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Abstract

Achieving cancer health equity is a national imperative. Cancer is the second leading cause of 

death in the United States and in North Carolina (NC), where the disease disproportionately 

impacts traditionally underrepresented race and ethnic groups, those who live in rural 

communities, the impoverished, and medically disenfranchised and/or health-disparate populations 

at high-risk for cancer. These populations have worse cancer outcomes and are less likely to be 

participants in clinical research and trials. It is critical for cancer centers and other academic health 

centers to understand the factors that contribute to poor cancer outcomes, the extent to which they 
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impact the cancer burden, and develop effective interventions to address them. Key to this process 

is engaging diverse stakeholders in the development and execution of community and population 

health assessments, and the subsequent programs and interventions designed to address the need 

across the catchment area. This chapter describes the processes and lessons learned of the Duke 

Cancer Institute’s (DCI) long standing community partnerships that led to Project PLACE 

(Population Level Approaches to Cancer Elimination), a National Cancer Institute (NCI)-funded 

community health assessment reaching 2315 respondents in 7 months, resulting in a community 

partnered research agenda to advance cancer equity within the DCI catchment area. We illustrate 

the application of a community partnered health assessment and offer examples of strategic 

opportunities, successes, lessons learned, and implications for practice.
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1. Introduction

Achieving cancer health equity is a national imperative. Cancer is the second leading cause 

of death in the United States (US) and the National Cancer Institute (NCI) predicts an 

estimated 1,762,450 new cancer cases and approximately 606,880 cancer deaths in the 

United States in 2019 (SEER, 2019). Likewise, cancer is the leading cause of death with 

estimates of almost 60,000 new cases and 20,410 deaths in North Carolina (NC), which has 

a significant number of counties and communities comprised of a high proportion of racially 

and ethnically diverse, rural, impoverished, medically disenfranchised and/or health-

disparate populations at high-risk for cancer with limited access to resources and services 

(SEER, 2019). These populations have worse cancer outcomes and are less likely to be 

participants in clinical research and trials. For effective cancer control, it is critical for cancer 

centers and other academic health centers to understand the factors that contribute to poor 

cancer outcomes and the extent to which they impact the cancer burden and develop 

effective interventions to address them (Paskett & Hiatt, 2018). The key to this process is 

engaging diverse stakeholders in the development and execution of community and 

population health assessments, and the subsequent programs and interventions designed to 

address the need across patient and population catchment areas (Washington, Coye, & 

Boulware, 2016).

This chapter describes the processes and lessons learned of the Duke Cancer Institute’s 

(DCI) long standing community partnerships that led to Project PLACE (Population Level 

Approaches to Cancer Elimination), an NCI-funded community health assessment designed 

to identify, describe, and develop a community partnered research agenda to advance cancer 

equity within the DCI catchment area. The capacity to address disparities vary from one 

cancer center to another and the strategies outlined in this chapter can serve as a scalable 

example of a community outreach and engagement model to improve population and 

community health, particularly for the underserved. We illustrate the application of a 
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community partnered health assessment model and offer examples of strategic 

collaborations, successes, challenges, lessons learned and implications for practice.

1.1 Burden of cancer and lack of diversity in clinical trials in North Carolina

There are 10,042,802 people living in NC, where African Americans make up the second 

largest race group at 22%. According to census data, the Latino/Hispanic population makes 

up 9% of the state population and has increased dramatically by over 300% in the last 10 

years (US Census Bureau, 2018). Latinos/Hispanics have high concentrations in urban 

counties, such as Wake and in several rural counties where farming is one of the primary 

industries. Another growing and diverse community is the Asian population, although 

relatively small at 2.7%, this population has been steadily increasing over recent years. 

Native Americans are the smallest race/ethnic population in NC and are heavily 

concentrated in select communities such as Robertson County where the population is 

39.7% Native American, 24.7% African American and 32.2% white. The average income in 

NC is $25,608, and 17.2% live at or below the federal poverty level. In terms of educational 

attainment, 85.4% have graduated high school, and 27.8% hold a bachelor’s degree or higher 

(US Census Bureau, 2018). Across the state, there are a significant number of counties with 

a higher number of underrepresented race and ethnic minority groups compared to their 

majority white populations. For example, in Durham County, 51% of the population is 

comprised of underrepresented minorities, with 39% African American. Statewide studies 

show urban and rural differences in the cancer burden across the state where rural 

communities tend to fare worse overall. Similar to national population trends, race and 

ethnic differences exist where minorities in general have a lower incidence in cancer, yet are 

more likely to be diagnosed at later stages, and present with more aggressive disease. These 

trends differ in some cases where the burden can be even greater in the context of incidence 

and mortality. For example, African American men have a 1.6-fold higher incidence of 

prostate cancer, and a 2.4-fold higher mortality rate compared to their white counterparts 

(SEER, 2019).

Lack of minority participation in oncology clinical trials and bio-repositories is a national 

problem. Current studies show that among the 15.5 million cancer survivors in the United 

States, only 9% are involved in clinical trials and even less are race and ethnic minorities, 

where current estimates range between 2% and 3% . Racial and ethnic minorities, the poor, 

and those who live in rural or low resourced communities are less likely to be involved in 

clinical research due to numerous factors including distance, fear, costs, or simply not being 

asked to participate (Baquet, Commiskey, Daniel Mullins, & Mishra, 2006; Dang et al., 

2014; Paskett et al., 2002). In NC, a recent study found that men and minorities are least 

likely to participate in oncology clinical trials, highlighting the need to better understand 

these trends and develop mechanisms to address them (Hagiwara et al., 2014; Zullig et al., 

2016). The under-representation of minorities and men in clinical research and trials has 

significant scientific implications. For example, from a biological standpoint, current studies 

are finding that black men are responding better to prostate cancer clinical trials than white 

men, underscoring the importance of diverse participation in clinical trials (Amstrong, 2017; 

George et al., 2019; Halabi et al., 2018). Poor minority recruitment and retention efforts can 

compromise generalizability of research findings, raise concerns around biased reporting of 
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adverse effects that may differ by race, and limit minorities and men from fully benefitting 

from research including access to cutting-edge and potentially life-enhancing clinical 

therapies (Unger, Cook, Tai, & Bleyer, 2016).

A myriad of individual, community, biological and system level barriers contribute to 

disparities in cancer, cancer care and research participation (Amstrong, 2017; Bandini, 

Preisser, & Nazzani, 2018; Barrett, Ingraham, Vann Hawkins, & Moorman, 2017; Durant et 

al., 2014; Ford et al., 2008). Lack of access to information, care, research, and resources, 

culture and communication including language, being under or uninsured, systemic racism 

and implicit bias in the health system, availability of cancer services and research, 

transportation, distrust of the medical establishment and research due to systemic racism and 

historical and broader social inequities all negatively impact cancer outcomes across the care 

continuum (Barrett et al., 2016; Durant et al., 2014; Hamel et al., 2016; Langford et al., 

2014). Given higher rates of cancer morbidity and mortality among underserved populations, 

the growing diversity of our patient and community populations, lack of diversity in clinical 

trials participation, and the need for strategic collaborations and partnerships to reduce 

cancer disparities are heightened (Wallerstein & Duran, 2006; Washington et al., 2016).

1.2 The role of cancer centers and community health assessments to identify and 
address the need

Among many accountability measures, cancer centers are expected to identify and assess the 

needs in their communities, increase clinical research participation, and ensure patients do 

not fall through the gaps in care (Paskett & Hiatt, 2018; Tai & Hiatt, 2017). However, 

barriers that prohibit access and utilization of cancer services and research vary by 

community, requiring cancer centers to develop and implement strategic plans to assess and 

respond effectively to disparities within their catchment area. One strategy to assess and 

describe the cancer burden and respond to the need, is by conducting community health 

assessments and employing key methodologies of community engagement and partnerships 

(Barrett et al., 2016; Wilkins Consuelo & Alberti Philip, 2019).

The opportunity to identify and develop partnered strategies to advance health equity 

research are critical and timely. In 2017 the NCI heightened focus on the importance of 

community engagement and outreach to address cancer disparities across NCI-designated 

Cancer Centers and their catchment areas. This priority has encouraged a renewed focus on 

stakeholder engagement and the importance of authentic and impactful collaborations in 

improving cancer outcomes through community and population health assessments, health 

equity research, and interventions across the cancer spectrum (Hiatt et al., 2018).

1.3 Addressing cancer disparities: Community engagement and community health 
assessments

Community engagement encompasses methodologies designed to address health disparities 

by forming authentic and equally valued partnerships and collaborations between diverse 

stakeholders from the community, health care system including patients, and the research 

enterprise (Barrett et al., 2016; Gwede et al., 2012; Michener et al., 2012; Wallerstein & 

Duran, 2006). Within this context, the goals typically circulate around improving access and 
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the delivery of health care, enhancing resources and tools to promote healthy behaviors, and 

increasing inclusion of diverse populations in biomedical research. A robust community 

engagement program within cancer centers can bolster community-engaged research and has 

the potential to provide a dynamic platform to enhance the capacity of academic health 

centers including cancer centers to meet the needs of the communities and patients they 

serve.

Using community engagement approaches can address health disparities in ways that 

traditional efforts cannot and can particularly reach the most underserved in the community 

and within the healthcare system by valuing the perspectives of diverse stakeholders toward 

the elimination of health inequity (Gwede et al., 2012; Wilkins Consuelo & Alberti Philip, 

2019). Uniting individuals with diverse perspectives and experiences allows for thoughtful 

discussion and opportunities for better understanding issues of interest (Hiatt et al., 2018). 

Community organizations and partners can use relationships with local residents and 

patients to provide insight and support when developing and implementing programs and 

engaging in research including clinical trials (Rodriguez, Torres, & Erwin, 2013; 

Wallerstein, Minkler, Carter-Edwards, Avila, & Sánchez, 2015). Moreover, with authentic 

collaboration from the onset, research findings and programs intended to increase screening, 

ensure access and utilization of services by traditionally underrepresented groups, and 

diversifying clinical trial participation are more likely to be implemented (Barrett et al., 

2017; O’Brien & Whitaker, 2011). Critical to the community engagement process is the 

importance of understanding diverse community perspectives and priorities around health. 

Essentially, understanding the nuances of community needs provides context for researchers 

as they engage in projects and disseminate findings (O’Brien & Whitaker, 2011; Wallerstein 

& Duran, 2006).

Several studies have developed community and academic partnerships to identify and 

address health disparities and have led to improved outcomes in African American and 

Latino/Hispanic populations, and in rural and urban communities (Barrett et al., 2017; 

García-Rivera et al., 2017; Meade, Menard, Luque, Martinez-Tyson, & Gwede, 2011). Such 

studies have shown improved or promising outcomes across a variety of chronic disease 

interventions including cancer, diabetes, HIV and cardiovascular conditions and highlight 

the importance of community engagement and partnerships to reduce health disparities. By 

employing community engagement methods to develop institution level strategic priorities 

around cancer health equity research, cancer centers have the opportunity to reach the most 

underserved in the community and within the healthcare system in ways typically not fully 

afforded by traditional strategic activities. As such, community engagement is paramount to 

the development and implementation of community health needs assessments, and the 

subsequent research priorities and interventions necessary to address cancer health 

disparities within cancer center catchment areas (Barrett et al., 2017).
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2. Methods

2.1 Building infrastructure and a health equity agenda through community engagement 
and partnerships

In 2012, the DCI, established the Office of Health Equity (OHE) to develop a health 

disparities and equity agenda to reduce cancer disparities. Two key factors triggered the 

prioritization of health disparities as a key strategy within the DCI. First, under the new 

leadership the DCI embarked on a new model of research and patient care through a 

coordinated effort to authentically engage the community in outreach, screening, and 

research as both participants and experts to inform the research process (Barrett et al., 2017).

The second factor that triggered prioritization was that accrediting entities and funding 

agencies were implementing policies which heighten accountability around community 

engagement and health disparities and equity efforts for cancer centers (Barrett et al., 2017; 

Hiatt et al., 2018). As a result, three areas of focus were established and include:

• Greater emphasis on the use of community assessments to understand and 

effectively respond to community and patient needs.

• Increased accountability in minority accrual and retention in research and 

clinical trials.

• The importance of engaging patients and community partners in health 

disparities research.

Through collaborative community partnerships the DCI, OHE convened a Community 

Advisory Council and conducted a qualitative cancer health assessment reaching over 230 

participants. The assessment led to a co-created and executed community and academic 

health disparities strategic plan which highlights a health system/academic and community 

partnered platform to serve the community, patients, researchers, and clinicians.

DCI collaborated with community-based organizations and other key stakeholders to 

develop a dynamic integrated infrastructure complete with initiatives to improve cancer 

prevention and control, increase early detection, and address cancer disparities and gaps in 

access to care and research within the region. This process resulted in the development of a 

Community Facing Navigation Program with permanent health system supported positions 

(not dependent on external grants), and the creation of several key outreach programs which 

include free community-based screening programs, community outreach and education on 

cancer, and biomedical research participation (Barrett et al., 2017). Building on the 

established infrastructure, in 2017 the DCI worked with its Community Advisory Council 

(CAC), as well as with additional well-established community partners, to develop and 

implement an NCI-funded community health assessment, entitled Project PLACE (see Fig. 

1). Project PLACE is a quantitative community health assessment designed to inform and 

shape the roadmap for strategic research, outreach and interventions to reduce cancer 

disparities, and to engage in targeted efforts to increase and diversify clinical research 

participation within the catchment area.

Barrett et al. Page 6

Adv Cancer Res. Author manuscript; available in PMC 2021 March 19.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



2.2 Development and implementation of Project PLACE: An academic and community 
partnered health assessment

Funded by an NCI P30 Supplement to define the cancer burden of its catchment area, the 

overarching goal of Project PLACE was to extend DCI’s current infrastructure beyond 

community engagement and collaborations to include a robust data platform designed to 

inform and shape the roadmap for strategic research, outreach and interventions, and to 

engage in targeted efforts to increase clinical research participation. Salient to this venture is 

both understanding and describing key factors impacting cancer disparities across diverse 

populations, aligning the priorities of research teams and partnering organizations to build 

capacity through strategic collaborations to address cancer disparities, spur innovative 

research questions and the development of comprehensive and multi-pronged strategies to 

increase and diversify clinical trial participation.

2.3 Engaging the DCI Community Advisory Council to guide and inform Project PLACE

The DCI’s CAC is a dynamic and vital component of the health disparities work within the 

DCI. The council is comprised of 22 individuals representing diverse perspectives across the 

cancer spectrum. Collectively, the council is comprised of educators, health professionals, 

researchers, faith leaders, grass-roots organizers, cancer survivors/patients, community 

advocates, and more, while representing diversity across race, ethnicity, class, religion, 

geography, sexuality/identity, and many other perspectives. These partners access and 

engage their broader community constituency based on identified programming and research 

priorities. The committee serves in an advisory and collaborative capacity to provide 

guidance, feedback, development and execution of research projects at the DCI, and promote 

community and outreach programming to increase understanding and involvement in clinical 

trials and research programs among underrepresented groups, and improve access and the 

delivery of cancer screening and care across the continuum of care. The CAC plays an 

instrumental role in the development, execution, and outcomes of Project PLACE. In 

addition, the DCI has a broader network of community partners that represent national, 

statewide regional, and local health organizations, community-based and rooted 

organizations, local historically black colleges and universities (HBCUs), along with cancer 

patients and caregivers.

2.4 Survey development: Aligning NCI, DCI, and community priorities

The survey development process of Project PLACE had to incorporate priorities and 

guidelines from national, regional, and local stakeholders interested in the outcomes and 

subsequent research, community engagement, and interventions. The DCI was one of 15 

grantees who received NCI funding to describe their respective catchment areas with the 

plan of using the data to ultimately share strategic activities including community outreach, 

increase diversity in clinical trials and address patient care with a cross cutting theme of 

addressing disparities. NCI, in collaboration with other stakeholders including the P30 

supplement grantees, selected five core measures from the Health Information National 

Trends Survey (HINTS) data set and all sites were expected to capture these data through 

their local community assessments (Gage-Bouchard & Rawl, 2019). The DCI CAC, partners 

in the network, and researchers across a variety of cancer related disciplines identified an 
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additional eight DCI-specific measures to incorporate into the survey. The final survey 

included 91 items with a total of 13 measures and was available in English, Spanish and 

Chinese (see Table 1).

In addition, each community organization was asked if there were questions that were 

important to them for building capacity in their own organization that extends beyond the 

agreed upon measures already selected for the survey. Two partnering organizations chose to 

add additional questions to the instrument that were pertinent to their specific stakeholder 

populations and important for their own capacity building. Those items were added as an 

addendum to the survey. The survey was constructed using the DCI’s Behavioral Science 

and Survey Research Shared Resource, supported by the NCI Cancer Center Support Grant 

(P30CAO14236 45).

2.4.1 Identifying community partners and collaborators—DCI engaged long 

standing and newly established organizations and partners to develop a survey dissemination 

plan that would reach diverse populations cutting across key demographics including race, 

ethnicity, age, region, culture, and socioeconomic status. We took a novel approach in this 

process by partnering and incentivizing organizations rather than the individual participants. 

This was critical as we aimed to not just partner for the purpose of capturing surveys but to 

review the outcome and ultimately identify opportunities for outreach, interventions, and 

community-engaged research. Partners and collaborators represented diverse communities, 

regions, and sociodemographic groups. The reach of Project PLACE partners includes a 

diverse population representing the African American/Black, Asian, Latinx/Hispanic, White, 

Muslim/Christian, Lesbian, Gay, Bisexual, Transsexual, Queer, Intersex, and Asexual 

communities and respondents from both rural/urban communities across the state. Fourteen 

community-based organizations represented a variety of groups including fraternities and 

sororities, health and patient advocacy groups, the LGBTQ centers, an HBCU, and senior 

centers. We partnered with five (5) faith organizations which included Catholic, non-

Catholic Christian, and Muslim organizations. Last, a free health clinic serving uninsured 

patients spanning four counties in NC, and the Duke Health system provided the opportunity 

to engage a diverse patient population.

2.5 Community partner kick-off training

A Project PLACE kick-off meeting was held with community partners involved in the 

development and dissemination of the survey. The 2-hour session provided an overview of 

the cancer burden and need in the community, the purpose of Project PLACE and the 

importance of partnerships and collaborations. Each organization shared details about their 

programs and services, who they serve and their reach. The kick-off then had an in-depth 

workshop that covered key survey operations such as the development and refinement of 

each partner’s Survey Dissemination Plan, a review of research ethics, and Standard 

Operating Procedures (SOP’s) to ensure activities were in full alignment with Duke’s 

Institutional Review Board (IRB) and human subjects’ protections.
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2.6 Survey dissemination and compensation

The initial goal was to enroll 2000 participants across all racial and geographical groups into 

the study. The study was conducted within various communities, with the majority of 

participants recruited via health fairs and outreach endeavors sponsored by community 

partners. The surveys were self-administered via either paper-pen format or online using a 

Research Electronic Data Capture (REDCap) database. The online survey link was 

distributed through selected community partners and to those who request to disseminate the 

online survey to their constituents. Most partners disseminated pen and paper surveys which 

were disseminated in a variety of settings including community forums, health fairs, and 

outreach events, during and after church services. We employed purposeful sampling 

through community-based convenience sampling methods by focusing on recruiting 

participants from community organizations based in Durham, Wake, Vance, Granville, 

Alamance, and Orange counties. We provided compensation ($10 per survey up to $2000) to 

partner organizations as part of our agreement to access the data and co-develop follow-up 

interventions and research in which the funds could be used to offset the costs of having staff 

distribute and collect surveys, provide participant incentives, or to meet a specific 

programmatic need in their organization. DCI OHE provided planning and coordination 

support as needed and OHE Community Navigators attended and helped facilitate the 

programs. In addition, participants that completed the survey at community partner events 

were offered gift items valued less than $5 such as a water bottle or a tote bag. DCI OHE 

provided planning and coordination support as needed and OHE Community Navigators 

attended the programs to answer questions.

The community health assessment posed no more than minimal risk to the participants and 

we were granted a waiver of consent from the DCI’s IRB. In lieu of a consent process, a 

member of the research team provided a thorough review of the project details with 

instructions to complete the survey to the community partners as well as the participants 

completing the survey. The survey did not collect Personal Health Information (PHI) and 

could not be traced back to an individual. Research team members addressed any questions 

or concerns of the participants prior to them completing the survey.

3. Project PLACE results and outcomes

3.1 Data collection outcomes by organization type

Project PLACE data collection spanned from April 2017 to December 2017. A total of 2315 

surveys were completed, exceeding our goal of 2000. Most participants were recruited from 

community organizations primarily located in Durham, Wake, Vance, Alamance, and 

Johnston counties in Central NC, representing 24 diverse organizations including clinics, 

community-based organizations, faith organizations and community outreach events and 

programs (see Fig. 2).

Fourteen community organizations held 29 events capturing a total of 1119 surveys. We 

partnered with one health clinic that held an event capturing 152 surveys. Five faith 

organizations held 11 events and captured a total of 795 surveys. Programs at faith 

organizations varied from bible studies, health fairs, church services and Eid Al-Fitr within a 

Barrett et al. Page 9

Adv Cancer Res. Author manuscript; available in PMC 2021 March 19.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Muslim mosque. We also partnered with organizations to host two annual health screenings 

and outreach programs targeting men and women in Durham and the Greater Triangle 

region. Programs included the Women’s Health Awareness Day, the Men’s Health Initiative, 

Sister’s Network Tea for Two, the LGBTQ Center’s 2nd Anniversary Celebration, the NC 

Cancer Prevention & Control Branch Survivorship Summit, and the Lung Cancer Initiative 

Summit. Collectively the outreach programs collected 249 surveys. It is important to note, 

that 10 Project PLACE partners were a direct result of the collaborations with, or were 

facilitated by members of the DCI Community Advisory Council In summary, our 24 

partners held 47 events reaching 2315 diverse respondents (see Table 2).

3.2 Survey outcomes and demographics

The Project PLACE partnership led to 2315 respondents completing surveys in diverse 

community settings. Surveys were completed in three languages: English (88%), Spanish 

(9.7%), and Mandarin (2.1%). Survey respondents represent significant racial and ethnic 

diversity. African Americans and whites had similar representation at 36% (840), and 37% 

(850), respectively. Asians made up 10% of the survey respondents and Native Americans 

the remaining 2%. Regarding ethnicity, 14% of the sample identified as Hispanic. Females 

were 61% of the respondents. Six percent of the respondents identified as a sexual minority 

(lesbian, gay, and bisexual) and 84% identified as straight/heterosexual. Twenty-eight of the 

sample had a vocational training or less, and 46% had a college degree or higher. The 

average age of participants was 51 with a range from 18 to 99 years old. Eighty-one percent 

had health insurance (public or private), and 78% were in metro/urban communities whereas 

17% were from non-metro/rural communities (see Table 3).

3.3 Project PLACE outcomes: Stakeholder report outs and partnered strategies

An important aspect of community partnered and engaged research is to ensure findings and 

outcomes are reported back to the community in a meaningful and timely manner. 

Consistent with this important principle of engagement, the DCI co-presented the data and 

outcomes for the individual organizations and the whole sample. A total of 12 report back 

sessions were held, reaching over 1200 people in the community. Where some partners 

wanted to meet with a small leadership team to discuss highlights of the findings, others 

requested a full co-presentation. All partners wanted to be connected to resources to promote 

access to care and awareness through the Community Facing Navigation Program and about 

50% (n = 12) were ready to conduct some level of intervention or program based on the 

findings from their constituents. To date, eight Health Equity Strategy Groups have formed 

around Project PLACE data and are at various stages of productivity ranging from 

publications, small grants, further community data collection through focus groups and 

listening sessions, and planning fundable interventions using the Project PLACE data for 

preliminary data. Strategy group topics include: Hospice and Palliative Care, Women’s 

Cancer and Screening Behaviors, Prostate, and Colorectal Cancer Screening Knowledge and 

Behaviors, Genetic Testing and Cancer Diagnosis and History of Cancer, Rural Health and 

Cancer, Race Disparities in Biomedical Research Participation, Medical Mistrust and 

Research Participation, Community-Based Screening Program and Biomedical Research 

Participation, Health Information, Communication, and Technology, and Promoting Men’s 

Health and Reducing Cancer Risk.
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4. Discussion

4.1 Project PLACE successes

Project PLACE has several key strengths that should be noted. Specifically, the success of 

the community health assessment process is noted in several distinct but interrelated ways. 

First, building on DCI’s extensive and long standing relationships and partners, over 2300 

self-administered pen and paper surveys from a very diverse population were captured 

within a 7-month period. This highlights the impact of long standing and mutually beneficial 

community engagement when academic health centers and cancer centers are seeking to 

better understand, partner, and serve their constituents within the catchment area. Second, 

the survey was a 91-item tool and yet did not pose a collective barrier to completing the 

survey across a variety of settings. Providing the survey in three languages may have added 

to making this survey completion more reasonable for respondents.

Trust is another key aspect of this study. In most cases, community members were already 

familiar with the DCI from outreach activities related to access to care, cancer screening and 

clinical trials participation. In a few instances the DCI had minimal engagement with the 

organization, but worked through a “trust broker,” a community leader or partner who served 

as the liaison to the community. This led to a significantly higher rate of participation and 

solidified the opportunity to conduct the subsequent report out sessions and next steps in 

regards to services, research, and interventions. Another key aspect that cannot be 

underestimated is the well-established DCI CAC. Almost 50% of the community 

organizations represented on the CAC were part of the Project PLACE assessment, and 

collectively the group provided guidance from survey development through, implementation, 

and report out to the community, and the next step strategies. The richness of this 

engagement influences both the direct work that stems from Project PLACE, and the 

ongoing and broader activities of the DCI.

Lastly, Project PLACE not only allowed the DCI to leverage existing relationships, it also 

opened the door for new ones. These new relationships create opportunities to expand the 

diversity of community partners and constituents. For example, through this assessment 

process DCI began new relations with a local mosque, a Chinese community-based 

organization, and some rural based senior centers. New partners were a part of the kick-off 

training and celebration and allowed them to see their participation as being part of a 

broader community, and highlighted the successes, resources, and programs that came from 

the first strategic assessment conducted 5 years prior, and the impact it has made on reaching 

diverse and underserved populations in the community.

Two additional important aspects of this program are (1) the model for incentivizing the 

community organization instead of the individuals and (2) the opportunity for community 

partnering organizations to add their own questions to the survey that can help build their 

capacity to identify and meet the needs of their constituents. Community organizations 

designed and led the survey dissemination aspects of the program with the plan to use the 

data to co-publish and co-develop research and programs to improve cancer outcomes with 

the DCI. Consequently, community organizations were compensated for the surveys as part 

of the development of a strategic goal and plan using the data once the survey was complete. 

Barrett et al. Page 11

Adv Cancer Res. Author manuscript; available in PMC 2021 March 19.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Likewise, as partners we capitalize on the survey process by ensuring space for community 

organizations to capture data that was specifically important to their mission and capacity to 

serve their constituents. This was important as we work to create open, transparent, and 

mutually beneficial opportunities within academic and community partnerships.

4.2 Lessons learned

The success of the program does not come without key lessons learned. The online survey 

link yielded very few respondents and overall was not a successful mechanism to engage 

community partners and their constituents. Although survey collection methods often use 

email to reach populations in research, given our target audience, this did not have the 

intended impact our partners or the DCI anticipated. It seems the pen and pencil 

administration of the survey had an added effect of engaging people and meeting them 

where they were to conduct the assessment. Face-to-face administration is also critical for 

relationship building and follow-up activities that will result from the survey findings. These 

two points should be underscored as they demonstrate key aspects to meaningful and 

authentic community engagement.

5. Conclusion

Project PLACE illustrates the impact stakeholder engagement and robust community 

partnerships can have when conducting community and population health assessments. 

Implementing community health assessments where partners share the development, 

dissemination, and subsequent research and programs based on the findings are important 

and critical to success and sustainability of programs, research, and interventions. Project 

PLACE created key opportunities to consider when partnering to understand and address the 

needs in a given community. Ensuring there is value and mutually beneficial outcomes by 

leveraging activities to meet the capacity building needs of the community partners as they 

work with the cancer center, and on their own to address key aspects of their mission, is 

important and should not be overlooked. Moreover, using assessment data to collaboratively 

co-develop programs, research, and services to improve population health and advance 

cancer health equity is an excellent model toward building trust, and community capacity to 

address cancer disparities, specifically within comprehensive cancer center catchment areas.

Acknowledgments

This research was supported by NCI/NIH Grant Number P30 CA014236. Special appreciation to the following 
people who served on either the Research Council, the Community Advisory Council for the Duke Cancer Institute 
(DCI), and/or as collaborators or supporters of Project PLACE (Population Level Approaches to Cancer 
Elimination): Sue McLaurin, Ava Crawford (NCDHHS), Debi Nelson (NCDHHS), Women’s Health Awareness 
Day (an outreach program developed and supported by National Institute of Environmental Health Sciences), Pao 
Hwa Lin, Pilar Rocha Rosenberg, Maritza Chirinos, Helena Cragg, Patricia Wigfall, Ping Zhang, Jenny Denai, Eric 
Ireland, Bo Marshall, Michael Palmer, Claudia Graham, Pastor Raj, Kerri Burnette, Awanya Davis, Marsha 
Edwards, Reverend Jerome Taylor, Ron Sangal, Kenisha Bethea, Steven Patierno, Terry Hyslop, Xiaomei Gao, 
Patricia Moorman, Charmaine Royal, Qingyi Wei, Kevin Oeffinger, Devon Noonan, Kathryn Pollack, Demetrius 
Harvey, and Jeffrey Ford.

References

Amstrong AJ (2017). Prognostic and predictive biomarkers in metastatic castration-resistant prostate 
cancer. Clinical Advances in Hematology & Oncology, 15(3).

Barrett et al. Page 12

Adv Cancer Res. Author manuscript; available in PMC 2021 March 19.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Baquet CR, Commiskey P, Daniel Mullins C, & Mishra SI (2006). Recruitment and participation in 
clinical trials: Socio-demographic, rural/urban, and health care access predictors. Cancer Detection 
and Prevention, 30(1), 24–33. [PubMed: 16495020] 

Bandini M, Preisser F, Nazzani S, et al. (2018). The effect of other-cause mortality adjustment on 
access to alternative treatment modalities for localized prostate cancer among African American 
patients. European Urology Oncology, 1(3), 215–222. 10.1016/j.euo.2018.03.007. [PubMed: 
31102624] 

Barrett NJ, Hawkins TV, Wilder J, Ingraham KL, Worthy V, Boyce X, et al. (2016). Implementation of 
a health disparities & equity program at the Duke Cancer Institute. Oncology Issues, 31(5), 48–57.

Barrett NJ, Ingraham KL, Vann Hawkins T, & Moorman PG (2017). Engaging African Americans in 
research: The recruiter’s perspective. Ethnicity & Disease, 27(4), 453–462. [PubMed: 29225447] 

Dang JH, Rodriguez EM, Luque JS, Erwin DO, Meade CD, & Chen MS Jr. (2014). Engaging diverse 
populations about biospecimen donation for cancer research. Journal of Community Genetics, 5(4), 
313–327. [PubMed: 24664489] 

Durant RW, Wenzel JA, Scarinci IC, Paterniti DA, Fouad MN, Hurd TC, et al. (2014). Perspectives on 
barriers and facilitators to minority recruitment for clinical trials among cancer center leaders, 
investigators, research staff, and referring clinicians: Enhancing minority participation in clinical 
trials (EMPaCT). Cancer, 120(Suppl. 7), 1097–1105. [PubMed: 24643647] 

Ford JG, Howerton MW, Lai GY, Gary TL, et al. (2008). Barriers to recruiting underrepresented 
populations to cancer clinical trials: A systematic review. Cancer, 112(2), 228–242. [PubMed: 
18008363] 

Gage-Bouchard EA, & Rawl S (2019). Standardizing measurement of social and behavioral 
dimensions of cancer prevention and control to enhance outreach and engagement in NCI-
designated cancer centers. Cancer Epidemiology, Biomarkers and Prevention, 28, 431–434. 
10.1158/1055-9965.EPI-18-0794.

García-Rivera EJ, Pacheco P, Colón M, Mays MH, Rivera M, Munet-Díaz, et al. (2017). Building 
bridges to address health disparities in Puerto Rico: The “Salud para Piñones” project. Puerto Rico 
Health Sciences Journal, 36(2), 92–100. [PubMed: 28622406] 

George D, Heath EI, Sartor AO, Sonpavde G, Berry WR, Healy P, et al. (2019). Abi race: A 
prospective, multicenter study of black (B) and white (W) patients (pts) with metastatic castrate 
resistant prostate cancer (mCRPC) treated with abiraterone acetate and prednisone (AAP). Journal 
of Clinical Oncology, 36(18). 10.1200/JCO.2018.36.18_suppl.LBA5009.

Gwede CK, Castro E, Brandon TH, McIntyre J, Meade CD, Munoz-Antonia T, et al. (2012). 
Developing strategies for reducing cancer disparities via cross-institutional collaboration: Outreach 
efforts for the partnership between the Ponce School of Medicine and the Moffitt Cancer Center. 
Health Promotion Practice, 13(6), 807–815. [PubMed: 22167362] 

Hagiwara N, Berry-Bobovski L, Francis C, Ramsey L, Chapman RA, & Albrecht TL (2014). 
Unexpected findings in the exploration of African American underrepresentation in biospecimen 
collection and biobanks. Journal of Cancer Education: The Official Journal of the American 
Association for Cancer Education, 29(3), 580–587. [PubMed: 24243440] 

Halabi S, Dutta S, Tangen CM, Rosenthal M, Petrylak DP, Thompson IM, et al. (2018). Overall 
survival between African-American (AA) and Caucasian (C) men with metastatic castration-
resistant prostate cancer (mCRPC). Journal of Clinical Oncology, 36(18 Suppl), LBA5005 https://
www.ncbi.nlm.nih.gov/pubmed/30576268.

Hamel LM, Penner LA, Albrecht TL, Heath E, Gwede CK, & Eggly S (2016). Barriers to clinical trial 
enrollment in racial and ethnic minority patients with cancer. Cancer Control, 23(4), 327–337. 
[PubMed: 27842322] 

Hiatt RA, Sibley A, Fejerman L, Glantz S, Nguyen T, Pasick R, et al. (2018). The San Francisco 
cancer initiative: A community effort to reduce the population burden of cancer. Health affairs 
(Project Hope), 37(1), 54–61. [PubMed: 29309234] 

Langford AT, Resnicow K, Dimond EP, Denicoff AM, Germain DS, McCaskill-Stevens W, et al. 
(2014). Racial/ethnic differences in clinical trial enrollment, refusal rates, ineligibility, and reasons 
for decline among patients at sites in the National Cancer Institute’s Community Cancer Centers 
Program. Cancer, 120(6), 877–884. [PubMed: 24327389] 

Barrett et al. Page 13

Adv Cancer Res. Author manuscript; available in PMC 2021 March 19.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

https://www.ncbi.nlm.nih.gov/pubmed/30576268
https://www.ncbi.nlm.nih.gov/pubmed/30576268


Meade CD, Menard JM, Luque JS, Martinez-Tyson D, & Gwede CK (2011). Creating community-
academic partnerships for cancer disparities research and health promotion. Health Promotion 
Practice, 12(3), 456–462. [PubMed: 19822724] 

Michener M, Cook J, Ahmed SM, Yonas MA, et al. (2012). Aligning the goals of community-engaged 
research: Why and how academic health centers can successfully engage with communities to 
improve health. Academic Medicine, 87(3), 285–291. [PubMed: 22373619] 

O’Brien MJ, & Whitaker RC (2011). The role of community-based participatory research to inform 
local health policy: A case study. Journal of General Internal Medicine, 26, 1498–1501. 10.1007/
s11606-011-1878-3. [PubMed: 21935750] 

Paskett ED, Cooper MR, Stark N, Ricketts TC, Tropman S, Hatzell T, et al. (2002). Clinical trial 
enrollment of rural patients with cancer. Cancer Practice, 10(1), 28–35. [PubMed: 11866706] 

Paskett ED, & Hiatt RA (2018). Catchment areas and community outreach and engagement: The new 
mandate for NCI-designated Cancer Centers. Cancer Epidemiology, Biomarkers & Prevention: A 
Publication of the American Association for Cancer Research, Cosponsored by the American 
Society of Preventive Oncology, 27(5), 517.

Rodriguez EM, Torres ET, & Erwin DO (2013). Awareness and interest in biospecimen donation for 
cancer research: Views from gatekeepers and prospective participants in the Latino community. 
Journal of Community Genetics, 4(4), 461–468. [PubMed: 23733683] 

SEER. (2019). SEER facts sheets: Disparities. https://seer.cancer.gov/statfacts/html/disparities.html. 
Available online at: Last accessed May 5, 2019.

Tai CG, & Hiatt RA (2017). The population burden of cancer: Research driven by the catchment area 
of a cancer center. Epidemiologic Reviews, 39(1), 108–122. [PubMed: 28472310] 

Unger JM, Cook E, Tai E, & Bleyer A (2016). The role of clinical trial participation in cancer research: 
Barriers, evidence, and strategies. American Society of Clinical Oncology Educational Book. 
American Society of Clinical Oncology Meeting, 35, 185–198.

US Census Bureau. (2018). Washington DC: US Census Bureau. [Available from: https://
www.census.gov/en.html Accessed May 5, 2019].

Wallerstein N, & Duran B (2006). Using community based participatory research to address health 
disparities. Health Promotion Practice, 7(3), 312–323. [PubMed: 16760238] 

Washington AE, Coye MJ, & Boulware LE (2016). Academic health systems’ third curve population 
health improvement. JAMA, 315(5), 459–460. [PubMed: 26836726] 

Wilkins Consuelo H, & Alberti Philip M (2019). Shifting Academic Health Centers from a culture of 
community service to community engagement and integration. Engagement and integration. 
Published online ahead of print March 19 Academic Medicine, 94, 763–767. 10.1097/
ACM.0000000000002711.

Further reading

Barrett NJ, Rodriguez EM, Iachan R, et al. (2020). Factors associated with biomedical research 
participation within community-based samples across 3 National Cancer Institute-designated 
cancer centers. Cancer, 126(5), 1077–1089. 10.1002/cncr.32487. [PubMed: 31909824] 

Dang JHT, & Chen MS Jr. (2018). Time, trust, and transparency: Lessons learned from collecting 
blood biospecimens for cancer research from the Asian American community. Cancer, 124(Suppl. 
7), 1614–1621. [PubMed: 29578601] 

Fouad MN, Johnson RE, Nagy MC, Person SD, & Partridge EE (2014). Adherence and retention in 
clinical trials: A community-based approach. Cancer, 120(Suppl. 7), 1106–1112. [PubMed: 
24643648] 

Haring RC, Henry WA, Hudson M, Rodriguez EM, & Taualii M (2018). Views on clinical trial 
recruitment, biospecimen collection, and cancer research: Population science from landscapes of 
the Haudenosaunee (People of the Longhouse). Journal of Cancer Education, 33(1), 44–51. 
[PubMed: 27392418] 

Langford A, Resnicow K, & An L (2010). Clinical trial awareness among racial/ethnic minorities in 
HINTS 2007: Sociodemographic, attitudinal, and knowledge correlates. Journal of Health 
Communication, 15(Suppl. 3), 92–101. [PubMed: 21154086] 

Barrett et al. Page 14

Adv Cancer Res. Author manuscript; available in PMC 2021 March 19.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

https://seer.cancer.gov/statfacts/html/disparities.html
https://www.census.gov/en.html
https://www.census.gov/en.html


Langford AT, Resnicow K, & Beasley DD (2015). Outcomes from the body & soul clinical trials 
project: A university-church partnership to improve African American enrollment in a clinical trial 
registry. Patient Education and Counseling, 98(2), 245–250. [PubMed: 25468392] 

Llanos AA, Young GS, Baltic R, Lengerich EJ, Aumiller BB, Dignan MB, et al. (2018). Predictors of 
willingness to participate in biospecimen donation and biobanking among Appalachian adults. 
Journal of Health Care for the Poor and Underserved, 29(2), 743–766. [PubMed: 29805138] 

Murthy VH, Krumholz HM, & Gross CP (2004). Participation in cancer clinical trials: Race-, sex-, and 
age-based disparities. JAMA, 291(22), 2720–2726. [PubMed: 15187053] 

N.C. Division of Public Health. (2019). Cancer Control Branch, Reducing the cancer burden in North 
Carolina. https://publichealth.nc.gov/chronicdiseaseandinjury/cancerpreventionandcontrol/docs/
ReducingtheBurdenofCancerResourceGuide.pdf. Available online at: Retrieved: April 5, 2019.

NC State Cancer Profile. (2019). North Carolina State cancer profile. https://
statecancerprofiles.cancer.gov/quick-profiles/index.php?statename=northcarolina. Available online 
at: Last Accessed May 2, 2019.

Newman LA, Roff NK, & Weinberg AD (2008). Cancer clinical trials accrual: Missed opportunities to 
address disparities and missed opportunities to improve outcomes for all. Annals of Surgical 
Oncology, 15(7), 1818–1819. [PubMed: 18425554] 

National Cancer Institute: Surveillance, Epidemiology and End Results Program, Prostate Cancer Stat 
Fact, 2016 http://seer.cancer:gov/statfacts/html/prost.html, 2016: Last accessed July 13, 2016.

Rodriguez EM, Saad-Harfouche FG, Miller A, Mahoney MC, Ambrosone CB, Morrison CD, et al. 
(2016). Engaging diverse populations in biospecimen donation: Results from the Hoy y Manana 
study. Journal of Community Genetics, 7(4), 271–277. [PubMed: 27488840] 

Stewart JH, Bertoni AG, Staten JL, Levine EA, & Gross CP (2007). Participation in surgical oncology 
clinical trials: Gender-, race/ethnicity-, and age-based disparities. Annals of Surgical Oncology, 
14(12), 3328–3334. [PubMed: 17682824] 

Unger JM, Hershman DL, Albain KS, Moinpour CM, Petersen JA, Burg K, et al. (2013). Patient 
income level and cancer clinical trial participation. Journal of Clinical Oncology: Official Journal 
of the American Society of Clinical Oncology, 31(5), 536–542.

Vanderpool RC, Kornfeld J, Mills L, & Byrne MM (2011). Rural-urban differences in discussions of 
cancer treatment clinical trials. Patient Education and Counseling, 85(2), e69–e74. [PubMed: 
21458194] 

Wallerstein N, Minkler M, Carter-Edwards L, Avila M, & Sánchez V (2015). Improving health through 
community engagement, community organization, and community building In Glanz K, Rimer 
BK, & Viswanath K (Eds.), Health behavior: Theory, research, and practice (pp. 277–300). Jossey-
Bass.

Zullig LL, Fortune-Britt AG, Rao S, Tyree SD, Godley PA, & Carpenter WR (2016). Enrollment and 
racial disparities in cancer treatment clinical trials in North Carolina. North Carolina Medical 
Journal, 77(1), 52–58. 10.18043/ncm.77.1.52. [PubMed: 26763244] 

Barrett et al. Page 15

Adv Cancer Res. Author manuscript; available in PMC 2021 March 19.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

https://publichealth.nc.gov/chronicdiseaseandinjury/cancerpreventionandcontrol/docs/ReducingtheBurdenofCancerResourceGuide.pdf
https://publichealth.nc.gov/chronicdiseaseandinjury/cancerpreventionandcontrol/docs/ReducingtheBurdenofCancerResourceGuide.pdf
https://statecancerprofiles.cancer.gov/quick-profiles/index.php?statename=northcarolina
https://statecancerprofiles.cancer.gov/quick-profiles/index.php?statename=northcarolina
http://seer.cancer.gov/statfacts/html/prost.html


Fig. 1. 
Partnership development, survey dissemination, data collection, and reporting process.
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Fig. 2. 
Project PLACE: survey collection outcomes.
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Table 1

Project PLACE core measures.

NCI core measures captured across all NCI-funded sites

1. Access to care

2. Demographics

3. Accessing health information

4. Tobacco use

5. Cancer screening and knowledge

DCI and community specific core measures

6. Medical research participation

7. Genetic testing

8. Beliefs about cancer

9. Medical mistrust

10. Health history

11. Awareness and use of palliative care

12. Physical activity and exercise

13. Nutrition
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Table 2

Survey collection by type of organization.

Organization type Number of organizations Total surveys collected Total # events

Community-based 14 1119 29

Faith organization 5 795 11

Health clinic 1 152 1

Community outreach 4 249 6

Total 24 2315 47
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Table 3

Project PLACE demographics (N = 2315).

Demographic characteristics N % or mean

Race White 850 37

African American/Black 840 36

Asian/Pacific Islander 243 10

Native American 37 2

More than 1 race 89 12

Ethnicity Hispanic 326 14

Non-Hispanic 1739 75

Gender Male 783 34

Female 1402 61

Other 8 0

Sexual orientation/gender identity Straight/heterosexual 1941 84

Homosexual/gay 81 4

Transgender, transsexual, or gender non-conforming 10 0

More than 1 selected 12 1

Education High-school or less 519 22

Some college or technical school 606 26

College graduate 466 20

Post-graduate 148 6

Geographic location Metro 1802 78

Non-metro 401 17

Mean age 51

Health insurance status
a Yes 1875 81

No 281 12

Survey language English 2042 88

Spanish 225 9.7

Mandarin 8 2.1

a
Do you have any kind of healthcare coverage, including health insurance, prepaid plans such as HMOs, or government plans such as Medicare, or 

Indian Health Service?
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