selection of the research assistants was that they live in or near one of the
target communities. They will involve themselves in local events, such as church functions and community
events. They will take detailed notes of all observations and informal interviews. When possible, observations
were be made in households and other private gatherings.

An interview instrument, consisting of structured and semi-structured questions was administered. The
instrument was designed to elicit descriptive information for determining the EMs and decision-making
processes for breast health disorders. The interview instruments were pre-tested in a demographically similar
community that is not proximate to the target areas. The respondents were be asked about their beliefs about
causes of breast disorders and related problems, why people have them, what they think about people who have
them (attitudes), about symptoms (early recognition), what they did when a breast disorder event occurred (use
of formal and informal systems), and how these disorders have affected their lives (impact on family, friends,

community and work). These questions yielded in-depth information about rural residents’ knowledge and
experiences of breast disorders.

Another technique that was be used is free listing. Respondents for each sub sample were asked to list the types
of breast health disorders they know about and the treatments for each type of disorder. Free listing is a
technique that allows researchers to explore the cultural limits of an area of knowledge, belief, or behavior.

Participant observation will be used, and is defined as those modalities that attend to interaction, context or
situation and to narrative or case studies. An important aspect of this participation is interaction with residents
in multiple contexts. Experience suggests that in multiple, ad hoc contexts, informants offer further insights on
their cultural models and world-views that will directly inform the ethnographic modeling instruments that will
be emerge. Observational field notes will consist of two categories: (1) general observations, and (2) structured
observations that are directly related to breast health and breast disorders. Field notes were recorded to assure
confidentiality. No names will be used in the notes and the researchers will explain the anonymity of all

participants. Researchers were given explicit instructions on the systematic collection and management of
fieldnotes.

Having completed the initial ethnographic data gathering, these data were then be used to construct hypothetical
decision models for each sub sample. The model included all the health resources obtained through
interviewing, the ordering of criteria, and the sequencing of choices. Decision rules were hypothesized about
which conditions lead to the choice of a particular treatment alternative. They were tested for predictability on
each sub sample of the research populations.

Belief systems that emerged from these qualitative techniques were measured for intracultural variations.
Groups showing a high degree of information sharing about breast cancer were the consensus groups.
Measuring intracultural concordance and variation for the purpose of constructing consensus models and their
distribution for the three populations. The consensus modeling interview instrument used a frame technique to
ascertain the structural elements of the breast health domain. Each respondent was be asked to make pile sorts
of cards that will have attributes written on them that represent dimensions of the breast disorder cultural
domain generated from previous ethnographic research. They were also asked to make judgments about the
similarities and characteristics of the named breast disorders by the first sub samples of respondents.
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Sub-Objective 1.4:  Analyze data.

Data management and analysis proceeded in four phases: (1) cross-coding the textual and structured data and
entering it into the appropriate computer software program; (2) constructing a profile for each catchment area;
(3) constructing demographic, cultural, and behavioral profiles for the sub samples; (4) constructing cultural

consensus and decision models for the sub samples; and (5) comparing the sub samples for intercultural and
intracultural concordance and variation.

Field notes were treated as texts, and transcribed and coded. Text coding was done on a weekly basis, using a
precoded system worked out in the pilot study, and checked for reliability by requiring that at least two
researchers independently code the text, and negotiate any differences by referring to the descriptive data
collected during the interviews and participant observation. The codes were inserted into the text and matched

with those in the semi-structured and structured interviews. Cross coding allowed for merging the different
types of research techniques.

Interview data was analyzed by writing summaries for responses to each question for all sub samples. A context
analysis for each response included identifying the primary and secondary themes, identifying the most frequent

theme for each question, and describing the degree of variation or consensus in themes. The goal for inter-rater
reliability was set at 90%.

Analysis included constructing a profile of the EMs for the three sub samples, aggregating their responses on
the EM interview schedule. A summary of the demographic characteristics of respondents in each sub sample,
e.g., age, educational level, income, employment, health insurance status, and history of breast disorders and
related problems were made for each respondent and sub sample. These data were correlated with the resident’s

health seeking behavior in both the formal and informal systems. These profiles also included the analysis of
their attitudes toward breast disorders.

Cultural consensus models were constructed for each sub sample by examining the agreement between
respondents on what elements constitute the breast disorder domain. Analysis of the elements of this cultural
domain involves algorithmic analysis to create a distance matrix. These relationships are analyzed using cluster
analysis and multidimensional scaling, which transform the numbers into a visual representation of the
relationships between respondents and among groups of respondents and of the relationships between variables
and groups of variables. Cluster analysis was used to analyze the relationship between classifications of
elements within a specific cultural domain. It allows for graphic representation of data groupings.
Multidimensional scaling is used to represent spatially the elements of a domain and to estimate the number of
underlying dimensions that organize respondents’ classification of the data” * The aggregated responses for
each group or sub sample were analyzed. Intercultural variation was examined by comparing the aggregated
responses. Seventy-five women with a current or past diagnosis of breast cancer were targeted for the
ethnographic survey. The rationale for interviewing women with a history of breast cancer was to make a pre

and post diagnosis comparison of beliefs, knowledge and practices, then work backwards to use these findings
for the development of our intervention study.

Belief systems and their variations of the three populations were qualitatively analyzed by using a set of data

collection and analysis techniques grounded in symbolic and cognitive anthropology that assumes that people’s
behavior is guided by their interpretations of, and beliefs about breast cancer.

Procedures: The methods used in our study were in-home, face-to-face interviewing using an interview
schedule; free listing to delineate cultural domains and pile sorting to delineate shared cultural categories for
breast cancer. These techniques were chosen because they allow for collection of information on beliefs in a
reasonable amount of time. These techniques also allowed us to understand how breast cancer beliefs are
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organized in the mind of respondents and to provide a baseline for discovering variation in cultural knowledge
in the three research sites.

Research tools included two instruments constructed specifically for this study: an interview schedule
consisting of structured and unstructured questions and a personal information questionnaire, which elicited
demographic information. Both instruments were pilot-tested for educational appropriateness and content
validity, by written administration to fifteen individuals and in a focus group setting to 35, with breast cancer
survivors demographically similar to but outside of the study areas.

Data collected was analyzed via focused coding methods that utilize the constant comparison approach to
develop relevant themes (28,29). The interview schedule questions were designed to elicit descriptive
information for determining the Explanatory Models (EMs) and decision-making processes for breast health
disorders. Collected in narrative form, Explanatory Models (EMs) link beliefs and behavior within the context
of people's experience the words of the respondent. They provide a person having breast cancer with a causal
explanation for the disease. During the in-home face-to-face interview, the respondents were asked about their
pre and post diagnosis beliefs about breast cancer and related problems. Each interview was audio taped,
transcribed and compared to the written narrative to verify that the participants’ perspective was accurately
captured. Each narrative contained the following variables: Causes of breast cancer; symptoms of breast
cancer; alternative treatment; definitions of breast cancer; expected outcomes, and; attitudes toward breast
cancer providers. Shared standards for decision making about health behavior were used to construct a model
that would predict the different treatment options that people can be expected to choose. The first question on
the interview schedule asked for a narrative account of the women’s experience with breast cancer. From these
data an explanatory model was constructed for each woman in the sample. They were subsequently aggregated
for each research site. Decision modeling focused on discovering and testing individual’s criteria for making
treatment choices. Shared standards for decision making about health behavior were used to construct a model
that predicted the different treatment options that people can be expected to choose. People’s knowledge
structures and conceptions of illnesses are inextricably related to their illness responses, and consequently, to
their decision making processes about treatment alternatives. The specific data that was systematically collected
to construct decision models include the following variables: constraints of decisions about breast cancer

treatment choice, intuitive rules for making decisions, rationale for making choices, and sequence of choices of
treatment,

Because cancer databases for the state of Georgia were incomplete for several of the counties our study targeted
and the challenges encountered in gaining access to existing files on demographically similar counties, we use a
grassroots effort to develop our own registry of African American breast cancer survivors. Utilizing existing
relationships between Morehouse, local medical facilities, health departments, professional associations, and
community-based agencies/organizations, representatives were contacted for assistance with publicizing our
study and recruiting participants. Additionally, flyers were disseminated at medical facilities, churches,
community centers, senior centers, grocery stores and other common gathering places for African American
females. Cancer support groups, home health agencies, and medical facilities, particularly cancer treatment
centers, were the most helpful in this regard. While this route proved to be more laborious than accessing
existing registries, the effort was worth the time and energy because it provided more opportunities for direct
community involvement and proved to be an excellent learning experience for staff and students.

Once our registry was developed, these workers experienced little resistance to participating in the ethnographic
survey. The major problem in connecting potential participants with the study was the distance between the
interviewer and the study participant. This is a geographical barrier common to research in rural areas (30).

Participant Recruitment: Targeted or purposive sampling was used for selecting participants in each study
site. They were selected from a relatively homogenous site-specific population and from comparable
heterogeneous populations across sixties. The targeted sample number was 75 (25 from each site). The
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following criteria were used for selecting respondents: Low SES ($17,000 yearly Household income or less);
40 years old and older, and lived in rural areas for past 15 years. Once identified, our Lay Health Workers
recruited participants into this study. The Lay Health Workers administered the personal information
questionnaire and referred each respondent to the research assistants who obtained the informed consent and
conducted the interviewed. Upon completion of the interview, participants received a cash incentive.

Data Gathering: The methods for collection of data were formal interviewing using an interview schedule and
free list and pile sort techniques (see appendix). Questions were designed to elicit descriptive information for
determining the explanatory models, decision models, and cultural domain of the targeted population. For
example, respondents were asked about their beliefs about the cause and symptoms of breast disorders, why
people have the, what they think about people who have the disease 9 attitudes), what kind of support they have
for managing the disease (use formal and informal systems), the relationship between religion and cancer, and
where they learned about the disease and its management. Each respondent was also asked to list the causes,
symptoms, and treatments for breast cancer. This technique allowed for an analysis of the cultural limits of
breast cancer; its cultural domain was delineated. Pile sorting is a technique that allows foe an analysis of
similarities of cultural categories used by the samples. Respondents were asked to make judgments about the
similarities and characteristics of the causes, symptoms, and treatments for breast cancer.

In addition, a personal and demographic information questionnaire (see appendix) was administered before the
major research instrument. The interview instrument included an extensive narrative chronicling the
experiences of each respondent with breast cancer. Research assistants trained in qualitative interview methods
conducted these interviews. In order to ensure that the data collected was an accurate representation of the
subjects’ views versus the filtered perspectives of the interviewers, each interview was audio taped. These
- audiotapes were transcribed and used to verify and enhance information collected by the research assistants.

Train new Interviewers: Because of the delay created by having to develop a registry in some of the counties
where subjects were recruited, some of the research assistants completed their course of study at the universities

and moved out of the study areas. This created the need to recruit and train new interviewers who subsequently
completed the interviewing process.

Completion of Data Collection: Data collection was completed in month 17 of the study.

Accomplishments: These data collection methods yield 64 completed questionnaires that averaged 15 written
pages per subject and 10 to 20 pages of transcriptions from the audiotapes.

Problems Encountered: The problems encountered in Year One were also experienced in year 2.

Because the state database on breast cancer case was not available to this study in some of the counties where
the recruitment took place, researchers had to develop a registry of breast cancer cases. This caused a delay in
identifying, recruiting and interviewing study subjects. This was particularly true in the Fort Valley area.

Data Coding and Management: This process proceed in four phases: 1) cross-coding the textual and
structured data and entering it into the appropriate computer software program; 2) constructing a profile for
each research site; 3) constructing demographic, cultural, and behavioral profiles for the sub samples; 4)
constructing cultural consensus and decision models for the sub samples; and 5) comparing the sub samples for
intercultural and intra cultural concordance and variation.

Field notes were treated as texts, and transcribed and coded. Text coding was done on a weekly basis, using a
precoded system worked out in the pilot study, and checked for reliability by requiring that at least two
researchers independently code the text, and negotiate any differences referring to the descriptive data collected
during the interviews and participant observation. The codes were inserted into the text and matched with those
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in-the seii-structured and structure interviews. Cross coding allow for merging the different types of research
techniques.

Data Analysis: Interview data was analyzed by writing summaries for responses to each question for all sub
samples. A context analysis for each response included identifying the primary and secondary themes,
identifying the most frequent theme for each question, and describing the degree of variation or consensus
themes. The goal I for inter-rater reliability was set at 90%. Analysis included constructing a profile of the
EMS for the three sub samples, aggregating their responses on the EM interview schedule. A summary of the
demographic characteristic of respondents in each sub sample, e.g.., age, educational level, income,
employment, health insurance status, and history of breast disorders and related problems was made for each

respondent and sub sample. These dates were correlated with the subjects' health seeking behavior in both the
forma and informal systems.

Cultural consensus model were constructed for each sub sample by examining the agreement between
respondents on what elements constitute the breast disorder domain. Analysis of the elements of this cultural
domain involved algorithmic analysis to create a distance matrix. These relationships are analyzed using cluster
analysis and multidimensional scaling, which transform the numbers into a visual representation of the
relationships between respondents and among groups of respondents and of the relationships between variables
and groups of variables. Cluster analysis was used to analyze the relationship between classifications of
elements within a specific cultural domain. It allowed for graphic representation of data groupings.
Multidimensional scaling was used to represent spatially the elements of a domain and to estimate the number
of underlying dimension that organize respondents clas