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Abstract
Background
Participating in clinical trials is a metric of high-quality cancer care and improves survival. However, Black individuals with cancer are less likely to be enrolled in clinical trials and experience a disproportionate burden of cancer mortality compared to Whites. Patient-engaged research is one potential strategy to address racial inequities in clinical trials, but little is known about best practices for engaging Black individuals and communities impacted by cancer in research partnerships.

Methods
We used a community engaged research approach to establish a patient advisory council (PAC) representative of the patient population served by a safety net hospital cancer center. We outline the process of establishing the PAC and the lessons learned.

Results
The inaugural PAC included 7 members representative of the cancer center’s patient demographics. PAC members developed a patient centered vision, mission and action plan. PAC and community-academic research partners experienced the transformative power of centering the lived experiences of patients of color to promote health equity in cancer research.

Conclusion
Establishing a patient advisory council at a safety net hospital cancer care center provided a platform for engaging a hardly reached population in patient centered research.

Plain English summary
Participating in clinical trials is an important measure of high-quality cancer care and improves survival. However, Black individuals with cancer are less likely to participate in clinical trials and are more likely to die from cancer compared to Whites. Including Black patients as research partners is one way to improve racial equity in clinical trial participation. We established a patient advisory council (PAC) including patients and caregivers with similar racial demographics as the patients receiving care at a safety net hospital cancer center. PAC members partnered with the research team to develop a vision, mission, and action plan to improve research participation among patients of color. PAC members used their lived experiences and training from the research team to help develop a strategy to improve representation of patients of color in cancer research. This paper is focused on the PAC development process.
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Background
Black persons in the U.S. experience a disproportionate burden of cancer morbidity and mortality and are far less likely to be enrolled in cancer clinical trials compared to whites [1–4]. Participation in cancer clinical trials provides access to cutting edge treatments and improves quality of care and survival [5, 6]. Racial inequities in the opportunity to participate in clinical trials arise from systemic and interpersonal racism exhibited by the mistreatment and exploitation of Black individuals in clinical research and medical care, negative stereotypes and bias against Black patients, and poor provider communication in racially discordant dyads [7–12].
One potential strategy to address racial inequities in clinical trials is to engage Black patients, caregivers, and community members as research partners [13–16]. A key principle of the Public Health Critical Race Praxis, an antiracism framework grounded in critical race theory, is to center the voices of marginalized populations in addressing racial health inequities [17, 18]. Patient-engaged research, a form of participatory research, disrupts traditional power dynamics between ‘researchers’ and the ‘researched’ while centering patients’ lived experiences with illness and navigating the health care system [16, 19]. Patient-engaged research can promote equity by including diverse stakeholders through patient advisory councils (PACs) [15, 19–23]. PACs have been shown to be successful in improving participant recruitment and retention in clinical research [20], but a key challenge is engaging diverse members reflective of a health system’s population [24–26]. So called “hard to reach” populations, for example patients of color, are typically underrepresented in PACs [25, 27–29].
Community engaged research, another participatory research approach, provides a model for engaging those traditionally left out of the research process and involves researchers and community stakeholders working collaboratively [30–33]. Engaging community stakeholders, including patients and their families, is critical to understanding the ways in which life circumstances, and socio-environmental conditions influence health and access to health care [34]. Community engagement can provide researchers with a more nuanced understanding of patient experiences, priorities and community conditions, while simultaneously empowering communities [21]. Co-learning and empowerment facilitate the diffusion of knowledge, skills, and power among research partners which can yield novel interventions that are culturally appropriate, as well as community specific, and thus tailored to the values, experiences, and practices of community members [24, 35].
Guidance on engaging cancer survivors of color in patient-engaged research to address racial inequities in clinical trials is limited. To address this gap, we formed a community-academic partnership and present our experience establishing a Cancer Center Patient Advisory Council (PAC) at New England’s largest safety net hospital. The partnership included the Cancer Care Center at Boston Medical Center, Boston University School of Social Work Macro Department and the Center for Community Health Education Research and Service, Inc., a community-based organization focused on health equity and workforce development. The overall aim of this initiative was to: (1) recruit patients, family members, and/or caregivers, representative of the cancer care center’s patient population and (2) to develop a patient powered research agenda, whereby PAC members collectively identified targeted research priority areas.
Methods
Overview
We employed a community based participatory research approach to establish the PAC. Our goal was to recruit an 8–10 member PAC. Social networks both internal and external to the cancer care center were used to recruit PAC members reflecting the cancer care center’s majority African American, Black Caribbean, and Latinx patient population. We used an illustrative case study design to describe our integrative approach in establishing the PAC. All study protocols were approved by the Boston University Charles River Campus Institutional Review Board, protocol #4570X.
PAC recruitment
The inclusion criteria for the PAC were self-identification as a cancer survivor (either undergoing active cancer treatment or a prior history of cancer), or a caregiver/family member of a cancer survivor, age 18 years or older, availability to meet monthly and willingness to commit as a member for at least one year. We developed flyers that outlined the main goals of the PAC which were to increase patient voice in cancer research and develop a strategic plan for patient-powered cancer research. PAC member roles would include participating in monthly trainings, designing and implementing activities to partner with cancer researchers, and giving formal presentations of their work. The flyer also described PAC membership as paid training (including transportation if needed and paid parking). Flyers were available in English, Spanish and Haitian Kreyol and distributed to cancer care center and primary care providers at Boston Medical Center and affiliated community health centers. Electronic mailings were also sent to providers, patient navigators, and the cancer care center support group director regarding plans and criteria to recruit members for the PAC.
To further enhance recruitment for the PAC and to educate the oncology academic community on the importance of patient engagement in research, the first and senior authors (M.C. & L.S.M.) co-presented at the Oncology Grand Rounds. They presented a framework on barriers to engaging patients of color in cancer clinical trials as well as  potential solutions informed by their respective clinical practice and community engaged research [12, 15, 21]. Grand round attendees included clinical faculty, basic and translational science researchers, and clinical research staff. Clinical providers and staff were encouraged to discuss the opportunity to participate in the PAC with their patients. Recruitment for the PAC commenced in May 2017, with ongoing efforts to recruit new members on a rolling basis. After initial membership was established, for instance, PAC members were encouraged to recruit additional members within their individual social networks. All applicants interested in joining the PAC completed a brief application in writing or by phone with the research staff and was invited for an in person interview. The senior and second authors (L.S.M. and K.C.) conducted all PAC applicant interviews. Applicants completed a brief questionnaire either in writing or by phone with the research team and then participated in qualitative interviews. Interview questions elicited what potential members hoped to gain from being a patient advisory council member, skills or strengths they had to offer, previous experience with volunteer work, advocacy work, and research and their perceptions of the patient’s role in research. All interviews were audio recorded and verbatim transcripts were reviewed by the research team for content analysis.
PAC training and evaluation
Once an initial cohort of 7 individuals confirmed interest in joining the PAC after the interview they underwent a group orientation and training program. PAC members worked with a facilitator (graduate research assistant) from the academic research team to develop a memorandum of understanding outlining their roles and responsibilities, as well as the duration of their term, which they were each asked to sign. If a council member decided to step down or was unable to fulfill their commitment, the PAC would nominate and vote on potential candidates to fill the empty seat.
PAC members participated in a four-hour orientation followed by capacity building training held at the Cancer Center which included an overview of the project’s aim to address racial inequities in cancer clinical trials, timeline, training approach and potential outcomes as illustrated in the training model (Fig. 1).[image: ../images/40900_2021_317_Fig1_HTML.png]
Figure 1Patient advisory council training model to promote racial equity in clinical trials


PAC members were also introduced to the concepts of community-based participatory research (CBPR) and patient-centered outcomes research (PCOR) [16, 36]. They received training on research ethics, institutional review boards and received didactic presentations on health equity, the social determinants of health, and community assessments. Content for the training was developed and facilitated by the project investigators and facilitators from the Boston University Clinical and Translational Science Institute Connecting Communities to Research Training Program [37]. As part of their training, PAC members also met with members of the Boston University Women’s Health Group patient advisory group to gain further insight on the experiences of another patient-centered research group.
To evaluate the process of establishing the PAC we used Tuckman’s stages of group development [38]. Key sources of data for this evaluation included responses to the PAC applicant interviews, direct observation of members during PAC meetings, document review from meeting minutes and agendas, as well as reports and materials generated by the PAC and academic research partners. Academic researchers used direct observation to document nominal group processes and to examine interpersonal interactions and participation during the PAC meetings. Academic researchers also took comprehensive notes and debriefed on their observations at the end of each meeting. Summary notes of these observations were analyzed thematically. PAC meeting agendas, materials presented during meetings, and meeting minutes were also reviewed. A comprehensive toolkit describing the project plan and materials was provided to the funding agency and is provided to demonstrate our process in detail (see Additional File 1).
Results
PAC recruitment
We received 18 referrals for the PAC from cancer care center patient navigators, oncology providers, and the cancer support group director. One of the referrals was from another applicant interested in joining the PAC. Of the 18 referrals, nine individuals were reached and seven applications were completed. Interviews were conducted in English (and Spanish as needed) and lasted between 15 and 20 min on average. All interviewed applicants were offered membership to the PAC. Demographics of the PAC included 5 females and 2 males, 4 identified as Black, 1 as Cape Verdean, 1 as Latinx and 1 as White. All members were proficient in English except one who exclusively spoke in Spanish. No PAC members had prior research experience. Two members reported experience with advocacy work outside of healthcare.
One applicant declined membership, concluding that participating would not be feasible with her treatment schedule and transportation needs, despite the research team’s efforts to facilitate transportation support. An additional member ultimately decided not to participate after attending one meeting, citing her caregiving responsibilities as an obstacle. PAC membership fluctuated over the course of the project, due to changes in PAC members’ availability—these challenges with recruitment and retainment are discussed below under Lessons Learned.
Capacity building, goal setting, and action plan
We draw on charrette planning, a data driven iterative planning process in which one session informs the next, to engage the PAC in strategic planning for a patient powered research agenda [39]. PAC members engaged in critical discussions during monthly meetings integrating acquired knowledge from their research training with their own experience and/or perspective on racial inequities in cancer research to develop a strategic plan. The charrette planning process occurred for approximately 8 h over the span of 6 monthly meetings. Additionally, training resources from the Community Tool Box (an online curriculum) were used to support the PAC in developing their vision, mission, and strategic plan [40]. We used Tuckman’s four stages of small-group development: forming, storming, norming, performing and action planning [38] to describe and evaluate the process of establishing the PAC and their activities.
Forming
In the initial stage forming, group members’ central focus is orientation to the general purpose of the group and to each other [38]. PAC members described their own understanding of research processes in initial baseline interviews, which helped the research team further delineate existing strengths and areas for capacity building. The first two group meetings focused on orienting the PAC members to the purpose of the group and introducing them to the core concepts that would inform their decision-making on priority research questions. Orientation also included “icebreaker” and storytelling activities to build group cohesion and facilitate active engagement. Research team members introduced PAC members to the principles of patient engagement in research and CBPR, and provided essential background information on the cancer center and cancer care services at the hospital [16, 24]. We engaged PAC members in discussions on racial inequities in cancer care and cancer clinical trials participation.
Initial trainings involved a series of interactive presentations and group discussions. For instance, in the first meeting, the first author presented themes from a hospital-based study examining attitudes towards participating in clinical research among Black patients, and research team members facilitated a group discussion in response to the presented data. PAC members responded to several key themes around reticence to participate in medical research—such as “not wanting to feel like a guinea pig”—indicating the presence of similar concerns in their family networks or communities [12]. This sparked discussion of PAC members’ own positive and negative experiences as patients and caregivers. Additional training and capacity building activities within the first several meetings included a two-hour training session on research methods and ethics, and meeting with another hospital-based patient advisory group grounded in a CBPR approach. After the first and second meetings, a graduate assistant called PAC members individually to gather feedback. PAC members indicated enjoying getting to know each other through icebreaker activities, with a few expressing excitement at this opportunity to “give back” to other cancer patients and survivors. One PAC member described experiencing an “aha moment” during a presentation and discussion around racial health disparities, and members enjoyed hearing about another patient advisory council’s work. Collectively, feedback indicated that PAC members were developing a deepening understanding of the purpose of the PAC formation and the potential impact of patient advisory councils.
Storming
In storming, group members begin to establish mutual trust and become more comfortable voicing opinions, which may result in conflicts as group members learn how to work with each other [38]. PAC members began with varying levels of familiarity with cancer health disparities and how these disparities relate to clinical trials. As the PAC members became oriented to the core concepts relevant to the project over the course of the first two meetings, the focus in subsequent meetings shifted to engaging PAC members in active learning activities to prompt discussion and build knowledge. The research team used several strategies to facilitate learning and spark discussion on cancer health disparities and clinical trials, including discussion prompts such as word association activities, as well as the presentation of additional research studies and discussion of relevant topics in the media (such as an NPR article on racial disparities in clinical trials [41]. These learning opportunities prompted members to further reflect on their own experiences as patients and caregivers. For instance, the research team members asked PAC members to respond to the question: what do you think of when you think of clinical trials? A research team member listed PAC members responses out on poster board—a strategy used throughout the project to encourage brainstorming and create a shared visual record of the discussion in real time. This prompt led to a range of responses from PAC members—such as “a study for beneficial outcomes,” “is this the best way to spend my time?,” “Mad scientist,” “What is the impact going to be on my body?,” and “can I get out of this once I start?” Reflecting on their initial responses, PAC members began to share their initial thoughts and perspectives on barriers to cancer care and/or clinical trials, focusing primarily on a lack of trust in the medical system, within the Black community.
In this stage of group development, the authors continued to allocate a significant portion of each meeting to icebreaker activities designed to build group cohesion and mutual trust. The majority of the third and fourth PAC meetings focused on storytelling activities, with the research team members sharing their motivations for engaging in this research, carefully but intentionally touching on personal or family experiences of cancer, as well as professional experiences. PAC members shared their stories as cancer survivors or caregivers, and this process of mutual storytelling created a sense of shared experience and purpose. These team-building storytelling activities led to PAC members beginning to speak more openly with the academic-community researchers and each other, indicating an increasing sense of mutual trust and respect. In initial meetings, for instance, academic-community researchers noted that PAC members seemed reluctant to share perspectives or experiences that could be perceived as negative. By the fifth PAC meeting, about two months after the first meeting, they began to share a range of positive and negative experiences navigating healthcare systems, to ask pointed questions about the goals of the group, and to challenge each other to think critically.
Norming
As the group progresses to norming they have learned to function as a more cohesive unit invested in establishing their mutual goals [38]. In this stage, individual PAC members began to take greater leadership in facilitating meetings and action planning. This began gradually, with one PAC member, for instance, taking the lead in facilitating icebreaker activities, starting in the sixth meeting. Over the course of the first five meetings (about two months), PAC members had developed a working relationship with one another, and with academic-community research members, allowing them to begin the process of identifying and setting group goals. During meetings six through 11, spanning approximately four months, the PAC engaged in the process of developing a vision and mission and began identifying potential action steps for the PAC, using the VMOSA (vision, mission, objectives, strategies, action plan) model, a practical strategic planning tool [40]. A member from the academic research team presented on organizational visions and missions as key aspects of strategic planning, engaging the PAC members in evaluating different examples of visions and missions from healthcare and nonprofit organizations. The group spent several meetings brainstorming and unpacking individual members’ ideas, values and concerns relevant to the project’s core foci, which academic research members wrote out on poster board to create a shared visual record and facilitate further brainstorming. The group then worked together to identify shared or overlapping priorities, which involved significant back and forth between members. Academic research members and PAC members identified several recurring themes from the brainstorming sessions and PAC members’ discussions over the course of the group’s development. Themes included: the importance of community outreach and support; bolstering patient advocacy; improving patient-provider relationships, with a focus on trust, continuity and accountability; the significance of storytelling; and the need for a marketing “rebranding” of clinical trials. From these themes, the group worked to generate shared language to represent selected themes within a vision and mission. After several iterations, the PAC generated a vision:—“Empowered patients in relationship with empathetic providers” and mission: “Advocating for patients to be in charge of their cancer care, supported by their doctor” that they felt best represented their priorities and goals as a group.
Performing
In the final stage, performing, the group has established norms and identified each member’s role, and individual members take active roles in decision-making and planning [38]. Indicative of the final stage of group development, the PAC members now take active, leadership roles in group decision-making and action planning. Having developed a sense of group cohesion, working relationships based on trust and a shared vision and mission over the course of the last seven months,by the 12th meeting the group was able to focus solely on how to best advance their vision. PAC members voiced readiness to plan activities to move towards their group goals, and the research team supported this process by providing prompts to move the discussion forward. The PAC reviewed and considered their collective knowledge at this juncture, evaluating what they knew based on their personal, family and community experiences versus what remained unknown and of interest to them. Members reflected on the various strategies and ideas for action steps that had arisen during the process of developing a vision and mission, and concluded that the patient-provider relationship within cancer care had emerged as their primary area of shared interest. A few members expressed that without a trust-based patient-provider relationship, patient engagement in clinical trials was unlikely. The group decided that assessing other patients’ experiences with cancer care should be their first priority, and decided to develop and launch a patient assessment focused on patient and caregiver relationships with oncology and primary care providers. Over the course of the next year, the PAC members developed and conducted a patient assessment at the Cancer Care Center and analyzed the resulting data,with assistance from the academic research members. The results of this assessment and further details on this PAC-led process will be shared in a forthcoming paper, in collaboration with several PAC members.
Lessons learned and discussion
Engaging patients, family members, and caregivers in research was an enriching experience for both PAC members as well as academic members of the community-academic partnership. We described the strategies employed to establish the PAC and to engage PAC members in developing a patient powered research agenda at a safety net cancer care center. Our focus on the process guided by the integration of frameworks for a CBPR approach and group development led to the successful establishment of a PAC representative of a safety net hospital’s patient population. To our knowledge, this integrated approach to building capacity for a hardly reached patient population impacted by cancer to engage in research to address racial inequities in clinical trials has not been previously described.
One of the key lessons was intentionality in recruiting patients of color, particularly Black patients and caregivers. Although prior literature described challenges in recruiting patients reflecting the demographics of the health system or diverse patient populations to patient advisory councils [26, 27], we were able to engage Black patients and caregivers through our focused efforts at a safety net hospital system serving a large population of patients of color. Our focused approach to recruitment and ability to engage individuals without prior research experience adds to the literature strategies that can help diversify the narrative of patients with cancer and caregivers engaged in research.
Integrating the lived experiences of patients and caregivers with capacity building activities empowered the PAC to advocate for themselves and others. The PAC acquired evidence based knowledge on racial disparities in cancer care and cancer outcomes in addition to skills training in participatory research methods. PAC members integrated the knowledge gained with their own lived experiences to develop a vision and mission statement that illustrated their collective priority for promoting patient autonomy and empowerment. Moreover, PAC members used this engagement initiative to advocate for themselves even beyond the scope of patient engaged cancer research. One member reported applying her newly acquired skills to obtain employment in the medical field and another member decided to further enhance her computer literacy skills by enrolling in a computer training course.
Patient-engaged research takes time for both establishing trust and getting members ready to engage as research partners. Taking several months to establish trust among PAC members and between PAC members and the academic research team was necessary to engage the PAC in critical discussions for developing a patient and caregiver led research agenda. Setting ground rules at the outset that every voice matters and that every member has something to contribute engendered this trust and openness to the process. This process also led to power sharing and co-learning, a key feature of CBPR, among PAC members and between PAC members and the academic research team [24, 29]. Early in the stage of PAC group development, members were informed of their role to ultimately lead the patient engagement initiative. Academic research members exercised patience in this process, giving the PAC members the time needed for growth into their leadership position.
Time was also a critical factor in the pace of the PAC’s decision-making process. CBPR is often slower than investigator-driven research because it requires that the community involved in the work (in this case the PAC) not only contribute to the work but actually develop the research agenda. One of the aims centering people of color in patient-engaged research was to empower patients with the knowledge and capacity to establish a patient powered research agenda at Boston Medical Center Cancer Care Center. The themes that emerged from the charrette focused on the relationship and communication between patients and cancer care providers which set the stage for development of the assessment administered to the patients and caregivers at the cancer care clinic.
Academic researchers gained a deeper appreciation for the PAC’s perspectives on approaching the problem of racial inequities in clinical trial participation as this generated new ideas and approaches to the problem. Based on the presented literature, academic researchers anticipated that the PAC would consider a patient centered educational or awareness campaign for participating in cancer clinical trials, but PAC members astutely identified patient empowerment and focusing on patient-provider interactions as the key priory. Academic researchers additionally witnessed the transformative nature of patient-engaged research. PAC members initially participated in the Cancer Center’s health disparities conferences as attendees but later one PAC member gave an oral presentation along with the academic research member L.S.M. on “Interdisciplinary collaboration and community engagement as tools for tackling inequity: Establishing a mechanism for patient powered cancer research at a safety-net hospital.” at the 2018 annual American Public Health Association meeting. PAC members have also presented initial findings from their patient and caregiver assessement to the Cancer Center transdisciplinary clinical and research leadership team (manuscript is forthcoming) and have provided guidance on curriculum development for a community partner project and a multi-site cancer center grant.
There were a few challenges that emerged during the course of establishing the PAC. Member retention and new member recruitment were challenging. The advisory council had a total of seven members, with five members consistently engaging in PAC activities for most of the 2-year project. Two PAC members, one active in the PAC for approximately one year and the other approximately 6 months, returned to work. One initial member was the principal caregiver for her mother and was primarily comfortable speaking in Spanish. A bilingual academic research team member provided translation but being the sole member not fluent in English may have contributed to her early withdrawal from the group. Additional obstacles to long-term participation arose due to the endemic nature of working with a population with active pressing health needs. One member undergoing active cancer treatment actively participated in PAC meetings for the first year, after which team members were no longer able to reach him, despite repeated attempts at contact.
Identifying potential members with the availability to commit to one year was a challenge and was pursued through multiple channels including referrals from current group members and community-based organizations. Given the uncertainty of the clinical status or follow up appointment burden for individuals living with cancer and their caregivers we wanted to incorporate flexibility in the time commitment to participate in the PAC. PAC members did identify potential strategies for recruiting additional members including a plan to engage with patients/caregivers that expressed interest in learning more about the council while conducting their patient assessment. They also considered combining membership with another hospital patient advisory group. Unfortunately, the COVID-19 pandemic did halt further in person recruitment efforts. Virtual conferencing has been used to connect with active PAC members but the research team is mindful of the potential digital divide and exclusion of potential members without internet capabilities or comfort with using the internet.
Another challenge was organizational buy-in to sustain the patient advisory council. Cancer center clinical and nonclinical researchers had varying familiarity with patient engaged research [42] and thus had not considered how to financially sustain the PAC beyond the funded 2-year project. The PAC members and principle investigators gave a presentation to cancer center leaders at their quarterly meeting and are currently in negotiations in integrating the PAC within hospital and cancer center operations.
Despite the challenges, our interdisciplinary community engaged team was successful in recruiting and retaining a diverse PAC over time. Attention to group dynamics and relationship development allowed PAC members to establish relationships with researchers, graduate students and community partners. Relationship development may have also been enhanced by the concordance between the PAC and the research team, with researchers, community partners and students identifying as Black, Haitian-American, Latinx and Lebanese.
Conclusions
In summary, we present our strategy in establishing a patient advisory council to develop a patient powered research agenda among Black individuals and other patients and caregivers traditionally underrepresented in cancer research. We described our capacity building strategy to promote patient powered research. Although generalizability of this approach is limited given implementation at a single institution, this work demonstrates the transformative power of meeting patients where they are at, relationship-building, shared power and co-learning. Patients’ lived experiences coupled with our community-academic partnership ultimately led to the design and implementation of a PAC-conducted needs assessment at a safety net cancer care setting. This process shifted patient perceptions of their ability to contribute to change in cancer care and provided a platform for centering their lived experiences in cancer research. Sustainability of the PAC will require organizational commitment and continued financial support.
Acknowledgements
We would like to thank all the members (past and present) of the Boston Medical Center Cancer Care Center Patient Advisory Council for their partnership in establishing a pipeline for patients and caregivers to engage in research. We also thank Carmen Fonseca for assistance with facilitating the PAC training, Fatima Ajose for assistance with the literature review, Ji Hyang Kim for supporting data collection, Thi Hoang Vu for assistance with references, and Robert David for supporting recruitment of PAC members.

Authors' contributions
Marjory Charlot, Linda Sprague Martinez, and Elmer Freeman contributed to the study conception and design. Material preparation, data collection and analysis were performed by all authors. The first draft of the manuscript was written by Marjory Charlot, Linda Sprague Martinez, and Kelsi Carolan, and all authors reviewed and commented on previous versions of the manuscript. All authors read and approved the final manuscript.

Funding
This study was funded by the Patient-Center Outcomes Research Institute (PCORI) Grant Number: 4466-BMC (Co-PI Charlot & Sprague Martinez).

Availability of data and material
Not applicable.

Declarations
Ethics approval and consent to participate
The study protocol was reviewed and approved by the Boston University Charles River Campus Institutional Review Board, protocol #4570X. This study protocol was granted exemption.

Consent for publication
Not applicable.

Competing interests
Linda Sprague Martinez is an external evaluator for the Boston Public Health Commission and CCI Health and Wellness, Inc. She is also a youth engagement consultant for Americas Promise Alliance. All other authors report no disclosures.


References
	1.
DeSantis CE, Miller KD, Goding Sauer A, Jemal A, Siegel RL. Cancer statistics for African Americans, 2019. CA Cancer J Clin. 2019;69(3):211–33.Crossref

	2.
American Cancer Society. Cancer facts & figures for African Americans 2019–2021. 2019 [cited 2021 May 18]. https://​www.​cancer.​org/​content/​dam/​cancer-org/​research/​cancer-facts-and-statistics/​cancer-facts-and-figures-for-african-americans/​cancer-facts-and-figures-for-african-americans-2019-2021.​pdf.

	3.
Chen MS, Lara PN, Dang JHT, Paterniti DA, Kelly K. Twenty years post-NIH Revitalization Act: enhancing minority participation in clinical trials (EMPaCT): laying the groundwork for improving minority clinical trial accrual: renewing the case for enhancing minority participation in cancer clinical trials. Cancer. 2014;1(120 Suppl 7):1091–6.Crossref

	4.
Ford JG, Howerton MW, Lai GY, Gary TL, Bolen S, Gibbons MC, et al. Barriers to recruiting underrepresented populations to cancer clinical trials: a systematic review. Cancer. 2008;112(2):228–42.Crossref

	5.
Spinks T, Ganz PA, Sledge GW, Levit L, Hayman JA, Eberlein TJ, et al. Delivering high-quality cancer care: the critical role of quality measurement. Healthcare (Amsterdam). 2014;2(1):53–62.

	6.
Chow CJ, Habermann EB, Abraham A, Zhu Y, Vickers SM, Rothenberger DA, et al. Does enrollment in cancer trials improve survival? J Am Coll Surg. 2013;216(4):774–80.Crossref

	7.
Corbie-Smith G, Thomas SB, Williams MV, Moody-Ayers S. Attitudes and beliefs of African Americans toward participation in medical research. J Gen Intern Med. 1999;14(9):537–46.Crossref

	8.
Gamble VN. Under the shadow of Tuskegee: African Americans and health care. Am J Public Health. 1997;87(11):1773–8.Crossref

	9.
Brandt AM. Racism and research: the case of the Tuskegee Syphilis Study. Hastings Cent Rep. 1978;8(6):21–9.Crossref

	10.
Niranjan SJ, Martin MY, Fouad MN, Vickers SM, Wenzel JA, Cook ED, et al. Bias and stereotyping among research and clinical professionals: perspectives on minority recruitment for oncology clinical trials. Cancer. 2020;126(9):1958–68.Crossref

	11.
Hamel LM, Penner LA, Albrecht TL, Heath E, Gwede CK, Eggly S. Barriers to clinical trial enrollment in racial and ethnic minority patients with cancer. Cancer Control. 2016;23(4):327–37.Crossref

	12.
Sprague Martinez L, Freeman ER, Winkfield KM. Perceptions of cancer care and clinical trials in the black community: implications for care coordination between oncology and primary care teams. Oncologist. 2017;22(9):1094–101.Crossref

	13.
Duffett L. Patient engagement: what partnering with patient in research is all about. Thromb Res. 2017;150:113–20.Crossref

	14.
Kirwan JR, de Wit M, Frank L, Haywood KL, Salek S, Brace-McDonnell S, et al. Emerging guidelines for patient engagement in research. Value Health. 2017;20(3):481–6.Crossref

	15.
Sprague Martinez L, Carolan K, O’Donnell A, Diaz Y, Freeman ER. Community engagement in patient-centered outcomes research: benefits, barriers, and measurement. J Clin Transl Sci. 2018;2(6):371–6.Crossref

	16.
Sheridan S, Schrandt S, Forsythe L, Hilliard TS, Paez KA. Advisory Panel on Patient Engagement (2013 inaugural panel). The PCORI engagement rubric: promising practices for partnering in research. Ann Fam Med. 2017;15(2):165–70.Crossref

	17.
Ford CL, Airhihenbuwa CO. The public health critical race methodology: praxis for antiracism research. Soc Sci Med. 2010;71(8):1390–8.Crossref

	18.
Ford CL, Airhihenbuwa CO. Critical race theory, race equity, and public health: toward antiracism praxis. Am J Public Health. 2010;1(100 Suppl 1):S30–5.Crossref

	19.
Harrington RL, Hanna ML, Oehrlein EM, Camp R, Wheeler R, Cooblall C, et al. Defining patient engagement in research: results of a systematic review and analysis: report of the ISPOR patient-centered special interest group. Value Health. 2020;23(6):677–88.Crossref

	20.
Domecq JP, Prutsky G, Elraiyah T, Wang Z, Nabhan M, Shippee N, et al. Patient engagement in research: a systematic review. BMC Health Serv Res. 2014;26(14):89.Crossref

	21.
Freeman E, Seifer SD, Stupak M, Martinez LS. Community engagement in the CTSA program: stakeholder responses from a national Delphi process. Clin Transl Sci. 2014;7(3):191–5.Crossref

	22.
“Patient Engagement," health affairs health policy Brief, February 14, 2013. https://​doi.​org/​10.​1377/​hpb20130214.​898775. 14 Feb 2013.

	23.
Sharma AE, Knox M, Mleczko VL, Olayiwola JN. The impact of patient advisors on healthcare outcomes: a systematic review. BMC Health Serv Res. 2017;17(1):693.Crossref

	24.
Kwon SC, Tandon SD, Islam N, Riley L, Trinh-Shevrin C. Applying a community-based participatory research framework to patient and family engagement in the development of patient-centered outcomes research and practice. Transl Behav Med. 2018;8(5):683–91.Crossref

	25.
Harrison JD, Anderson WG, Fagan M, Robinson E, Schnipper J, Symczak G, et al. Patient and family advisory councils for research: recruiting and supporting members from diverse and hard-to-reach communities. J Nurs Adm. 2019;49(10):473–9.Crossref

	26.
Misra-Hebert AD, Rose S, Clayton C, Phipps K, Dynda S, Duffy M, et al. Implementation of patient and family advisory councils in primary care practices in a large, integrated health system. J Gen Intern Med. 2019;34(2):190–1.Crossref

	27.
Sharma AE, Willard-Grace R, Willis A, Zieve O, Dubé K, Parker C, et al. “How can we talk about patient-centered care without patients at the table?” Lessons learned from patient advisory councils. J Am Board Fam Med. 2016;29(6):775–84.Crossref

	28.
Bonevski B, Randell M, Paul C, Chapman K, Twyman L, Bryant J, et al. Reaching the hard-to-reach: a systematic review of strategies for improving health and medical research with socially disadvantaged groups. BMC Med Res Methodol. 2014;25(14):42.Crossref

	29.
Kauffman KS, Dosreis S, Ross M, Barnet B, Onukwugha E, Mullins CD. Engaging hard-to-reach patients in patient-centered outcomes research. J Comp Eff Res. 2013;2(3):313–24.Crossref

	30.
Leung MW, Yen IH, Minkler M. Community based participatory research: a promising approach for increasing epidemiology’s relevance in the 21st century. Int J Epidemiol. 2004;33(3):499–506.Crossref

	31.
Minkler M, Blackwell AG, Thompson M, Tamir H. Community-based participatory research: implications for public health funding. Am J Public Health. 2003;93(8):1210–3.Crossref

	32.
Minkler M, Vasquez VB, Chang C, Miller J. Promoting healthy public policy through community-based participatory research: ten case studies. Berkeley: University of California, School of Public Health and PolicyLink; 2008.

	33.
Wallerstein NB, Duran B. Using community-based participatory research to address health disparities. Health Promot Pract. 2006;7(3):312–23.Crossref

	34.
Martinez LS, Russell B, Rubin CL, Leslie LK, Brugge D. Clinical and translational research and community engagement: implications for researcher capacity building. Clin Transl Sci. 2012;5(4):329–32.Crossref

	35.
Christens BD, Peterson NA, Speer PW. Community participation and psychological empowerment: testing reciprocal causality using a cross-lagged panel design and latent constructs. Health Educ Behav. 2011;38(4):339–47.Crossref

	36.
Sofolahan-Oladeinde Y, Mullins CD, Baquet CR. Using community-based participatory research in patient-centered outcomes research to address health disparities in under-represented communities. J Comp Eff Res. 2015;4(5):515–23.Crossref

	37.
Battaglia TA, Pamphile J, Bak S, Spencer N, Gunn C. Connecting community to research: a training program to increase community engagement in research. Prog Community Health Partnersh. 2019;13(2):209–17.Crossref

	38.
Tuckman BW, Jensen MAC. Stages of small-group development revisited. Group Org Manag. 1977;2(4):419–27.

	39.
Lennertz B, Lutzenhiser A, Failor T. An introduction to charrettes. Plan Comm J. 2008;71:1–3.

	40.
Chapter 8. Developing a Strategic Plan | Section 1. An overview of strategic planning or “VMOSA” (vision, mission, objectives, strategies, and action plans) | Main Section | Community Tool Box [Internet]. [cited 2021 May 18]. https://​ctb.​ku.​edu/​en/​table-of-contents/​structure/​strategic-planning/​vmosa/​main.

	41.
Clinical Trials still don’t reflect the diversity Of America: shots—health news: NPR [Internet]. [cited 2018 Apr 4]. https://​www.​npr.​org/​sections/​health-shots/​2015/​12/​16/​459666750/​clinical-trials-still-dont-reflect-the-diversity-of-america.

	42.
Carolan K, Charlot M, Gawuga C, Freeman E, Kim JH, Sprague ML. Assessing cancer center researcher and provider perspectives on patient engagement. Transl Behav Med. 2020;10(6):1573–80.PubMed



Publisher's Note
Springer Nature remains neutral with regard to jurisdictional claims in published maps and institutional affiliations.


OEBPS/navigation.xhtml

    
      Contents


      
        		Patient powered research: an approach to building capacity for a hardly reached patient population to engage in cancer research


      


    
    
      Landmarks


      
        		Body Matter


      


    
  

OEBPS/css/envelope.png





OEBPS/images/40900_2021_317_Fig1_HTML.png
mmmm

 Diverse patient/caregiver

population

* PCORI funding
+ Institutional resources:

+ Boston Medical Center
Cancer Care Center

+ Boston University
School of Social Work

¢ Center for Community
Health Education
Research and
Services, Inc

« Boston University
Clinical and
Translational Science
Institute

Establish a Patient
Advnsory Council (PAC)
Engage the PAC in an
intense capacity building
training

Engage the PAC in a
planning Charette to
establish strategic goals
and associated activities
Process and outcome
evaluation

8-10 member PAC
PAC training toolkit
PAC vision and mission
statement

PAC led activity/event
Patient powered
research strategy

Increased PAC member
knowledge about
participatory research
Increased institutional
understanding of patient
research priorities
Increased organizational
capacity for patient
engaged research

PAC participation in
cancer center research
events





OEBPS/css/sidebar.gif





