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Abstract

Background—African Americans bear an unequal burden of breast, cervical, and colorectal
cancer. The Deep South Network for Cancer Control (DSN) is a community—academic partnership
operating in Alabama and Mississippi that was funded by the National Cancer Institute (NCI) to
address cancer disparities using community-based participatory research approaches.

Objective—In addition to reporting on the plans of thiswork in progress, we describe the
participatory process that local residents and the DSN used to identify needs and priorities, and
elaborate on lessons learned from applying a participatory approach to the development of a
community action plan.

Methods—We conducted 24 community discussion groups involving health care professionals,
government officials, faith-based |eaders, and other stakeholders to identify cancer health disparity
needs, community resources/assets, and county priorities to eliminate cancer health disparities. To
develop a community action plan, four working groups explored the themes that emerged from the
discussion groups, taking into consideration evidence-based strategies and promising community
practices.

Results—The DSN formulated a community action plan focusing on (1) increasing physical
activity by implementing a campaign for individual-level focused activity; (2) increasing the
consumption of fruits and vegetables by implementing NCI’' s Body and Soul Program in local
churches; (3) increasing cancer screening by raising awareness through individual, system, and
provider agents of change; and (4) training community partners to become effective advocates.

Conclusions—A community—academic partnership must involve trust, respect, and an
appreciation of partners’ strengths and differences. The DSN applied these guiding principles and
learned pivotal lessons.

Minorities in the United States experience higher cancer incidence and mortality rates than
the rest of the population.1 African Americans continue to have poor chances of survival
once cancer is diagnosed, suggesting disparities in access to and receipt of quality health
care aswell asin comorbid conditions.? Breast cancer is the most common cancer among
African-American women. Nationally, African-American women have alower breast cancer
incidence rate than white women, but higher mortality rates.® For cervical cancer, African-
American women have both higher incidence and mortality rates compared with white
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women.12 Colorectal cancer incidence rates are more than 20% higher and mortality rates
about 45% higher in African Americans than in whites.2 From a state perspective, similar
cancer mortality disparities are noted for breast, cervical, and colorectal cancers.4®

To combat national- and state-level cancer health disparities, the NCI launched the
Community Networks Program (CNP) in 2005 to better understand why minorities and the
poor have higher cancer rates than others, and to eliminate disparities by involving local
communities in education, research, and training. A total of 25 institutions nationwide
participated in the CNP.8 The DSN, a community—academic partnership operating in
Alabama and Mississippi, was one of the funded CNPs.

Building on a 5-year track record of success,”~12 the DSN was well-poised to meet the goals
of the CNP, having already (1) established trust with grassroots partners in underserved
areas of Alabamaand Mississippi, (2) developed and maintained robust coalitions, and (3)
trained hundreds of community volunteers as research partners. Although the first 5 years of
DSN produced promising outcomes,’12 there were shortcomings. First, the specific aims
and outcomes were defined a priori. Second, DSN activities were focused on the individual
and interpersonal levels of change, with alesser focus on the relationship between the
individual and the environment. As aresult, factors such as economics, socia policies, and
politics (social determinants of health) were not fully examined.

The CNP funding provided an opportunity for DSN to involve the community in the
identification of needs and assets regarding cancer health disparities. By linking the wisdom
and first-hand knowledge of persons affected by a health problem with conventional
research,13-18 the DSN and community members were able to develop realistic priorities
and viable solutions for the community.

Because of a history of distrust by some African Americansin the health care system and
health research,1%-22 this inclusive approach was vital to maintaining trust between DSN and
community residents. The concepts of inclusiveness and trust were particularly important to
the DSN because we were committed to working in not only underserved, but economically
challenged urban and rural areas of Alabama and Mississippi. The socioeconomic
challenges are especially pronounced in the Alabama Black Belt and the Mississippi Delta
(Figure 1), rural regions targeted by the DSN.

The Alabama Black Belt, an area named for its dark soil, is also known for having high
poverty rates among African Americans. Although Alabama’ s population is 26% African
Americans, more than 60% of African Americans live in the Black Belt and 37% of families
with children under age 18 years live in poverty.2324 Additionally, the area has declining
populations, soaring unemployment, poor access to education and medical care, substandard
housing, and high rates of crime.?> The Mississippi Deltais located in the northwest section
of the state. Technically not adelta, but part of an alluvial plain, 28 thisrural area has been
referred to as the “third-world country in the heart of America”2” The Deltastruggleswith
the challenges of chronic disease and barriers to accessing health care.?8 As aresult,
residents experience higher rates of cancer, heart disease, and infant mortality.29

In this article, we have presented the DSN as an example of a partnership that seeksto
eliminate health disparitiesin breast, cervical, and colorectal cancers by applying
community-based participatory research principles to the process of needs assessment and
community action plan development with local residents from 22 Alabama and Mississippi
counties. First, we describe the participatory process that local residents and the DSN
engaged in to determine needs and identify solutions. Second, we describe the community
action plan that resulted from this collaborative endeavor. Finally, we share the lessons
learned from applying community-based participatory principlesto the issue.

Prog Community Health Partnersh. Author manuscript; available in PMC 2013 March 18.



1duasnuey Joyiny vd-HIN 1duasnuey Joyiny vd-HIN

1duasnuey Joyiny vd-HIN

Wynn et al. Page 3

METHODS

In November 2005, the DSN partnership began discussions regarding the purpose and scope
of needs assessment activities, and data collection strategies appropriate for use in
underserved counties. Through monthly meetings and calls, DSN members recommended
that the needs assessment process: (1) Include the opinions of various community
stakeholders, (2) focus on community assets and resources, and (3) disseminate all findings
to the community for feedback.

After a 3-month iterative process, a consensus was reached to use a community discussion
group methodol ogy.30 Discussion groups are growing in popularity as a viable method to
engage hard-to-reach segments of the population in research. The discussion group topic
guide contained questions that explored (1) cancer health disparity needs, (2) community
resources/assets, and (3) county prioritiesto eliminate cancer health disparities.

In March 2006, DSN community partners started recruiting a convenience sample of 8 to 10
community members aged 20 and older to participate in one county discussion group. Given
that this was a convenience sample, community partnersrelied on their social circles astheir
main recruitment strategy. While these efforts were underway, the other DSN partners
developed informed consent documents, which were administered at the beginning of each
session, and secured meeting locations, refreshments, and participant incentives.

Each session was tape recorded and transcribed. Then two evaluators independently read the
original transcript and identified themes. The data were then summarized within and across
groups and shared with the DSN community—academic partnership for review and
discussion.

Next, a series of meetings and calls were scheduled between the DSN partners and
discussion group participants to review the data and to begin outlining a community action
plan. From these discussions, a draft community action plan was devel oped. Discussion
group and DSN participants then divided into four working groups composed of eight
individualsto finalize components of the community action plan. In a 3-month period,
working groups were responsible for (1) conducting aliterature review to identify
interventions based on themes, (2) examining an inventory of programs targeting African
Americans and focused on breast, cervical, and colorectal cancers, (3) reviewing the
successes and lessons learned from previous DSN activities, and (4) keeping their respective
constituents and peers apprised of DSN updates.

RESULTS

Needs Assessment Results

A total of 24 discussion groups, involving 224 participants (90% African Americans, 10%
white; 84% women, and 16% men) were conducted with a convenience sample of health
care professionals (21%), government officials (16%), faith-based leaders (26%), and other
stakeholders across Alabama and Mississippi. More than half of the participants were
married and employed full time. Their average age was 51 years and 41% had graduated
from a4-year college or university.

The discussion group data revealed similarities and differences across state and county lines.
The question that produced the most variability involved the identification of cancer
resources/assets available to local residents. Because of the open-ended nature of this
guestion, the responses were numerous. However, in Alabama, afrequently cited resource/
asset was the REACH 2010 project,3! funded by the Centers for Disease Control and
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Prevention that worked in concert with DSN to eliminate cancer health disparities. This
particular resource/asset was not available in Mississippi. It was impressive to hear the
community identify different types of resources/assets available in underserved
communities.

Overdll, the discussion group findings revealed several consistent themes across both states.
Most participants considered breast cancer as the top cancer disparity that they felt
comfortable addressing. The other top cancer disparities were colorectal, prostate, cervical,
and lung. Hypertension, heart disease, obesity, and diabetes were also identified as top
disparities. Participants documented eight of the Healthy Pegple 201072 |eading health
indicators as problems in their communities, which included physical activity, overweight
and obesity, tobacco use/smoking, substance abuse, risky sexual behavior, mental health/
stress, environmental quality, and access to health care.

Participants were concerned about environmental contamination in their communities and
the lack of governmental concern. They reported that cancer myths were still barriersto
getting screened and felt more needed to be done to promote lifestyle changes, especially
around diet, physical activity, and smoking. Y et, they indicated that lifestyle changes were
not enough if they live in contaminated environments.

Additionally, participants framed their perceptions of cancer health disparities and identified
opportunities for interventions based on three levels of influence: Individual, provider, and
system levels. See Table 1 for selected discussion group quotes based on these levels. Given
participants’ ecological approach to eliminating cancer health disparities, working groups
were formed to develop amultilevel community action plan based on these themes and
levels of influence.

Community Action Plan Development

Approximately 32 DSN community—academic partners and discussion group participants
agreed to join one of the four working groups. Each working group was responsible for (1)
conducting aliterature review to identify suitable interventions based on identified themes,
(2) examining an inventory of programs targeting African Americans and focused on breast,
cervical, and colorectal cancers, (3) reviewing the successes and lessons learned from
previous DSN activities, and (4) keeping their respective constituents and peers apprised of
DSN updates. Although there was no prescribed method for completing the four tasks,
working groups identified helpful websites and resources their members could refer to for
assistance.

Each working group decided to elect a chair and co-chair from within their membership. The
chair and co-chair were responsible for overseeing the completion of assignments,
scheduling working group meetings and calls, and maintaining the group’ s momentum.
Some working groups even chose to pair academicians and local community residents to
promote a co-learning and empowering experience. Some members volunteered to assist
with certain assignments based on their capacity levels and time constraints.

After months of data-driven deliberations, working group members narrowed their
community action plan priority lists and decided to focus on increasing and/or promoting
participation in (a) physical activity, (b) breast, cervical, and colorectal cancer screening, (C)
advocacy efforts, and (d) healthy eating. Once these areas were approved by all working
groups, the next step was to identify evidence-based strategies and/or local promising
community strategies. The community action plan was finalized in January 2007 and
included the following four components: (1) Increasing physical activity by implementing a
promising practice derived from the University of Alabama at Birmingham Minority Health
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and Research Center’s WALK campaign33 (individual-level focused activity); (2) increasing
the consumption of fruits and vegetables by implementing NCI’s Body and Soul3* in local
churches (individual- and system-level focused activities); (3) increasing cancer screening
through cancer awareness activities that targeted the individual, system and providers as
agents of change (provider/agent of change level focused); and (4) training DSN community
partners to become effective advocates using the Midwest Academy’s Direct Action
Organizing3® techniques (individual- and system-level focused activities). Although not
shown here, the community action plan also included a step-by-step protocol that outlined
the roles and responsibilities of the DSN community—academic partners, along with process,
impact, and outcome eval uation measures.36

DISCUSSION

Lesson 1

Lesson 2

Lesson 3

In this article, the DSN community—academic partnership was presented as an example of a
partnership that seeks to eliminate health disparitiesin breast, cervical, and colorectal
cancers by applying community-based participatory research principles to the process of
needs assessment and community action plan development. Throughout this collaborative
process, both the DSN and the community learned valuable lessons that will be remembered
and applied as we continue working together.

If the problem is in the community; the solution is in the community. As adirect result of
asking community members to share their thoughts in a discussion group, we were able to
co-develop amultilevel community action plan that included evidence-based strategies and
local promising practices. Because this entire collaborative process was based on a
participatory approach, our specific aims and strategies were not defined a priori. However,
we, along with the project sponsor, were pleased that the community desired to address
environmental issues through advocacy efforts and focus their attention on increasing
physical activity levels, cancer screenings, and the consumption of fruits and vegetables. As
co-developers of the community action plan, the community is likely to own the final
product and sustain it aswell.

Resources are in the eye of the beholder. By conducting informal discussion groups with
various community members, we learned that underserved communities wanted to have a
balanced discussion regarding their assets and their needs. When given the chance to talk
about their assets, the responses varied across county and state lines and were numerous.
Many of the assets mentioned were not the typical institutional resources (e.g., banks,
community foundations), but the individuals who had access to and/or connections with
various socia, economic, and/or health systems. Therefore, despite being labeled as
“underserved” communities, many of the local residents felt empowered by their ability to
leverage connections within their interpersonal, social, and community circles.

Timeislike money; use it wisely. It is no secret that community-based participatory
research takes time. Therefore, we dedicated several months to engaging in purposeful
brainstorming with community partners. Having designated planning time enabled usto
adjust our project schedule to complete all assessment and community action plan activities.
More important, we asked community and academic partners in advance to identify factors
that would keep them engaged in this collaborative endeavor despite competing demands for
their time and attention. Using their responses, we were able to maintain working group
momentum during the community action plan development process.
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Despite the successes of this collaborative partnership, we also faced challenges during the
first year. Although we were able to conduct 24 discussion groups across two states, we
recruited participants from conveniently accessible groups. We acknowledge that using a
more rigorous data collection method would have allowed our results to be generalized to
the public; however, we verified the accuracy of our findings by triangulating the data we
collected to (1) needs assessment data derived from our previous DSN activities,”~12 (2)
formative evaluations conducted in Alabama by the CDC-funded REACH 2010 project,3’
and (3) community mobilization assessments conducted in Mississippi.38

CONCLUSION

The DSN community—academic partnership serves as an example for community
stakeholders and researchers who are interested in using participatory approaches to
eliminate cancer health disparities. By incorporating community-based participatory
principles!3-15 into our planning, formative evaluation, and community action plan
development phases, the DSN partnership was willing to trust the participatory research
process and adjust to paradigm shifts to ensure that we worked in a collaborative and
equitable fashion.
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Figurel.
Alabamaand Mississippi Maps Highlighting DSN Rural and Urban Counties
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Table 1

“Quotable Quotes” From Discussion Group Participants

Individual Level

“People need to have the ahility to ask for what they need and what they want.”

“Basically just changing your lifestyle, how you eat ... stress ... and even if you live in a community where there is environmental pollution,
you have to take a stance and look at yourself, and then on top of that, don’t be afraid.”

Provider Level

“Our local doctors, since we' ve gotten the machine to do mammograms, have been more active in getting breast screenings done here.”

“Even with the medical profession and resources in the community. | think that trust is something that‘ s very important in the African-
American communities. That’s something that has to be built upon.”

Systems L evel

“We got a Healthy City Campaign here with a proclamation from the mayor, and we have a campaign going on and we are encouraging people
to get out and walk.... We're trying to get the restaurantsinvolved ... any restaurant you go to in the city ... you will find some fried food ...
we' re asking them to cooperate with us, and I’ ve been getting some response back.”

“Talk is cheap. | think that action needs to be taken. I’'m talking at the school level. | remember, you know back in high school, there was areal
health class. They would talk to you about that.”
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