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SUMMARY
What is already known about this subject?

Listening sessions and interviews with community and research groups
provided unique insight into factors that contribute to cancer disparities,
barriers to improving outcomes, and opportunities to improve health.

What is added by this report?

Analyzing data through The Model for Analysis of Population Health and
Health Disparities contributed to our understanding of how different
groups understand factors associated with disparities and where oppor-
tunities for meaningful collaboration exist.

What are the implications for public health practice?

The model allowed us to more fully understand the importance of seeking
solutions to cancer disparities through a multisector approach rooted in
the specific needs of communities.

Abstract

Introduction

Significant disparities are apparent in geographic areas and among
racial/ethnic minority groups in Wisconsin. Cancer disparities are
complex and multifactorial and require collaborative, multilevel
efforts to reduce their impact. Our objective was to understand
cancer disparities and identify opportunities to collaborate across
community and research sectors to address them.

Methods

From May 2017 through October 2018, we assembled groups of
community members and researchers and conducted 10 listening
sessions and 29 interviews with a total of 205 participants from di-
verse backgrounds. Listening sessions and interviews were sched-
uled on the basis of participant preference and consisted of a brief
review of maps illustrating the breast and lung cancer burden
across Wisconsin, and a semistructured set of questions regarding
causes, solutions, and opportunities. Interviews followed the same
structure as listening sessions, but were conducted between a facil-
itator and 1 or 2 individuals. Major themes were summarized from
all sessions and coded. We used the Model for Analysis of Popula-
tion Health and Health Disparities to identify areas for collabora-
tion and to highlight differences in emphasis between community
participants and researchers.

Results

Participants identified the need to address individual behavioral
risks and medical mistrust and to build equitable multilevel part-
nerships. Communities provided insights on the impact of environ-
ment and location on cancer disparities. Researchers shared
thoughts about societal poverty and policy issues, biologic re-
sponses, genetic predisposition, and the mechanistic influence of
lifestyle factors on cancer incidence and mortality.

Conclusion

Listening sessions and interviews provided insight into contribut-
ors to cancer disparities, barriers to improving outcomes, and op-
portunities to improve health. The unique perspectives of each
group underscored the need for multisector teams to tackle the
complex issue of cancer disparities.
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Introduction

Cancer incidence and mortality in the United States have de-
creased overall in recent years, but not equally across all popula-
tions. Disparities may be related to race, ethnicity, socioeconomic
status, and geographic location, and their underlying causes are
complex and multifactorial (1-3). An interplay of biology, indi-
vidual behavior, socioeconomic status, social conditions, social
norms, and environment contribute to disparities in cancer incid-
ence, late-stage diagnosis, and mortality (4-5). In Wisconsin,
where cancer is a leading cause of death, significant disparities are
apparent in geographic areas and among racial/ethnic minority
groups (6-9). Wisconsin has the nation’s second largest
Black—White disparity in lung cancer mortality, and the Milwau-
kee metropolitan area has the largest Black—White disparity in
lung cancer mortality among metropolitan areas nationwide (rate
ratio = 1.635). Additionally, Wisconsin has the nation’s third
largest Black—White disparity in female breast cancer mortality
(rate ratio = 1.600) (6,9).

Recognizing the impact lung cancer and female breast cancer have
in Wisconsin, the Advancing a Healthier Wisconsin Endowment
committed a substantial investment to reduce breast and lung can-
cer disparities (10). The endowment sought an innovative solution
that leveraged the strengths of community-based organizations,
population health, and basic science. As a first step, the endow-
ment convened a design team of 10 representatives from research
and community settings. The team’s objective was to engage
people from different disciplines and communities with varied
perspectives on the causes of breast and lung cancer disparities
and to inform effective strategies to collaborate across these sec-
tors. To achieve this, the design team conducted statewide focus
groups with diverse participants. Team members recommended
calling the groups “listening sessions” because facilitators were
there to listen, not examine as in a focus group. We describe the
listening-session approach and key findings from the sessions.

Methods

Recruitment

The design team (authors J.O., T.C., K.B.,, D.F., L.I., SM., L.P.,
J.S., AW, C.W., M.S.) met regularly from March 2017 to Octo-
ber 2018 and used publicly available maps to identify areas of
Wisconsin where lung and female breast cancer rates were higher
than expected and where rates of the 2 cancers differed from each
other (Figure 1) (11). Nine counties of interest were identified on
the basis of apparent disparities in breast and lung cancer incid-
ence and mortality. We contacted public health directors from
each county department of health by email to explore their in-

terest in organizing listening sessions and interviews. We sent a
follow-up email, followed by a telephone call, to directors who did
not respond to the initial email. Of the 9 counties, 7 directors ex-
pressed interest, and their counties were included: Marinette, Mil-
waukee, Oconto, Racine, Vilas, Oneida, and Walworth. The
county communities were diverse in their populations’ racial/eth-
nic make-up and other socioeconomic indicators (Table 1).
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Figure 1. Female breast cancer mortality rate (Map A) and lung cancer
mortality rate (Map B), Wisconsin, 2008-2013. The female breast cancer
mortality rate is indirectly age standardized and smoothed using adaptive
spatial filtering. The lung cancer mortality rate is indirectly age-sex
standardized and smoothed using adaptive spatial filtering. A grid of points is
used to estimate mortality rates continuously across the map, based on the
20 closest breast cancer deaths and the 40 closest lung cancer deaths. Red
areas indicate higher rates than expected and blue areas indicate lower rates
than expected, compared with the regional rate. Areas without color indicate
rates close to the regional rate. Data source: State Vital Records Office,
Wisconsin Department of Health Services 2008-2013 (12). Reprinted with
permission of Yuhong Zhou, PhD, and Kirsten Beyer, PhD, MPH, MS, Medical
College of Wisconsin.

A total of 205 people participated in either listening sessions or in-
terviews from May 2017 through October 2018. To represent the
biomedical science groups (bench, clinical, and population health
researchers), we invited 50 researchers from Wisconsin and 26 re-
searchers at a national conference. Forty-seven Wisconsin re-
searchers and 20 national researchers accepted. All participants in
the biomedical science groups had expertise in cancer and/or dis-
parities research. For this group, 5 sessions were held with a max-
imum of 11 participants each. In community groups, public health
directors who expressed interest in hosting listening sessions in-
vited members of their community that they believed would have
insight on cancer incidence in their community. Community parti-
cipants were leaders from community and nonprofit organizations,
community health workers, nonaffiliated community members,
directors of federally qualified health centers and free clinics, and
public health professionals. We conducted 5 listening sessions
(participant number determined by public health director) and 29
interviews (1-2 participants per session) with community groups.
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We also conducted a listening session at a statewide meeting of
Wisconsin’s Centers for Disease Control and Prevention’s Nation-
al Breast and Cervical Cancer Early Detection Program. For all
participants, participating in a listening session or interview was
determined by the participant’s preference and availability.

Listening sessions and interviews

Our multidisciplinary team of community members and research-
ers conducted 10 listening sessions and 29 interviews with a total
of 205 individuals from diverse backgrounds. We developed a
format for successful engagement across diverse groups of com-
munities and researchers (Table 2). All listening sessions and in-
terviews were conducted by design team members (authors T.C.,
J.O., M.S., K.B., C.W.) or trained facilitators with cancer disparit-
ies knowledge, public health expertise, and qualitative data collec-
tion experience. Listening sessions and interviews were not audio-
or video-recorded because public health officials said that parti-
cipants would engage more freely if not being recorded. A team
member took detailed notes on session content and documented
observations related to participant affect or interactions at all inter-
views and listening sessions. Because sessions were not audio- or
video-recorded, documenting body language and behavior added
context for qualitative analysis. Following each interview or
listening session, the notetaker prepared de-identified summaries,
and participants were given the opportunity to review them for
completeness and accuracy.

Interviews were scheduled for 60 minutes and listening sessions
for 90 minutes. Questions and probes were determined a priori by
the design team to capture research and community perspectives
on causes and challenges contributing to breast and lung cancer
disparities statewide and opportunities to improve health out-
comes. To ensure that the verbiage of questions would be under-
stood across community and research populations, the design team
tested the applicability of questions across diverse groups with
peers and social networks and used their feedback to inform revi-
sions. At listening sessions, the facilitator encouraged participants
to openly share their perceptions of their home community, com-
munities statewide, and the environment of cancer research. Parti-
cipants then examined statewide maps of breast and lung cancer
incidence and mortality and discussed whether what they saw in
the maps validated or opposed their previous thoughts about com-
munity health and cancer disparities. At the end of the listening
sessions and interviews, participants were encouraged to ask ques-
tions about future directions and were informed of ways to stay
connected to the study.

Data analysis

Two trained researchers (T.C., J.O.) coded summaries and obser-
vational notes using ATLAS.ti software (ATLAS.ti Scientific
Software Development GmbH). In the first round of coding, re-
searchers used open coding to identify themes, key concepts,
ideas, beliefs, or events. Researchers met frequently to compare
and modify codes and resolve discrepancies through discussion or
consultation with a third reviewer. After completing open coding
of themes (Table 2), the themes that emerged strongly aligned
with The Model for Analysis of Population Health and Health Dis-
parities, a model that illustrates multilevel contributors to cancer
disparities, including individual behavior and risk, context, and
population factors (13). A second round of coding was then con-
ducted to help identify thematic similarities and differences
between researchers and community members to inform opportun-
ities for collaboration or identify experiential gaps that might re-
quire further attention (Table 3). All procedures were reviewed
and approved by the Medical College of Wisconsin’s institutional
review board.

Results

Interviews and listening session participants

Listening session and interview participants totaled 205. Twenty-
nine interviews were conducted across Wisconsin counties (Mari-
nette, 10 interviews; Oconto, 6; Racine, 7; and Walworth, 6) and
consisted of either 1 or 2 participants per interview for a total of
35 people interviewed and 170 participants in listening sessions
(Figure 2).

Figure 2. Composition of listening sessions and interviews. A total of 205
participants answered semistructured questions about communities and
cancer disparities in Wisconsin. Sixty-seven participants represented basic,
population health, and clinical research, and 138 participants represented
community perspectives. We also conducted a listening session at a
coordinators meeting of Well Woman, the Wisconsin’s Centers for Disease
Control and Prevention’s National Breast and Cervical Cancer Early Detection
Program.
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Open coding revealed a broad range of contributors to cancer dis-
parities: biologic contributors, research needs, behaviors and co-
morbidities, demographic factors, geographic location, environ-
ment, social conditions, institutional barriers, and policy issues
(Table 2).

Biologic contributors. All sessions acknowledged genetic predis-
position for cancer. Modifiable risk factors were believed to be the
predominant contributors to cancer disparities, but researchers re-
cognized that some communities were possibly more likely than
others to experience geographic disparities through rural isolation
and small community size and therefore inherit cancer-causing
genes disproportionately.

Research needs. Researchers acknowledged difficulties in recruit-
ing diverse populations for sample collection and clinical trials.
One researcher said she had diverse racial and ethnic participation
when she began recruitment for a clinical trial, but by the end, “all
of the non-White participants had dropped out,” and she had no
idea why. Another basic scientist said he was “aware of disparit-
ies in cancer incidence” within the type of cancer he studied but
was unsure about how to incorporate that into his animal-based re-
search.

Behaviors and comorbidities. All listening sessions discussed the
considerable impact of smoking, stress, diet, and lack of physical
activity on rates of cancer incidence and mortality. Researchers
also discussed the impact of reproductive factors, such as parity,
breastfeeding practices, and the use of hormone replacement ther-
apy on breast cancer. Community participants had specific ideas to
improve health outcomes that would address local concerns. For
example, in one rural area of Wisconsin with high levels of sum-
mer tourism, community members said that walking paths in the
area would be used by local residents much more often if the paths
actually went places (like the grocery store), instead of in circles
(for the tourists). Another community participant said that a great
opportunity to conduct an intervention would be at “thresherees,”
which are gatherings of local agricultural community members
during harvest seasons.

Demographic factors. Community health care providers said that
many of their current research efforts focused on educating com-
munities and increasing knowledge and awareness of cancer-
causing agents. In 5 of the 7 counties visited, health care pro-
viders shared that adults in their area were aware that they should
eat better, be more active, and either eliminate or reduce tobacco
and alcohol consumption, yet had little interest in modifying beha-
vior.

Geographic location. Both community participants and research-
ers discussed the influence of distance and travel time on health

care, but these were not the sole concerns related to access. In 2
separate listening sessions, participants said that they would “have
to be dying” to seek care at their local health care facility and
would prefer to drive an hour or more to larger cities for what they
trusted to be better quality care. In urban settings, mistrust
stemmed from experiences and beliefs that care would be de-
livered differently because of the race, ethnicity, or socioeconom-
ic status of the patient. Researchers and public health experts dis-
cussed this mistrust but did not acknowledge its nuances in differ-
ent demographic groups.

Environment. Community participants expressed concerns about
airborne, housing, and workplace exposures to harsh chemicals
and environmental pollutants, which differed by region. In north-
ern Wisconsin, industrial chemicals found in paper mills and min-
ing were mentioned, and in agricultural areas throughout the state,
exposure to pesticides and herbicides were referenced as concerns.
Participants from urban areas expressed more concern about pollu-
tion and quality of housing. Researchers acknowledged the im-
pact of the environment on health and were knowledgeable about
the high levels of radon in certain Wisconsin communities, but did
not focus discussions on any other community-specific exposures.

Social conditions. Population health researchers and community
participants shared that a significant disparity between communit-
ies exists in the way that tobacco and alcohol are promoted. Sale
of tobacco and alcohol is promoted in areas where racial/ethnic
and sex and gender minority groups reside, whereas health care,
healthy foods, and healthy behaviors are promoted more in sub-
urban, affluent areas with predominantly White populations. In
rural communities, participants said, “everybody smokes” and
“everybody drinks.” A public health professional said in an inter-
view that tobacco use was so prevalent that when young women
become pregnant, they merely switched from cigarettes to chew-
ing tobacco for the duration of their pregnancy. Participants from
communities across Wisconsin said that alcohol is expected at all
social gatherings.

Institutional barriers. All participants acknowledged the institu-
tional challenges to reducing cancer disparities. Researchers cited
challenges in obtaining funding, building new partnerships, and
then sustaining connections when funding runs out. In communit-
ies, institutional barriers were centered around the limited time or
resources to form new partnerships and launch programs and the
shortage of physicians in an area. A rural nurse practitioner shared
that many community members were unwilling (because of per-
ceptions) or unable (for insurance reasons) to receive care from
nurse practitioners or health professionals with nonterminal de-
grees.
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Policy issues. Listening sessions revealed issues with insurance
and generic drug costs, societal poverty, and challenges in ban-
ning carcinogenic substances. In multiple listening sessions in
northern Wisconsin, community participants said that despite the
presence of a statewide indoor smoking ban, smoking was still
prevalent in taverns, restaurants, and other public places. Com-
munity groups discussed agricultural pesticide use and said that
determination of which chemicals are allowed is based on their
cost and farmers’ preference without consideration for the health
of community members.

By using the Model for Population Health and Health Disparities
as a framework to compare research and community perspectives,
we were able to compare areas of emphasis between groups. The
model served as a powerful tool to identify areas with shared
knowledge for future multisector collaboration (Table 2) and areas
where more education was likely needed (Table 3).

Areas with shared knowledge. Areas with shared knowledge indic-
ated topics with potential for rapid, multisector collaboration. For
example, all participant groups discussed the contribution of indi-
vidual risk factors to cancer disparities but had different expertise
and interests in the topics discussed. Alcohol consumption was
identified as a contributing factor to cancer across groups, and ba-
sic science researchers focused on understanding cellular and mo-
lecular mechanisms and discussed work being conducted by local
experts that could be focused on state-level issues (14). Popula-
tion health researchers focused on frameworks that drive lifestyle
choices, such as the Transtheoretical Model, and successful inter-
ventions to improve health outcomes (15,16). Community parti-
cipants focused on the social and cultural norms specific to their
area.

Areas with differences in emphasis between participant groups.
Areas where emphasis differed between groups showed that more
education would likely be needed to create multisector teams. For
example, basic science researchers focused heavily on the mech-
anisms of DNA and cellular damage and protective factors that
need to be better understood. Only researchers mentioned how re-
productive and gynecologic factors such as breastfeeding prac-
tices, parity (having borne children), and the use of hormone re-
placement therapy were factors in breast cancer incidence. Com-
munity participants had unique insights regarding the physical
context of cancer disparities, that is, how the environment and loc-
ation affect health outcomes. They went into detail about specific
agricultural, industrial, workplace, and home exposures that may
affect health. For example, in Northern Wisconsin, heavy snow-
fall can block roads and prevent trucks from delivering propane to
heat homes throughout winter and into April and May. To com-
pensate for this, some residents switch to burning wood as a heat
source. Wood smoke is a source of benzene, defined as a carcino-

gen by the International Agency of Research on Cancer. However,
limited research has examined the correlation between home heat-
ing with open fires or closed burners and cancer incidence (17).
Although researchers discussed how social context in general con-
tributes to cancer disparities, community participants had extens-
ive knowledge about the complex, community-specific interplay
of social relationships, social conditions, and policy.

Use of maps to stimulate discussion

We found use of maps to be a critical factor in our investigation.
Although both community and research groups tended to focus on
the maps or the specific geographic elements where disparities
were high, the maps were useful in helping participants go bey-
ond their initial thoughts on factors influencing disparities. As a
result of sharing maps, researchers who were previously unaware
of cancer disparities were eager to learn more and share access to
research equipment (such as next generation imaging and sequen-
cing technology), collaborators, and expertise. Community parti-
cipants in urban areas were largely aware of cancer disparities, but
seeing the warm or hot colors on the maps illustrating the addi-
tional burden in their region resulted in comments of interest, dis-
may, confusion, and commitment (“we need to do something
about this”). In rural communities, where initial conversations fo-
cused on the fresh air, outdoor activities, and environment that are
healthier than that of urban settings, participants were surprised by
the maps. Seeing the warm or hot colors on their rural regions on
the map indicating high cancer incidence and mortality shifted the
discussion to possible causes, such as industrial and agricultural
exposures, cultural norms, and health care quality.

Discussion

The US Department of Health and Human Services called for the
elimination of health disparities and achievement of health equity
in Healthy People 2020 (4). Our statewide listening sessions and
interviews with community members and researchers uncovered
multisector factors that contribute to disparities. Previous studies
used this listening session approach to uncover barriers between
community and science that need to be addressed to reduce health
disparities, such as cultural humility and skepticism and mistrust
about research (18,19). In our study, we sought to understand the
differences in emphasis that diverse participants in research and
community settings would place on causes of cancer disparities.
When we used disparities-based frameworks in different settings
(such as research vs community settings), focus on aspects of the
Model for Analysis of Population Health and Health Disparities
(13) shifted. This is likely a major reason that disparities are diffi-
cult to address. It is challenging for participants to draw their fo-
cus from what is most salient to them and examine broader per-
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spectives. We found that each group offered a unique perspective
based on their expertise and experience and acknowledged that
other sectors also needed to make a significant impact to reduce
cancer disparities. Across communities, there was a shared desire
to improve health outcomes, and multiple suggestions were
offered as first steps. All groups wanted to reduce disparities and
improve health outcomes and identified the following 3 key is-
sues to address.

Major contributors to cancer disparities are complex and vary
between regions and communities. The root causes of cancer dis-
parities are complex and multifactorial. Eliminating cancer dispar-
ities statewide requires consideration of the unique factors among
communities that underlie disparities. Our statewide listening ses-
sions revealed isolated incidents of environmental contamination,
deeply ingrained cultural norms, and institutional barriers that all
need to be acknowledged. Nationwide, it is clear that a one-size-
fits-all approach across diverse community settings is not suffi-
cient. Previous studies have demonstrated that risk factors contrib-
uting to mortality and prognoses differ between races and geo-
graphic locations (20,21). The Model for Analysis of Population
Health and Health Disparities (13) illustrates the impact of many
proximal, distal, and intermediate factors on health. When examin-
ing the contributors to health disparities outlined in our listening
sessions, factors from each category of this framework emerged
(Table 3). Unlike smaller studies that highlighted a central focus
for interventions, statewide efforts require interventions that can
be tailored to the cultural and geographic needs of the communit-
ies affected by cancer disparities (18,19).

Shared knowledge between researchers and community members
is needed. Researchers and community groups discussed differing
priorities regarding cancer disparities. In our listening sessions, re-
searchers expressed a need for more diverse participation in clinic-
al trials and biospecimen donations. This was a recurrent theme
across basic, clinical, and population researcher sessions. Aside
from issues of medical mistrust, confusion about the importance of
clinical trials is prevalent in communities nationwide, and concep-
tual frameworks have been created to maximize diverse participa-
tion in trials (22—24). In our community listening sessions, clinic-
al trials and biospecimen sample donation were not mentioned.
Shared understanding, identification, capacity building, and re-
moval of individual and system-level barriers will be required to
bridge the gap between community and research priorities
(25-28).

Multisector partnerships are needed to eliminate cancer disparities.
Our study showed that broad understanding and appreciation for
local social, cultural, and biological influences on cancer disparit-
ies is needed in a multisector team setting to achieve health equity
in Wisconsin. Efforts are needed to bridge gaps in communication

regarding sample donation and disease model development, which
basic science researchers valued more than did population health
researchers or community members. Basic scientists, conversely,
had limited expertise in how social conditions and policy influ-
ence health disparities. Given the community and research per-
spectives on cancer disparities that we observed, educational ap-
proaches or guided facilitation will be required to create collabor-
ative efforts. One opportunity to accomplish this would be through
the development of training programs that intentionally bring in-
terested participants from biomedical research (basic and popula-
tion science) and community settings together to learn about each
other’s worlds and to inform research questions that meet com-
munity concerns.

One of our most encouraging findings was the acknowledgment
across groups of a need for partnerships, improved training, and
patient support. Both researchers and community groups acknow-
ledged that funds and time are limited resources; however, they
referenced small coalitions and existing partnerships focused on
cancer disparities and population health that have had success in
outreach programming or grant funding efforts. Although indi-
viduals in all sectors expressed willingness to be a part of a larger
collaborative group, partnerships between researchers and com-
munity generally do not occur organically. These relationships and
interactions need to be fostered and facilitated to ensure equity in
influence and outcomes. Although a capacity needs to be built to
conduct multidisciplinary, cross-cutting work, research and
community-based resources, opportunities, and enthusiasm exist
to reduce breast and lung cancer incidence and mortality
statewide. Ultimately, our study informed effective strategies for
multidisciplinary teams to understand cancer disparities and to col-
laborate across sectors. This approach is recommended for large-
or small-scale initiatives to address complex, multifactorial health
issues.

Our study had limitations. The design team did not frame its ques-
tions around the Model for Population Health and Health Disparit-
ies (13). Also, the absence of discussion of an issue did not neces-
sarily mean an absence of understanding or a lack of desire to ad-
dress an issue at a research or policy level. Listening sessions were
approximately 90 minutes long, and in some groups, discussion
was extended around some topics, which limited the amount of
time for discussion of other topics. Listening sessions were not
taped or transcribed; therefore, our analysis relied on the accuracy
of notetaking.
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Tables

Table 1. Demographic Characteristics, Wisconsin and 7 Participating Counties, Community and Research Perspectives on Cancer Disparities, May 2017 -October
2018

County
Characteristic Wisconsin Marinette Milwaukee Oconto Oneida Racine Vilas Walworth
Population 5,813,434 40,434 948,207 37,830 35,470 196,584 21,938 103,718
Median household 59,209 47,497 48,742 57,105 54,198 59,749 44,285 61,106
income, $
Poverty, % 11.0 12.0 19.1 9.2 9.4 12.6 10.9 10.1
Uninsured aged <65 6.5 6.2 8.1 6.3 6.3 6.2 10.2 8.5
Y, %
Race/ethnicity, %
White 81.1 95.1 51.0 94.8 94.7 71.7 84.8 85.3
Black 6.7 0.6 27.2 0.4 0.7 12.0 0.4 1.2
American Indian 1.2 0.8 1.0 1.5 1.2 0.7 11.1 1.1
Hispanic/Latino 6.9 1.9 15.4 1.8 1.6 13.4 2.8 11.2
Female breast cancer 2012-2016
Age adjusted 68.0 62.0 74.6 63.4 78.7 69.7 74.0 68.6
incidence rate per
100,000°
Late-stage diagnosis, 325 37.2 35.6 36.9 37.3 34.4 27.5 32.2
% of total cases
Age adjusted mortality 10.7 9.8 11.9 11.7 9.8 10.4 10.7 11.0
rate per 100,000°
Lung cancer 2012-2016
Age adjusted 59.8 69.8 69.1 64.6 74.6 68.7 72.0 60.0
incidence rate per
100,000?
Late-stage diagnosis, 74.3 78.7 77.0 86.0 87.6 74.5 84.3 77.0
% of total cases
Age adjusted mortality 41.0 48.9 46.6 46.1 48.3 44.9 41.1 45.6
rate per 100,000°

@ Age adjusted to 2000 US standard population.
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Table 2. Listening Session and Interview Questions Asked and Participant (N = 205) Characteristics, Community and Research Perspectives on Cancer Disparities,

May 2017-October 2018

Listening Session and Interview Format

Justification

Characteristic

Homogeneous Create an environment where groups feel comfortable sharing experiences.

Facilitated Enable open conversation that respects cultural, racial/ethnic, or research identities.

Transparent Ensure the intentions of data collection are clear, and participants understand their ability to stay
informed and continue to give feedback throughout the project.

Valid Seek feedback from a representative from each community after compilation of data, and make
modifications, additions, or redactions before dissemination.

Respectful Establish at the beginning of each listening session or interview that all opinions are valid, and all
participants may finish their thoughts without interruption.

Flexible Tailor sessions to be responsive to participant needs, including group size, style, language,
format, and familiarity with the topic of cancer disparities.

Question Probe (if needed)

Research: How would you describe the health of Wisconsin
communities? Community: How would you describe the health of
your community?

Research: Rank the health of Wisconsin communities and explain. Community: Rank the health
of your community and explain. (A = Excellent, F = Terrible)

If money or resources were no issue, what would you do to
improve cancer disparities?

Are there assumptions that people make about (your community/research)?

Why do maps of breast and lung cancer incidence and mortality
look the way that they do?

Are there things that surprise you or don’t surprise you?

Listening session and interview results, contributors to cancer
disparities

Examples

Biologic contributors

Genetic predisposition

Research needs

Better cancer detection, availability of samples from different populations, funding

Behaviors and comorbidities

Obesity, poverty, alcoholism, smoking, diet, exercise, stress, reproductive factors, breastfeeding,
use of hormone replacement therapy

Demographic factors

Health literacy, gender, race/ethnicity, childhood education

Geographic location

Distance to care, location of care, availability of transportation

Environment

Airborne, housing, and workplace exposures, radon, water quality

Social conditions

Social isolation, cultural norms, social support

Institutional barriers

Availability of quality care, patient support, availability of partnerships and funding sources,
medical mistrust

Policy issues

Insurance coverage, societal poverty, generic drug availability, adherence to policy
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Table 3. Topics Discussed in Listening Sessions and Interviews, Community and Research Perspectives on Cancer Disparities, May 2017-October 2018°

Topic of Discussion

Research Participants

Basic/Clinical Population Health
(n =36) (n=11)

Community Participants
(n = 158)

Biologic and genetic pathways

Availability of technology, samples, and models

Genetic predisposition

Mechanisms of protection or damage

Biologic responses

Alcohol, obesity, and stress

Individual risk factors

Medical mistrust, delay to diagnosis, completion, adherence to care

Reproductive/gynecologic factors

Individual diet, alcohol, tobacco, and illegal drug use

>

Individual demographics

Access to care

Childhood and community education

Cultural and acculturation

Gender and race

Employment and socioeconomic status

XX | X | X | X

X | X [ X | X |Xx

Physical context

Environment (agriculture, home, community, workplace exposures)

>

>

Location (urban, rural, green, isolated)

Social relationships

Acceptability of alcohol consumption and smoking

Social factors (support, isolation, pride, self-efficacy)

Social context

Effectiveness of partnerships

Social capital

Institutional context

Adequate patient support, care, and physician training

Capacity for multidisciplinary work

Guideline concordant care, hospital volume, cancer detection

Need for champions and funding opportunities

Social conditions and policy

Environment, housing, and insurance-based policy

Insurance issues

Social inequality and societal poverty

X

@ X indicates that the topic was discussed in the basic/clinical research, population health research, and/or community groups.
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