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Aims: To characterize Black, Indigenous and People of Color (BIPOC) adolescent and young adult (AYA)
cancer patients’ experiences of patient engagement in AYA oncology and derive best practices that are
co-developed by BIPOC AYAs and oncology professionals. Materials & methods: Following a previous
call to action from AYA oncology professionals, a panel of experts composed exclusively of BIPOC AYA
cancer patients (n = 32) participated in an electronic Delphi study. Results: Emergent themes described
BIPOC AYA cancer patients’ direct experiences and consensus opinion on recommendations to advance
antiracist patient engagement from BIPOC AYA cancer patients and oncology professionals. Conclusion:
The findings reveal high-priority practices across all phases of research and are instructional for advancing
health equity.
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In recent years, the COVID-19 pandemic and the nationwide racial justice movement’s mass mobilization against
systemic racism have prompted US oncology researchers and advocates to heighten focus on greater inclusion of
minoritized patients who have been underrepresented in cancer research. In 2022, an estimated 87,050 of the
1.9 million new cancer cases in the USA were diagnosed among adolescent and young adult (AYA) patients aged
15-39 years [1]. AYAs face heightened vulnerabilities compared with pediatric and older adult oncology populations,
including disparities in diagnosis [2], survival rates (3], financial hardship (4] and access to cancer treatments [5], with
implications for long-term survivorship (6]. Black, Indigenous and People of Color (BIPOC) (also referred to as
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‘racially minoritized’) AYA cancer patients experience further marginalization. For example, Black AYAs in the USA
experience 13% lower 5-year relative cancer survival compared with their Non-Hispanic White peers (7).

Disparities & health equity

Evidence shows that the lived experiences many minoritized BIPOC AYA cancer patients in the USA encounter are
themselves expanded adverse childhood experiences, thereby amplifying the impact on their overall well-being (8,9].
Expanded adverse childhood experiences (ACE) are defined as potentially traumatic events that occur outside
the home during one’s childhood and are linked to negative long-term health consequences [10]. Developmental
psychologists suggest that racially minoritized AYAs by definition have restricted access to power and resources,
which challenges their psychological experiences and perspectives in ways not present among AYAs in the dominant
racial group [11]. Due to their marginalized positionalities, BIPOC AYAs experience intensified structural racism
in medical settings, which includes, notably, the research studies that seek to engage with patients and their
respective communities [12].

Empirical evidence underscores heightened disparities among BIPOC AYA cancer patients with greater risk of
marginalization in recruitment into clinical trials [13], racially biased communications from cancer care providers [14]
and inferior overall survival outcomes compared with Non-Hispanic White counterparts [1,15]. Since the onset of
the COVID-19 pandemic in 2020, the widespread prevalence of COVID-19 has magnified significant disparities
in its impact on racially minoritized populations, exacerbating pre-existing social issues related to anti-Black racism
and police brutality [16] as well as anti-Asian racism and violence [17].

As the COVID-19 crisis unfolded, starkly unequal effects of factors such as gun violence, poverty and healthcare
accessibility exposed an undeniable connection between racism and health equity. During and since this time, pre-
dominantly White-led organizations, who were eager to display their allyship, increased demands on BIPOC AYA
cancer patients to engage in their recently expanded advocacy initiatives (e.g., inclusive marketing to improve busi-
ness outreach) despite the disproportionate impact of intersecting health and social crises on these young patients.
These advocacy endeavors raised questions about the fundamental motivations of the organizations involved and
the extent to which they authentically served the interests of BIPOC AYAs [18].

Antiracism & healthcare research

Despite the resurgence of mainstream interest in racial inequities, incidents of racialized violence, defined by the
COVID-19 Task Force on Racism and Equity as injustices that sit at the intersection of racism and violence [19], have
persisted. Likewise, evidence of unequal treatment resulting from systemic racial bias in the healthcare workforce
has continued to build [20]. Healthcare researchers responded with calls for action promoting antiracism [21] and
the restructuring of healthcare systems [22,23] to promote health equity toward a shared vision of liberation from
disparities and justice. More specifically, cancer researchers demanded attention to the impacts of structural racism
on cancer disparities that were amplified by the co-occurrence of the COVID-19 pandemic (e.g., lack of access
to cancer care due to fractured social support networks; lack of transportation to medical appointments; and
compounding practical needs such as food security, housing stability and continuous access to utilities) [24]. Now
more than ever, it is increasingly challenging for BIPOC AYA patients to engage in research and advocacy efforts,
and organizational leaders must respond with meaningful and trustworthy practices that safeguard the well-being
of minoritized AYAs who cope with the profound challenges of life-threatening illness against the backdrop of
racism.

Purpose of the study

The purpose of the current study was to co-create best practices to promote antiracist research across four stages
of the empirical research process via the joint expertise of BIPOC AYAs in the present study and AYA oncology
professionals in a previous call to action [21]. More specifically, the current study aimed to characterize BIPOC AYA
cancer patients’ experiences with conventional and recommended antiracist approaches to patient engagement in
AYA oncology research and advocacy. The findings provided insights on successful and unsuccessful engagement,

which may inform the development of effective antiracist patient engagement practices that promote the health
and well-being of BIPOC AYA cancer patients.
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Conceptual framework

Our study was guided by the antiracist research framework of Goings e al. [25], which includes ten foundational
principles (e.g., antiracist research centers BIPOC experiences; antiracist researchers prioritize community engage-
ment of the target population; and antiracist research uses team science to benefit from diverse perspectives) and
numerous recommendations for antiracist researchers [25]. Antiracist research stems from antiracism and assumes
that racism is maintained within institutions, seeks to dismantle racism using nonracist research methods and
requires that study findings are disseminated to benefit and empower the target population. It follows that antiracist
research is research that reduces racial inequality by expressing and/or supporting the idea that racial groups are
equal [26].

Rather than individual actors alone, the networks of all individuals work in concert to reinforce racism. We
therefore use the term ‘systemic racism’ according to Bonilla-Silva [27]s interpretation that systemic racism is a
structural part of society and that “if racism is systemic, we all take part in it" (27). Antiracist researchers strive to
transform systems to ensure equity. This overarching goal informed the current study, which sought to identify
potential structural and research changes that may correct long-standing legacies of systemic racism that exacerbate
and contribute to persistent health inequities.

Materials & methods

Previous call to action

Previously, a subset of our multidisciplinary team of AYA oncology professionals (CK Cheung, RD Tucker-Seeley,
SJ Davies, ML Gilman, KA Miller, G Lopes and MA Lewis) published recommendations for antiracist patient
engagement in AYA oncology research and advocacy [21]. In the current study, a panel of BIPOC AYA cancer patients
shared their experiences and perspectives on antiracist patient engagement and reactions to the recommendations
made in the previous call to action from AYA oncology professionals. The highest priority recommendations for
antiracist patient engagement from AYA oncology professionals in the previous call to action were presented in the
form of survey questions posed to BIPOC AYA participants in the current study. Data from these sources were
combined to co-create best practices for antiracist patient engagement drawing from their joint expertise.

The Patient-Centered Outcomes Research Institute framework for patient engagement and core principles [28]
served as the organizational structure for discussing high-priority issues across all research activities in the previous
call to action and the current study. The Patient-Centered Outcomes Research Institute’s four stages of research
encompass 1) ‘topic selection and research prioritization’, which refers to identifying and planning the purpose of
the study; 2) ‘proposal review: design and conduct of research’, which refers to planning and executing the study; 3)
‘dissemination and implementation of results’, which refers to publishing and sharing the knowledge produced in
the study; and 4) ‘evaluation’, which refers to assessment of the effectiveness of dissemination and implementation
strategies. Recommendations from the seven AYA oncology professionals in the previous call to action [21] were
developed by a similar consensus method as the current study (Figure 1).

The Delphi method

The Delphi method is a mixed methods research technique used to achieve consensus agreement on a specific
topic by soliciting the anonymous opinions of subject matter experts via iterative survey rounds (Figure 2) [29,30].
The current research was an electronic Delphi (e-Delphi) study conducted via online surveys and digital platforms
that responded to AYAs' accessibility preferences (31]. The investigators surveyed a panel of experts defined as
self-identified BIPOC patients diagnosed with cancer between ages 15 and 39 years. Researchers used a modified
e-Delphi (321 technique that consisted of three (as opposed to four) electronic survey rounds that were designed
and optimized for respondents to easily and conveniently complete on their mobile devices. Consistent with extant
Delphi studies of AYA cancer patients, the classic Delphi method composed of four survey rounds [33] was modified
to three survey rounds to reduce respondent burden (34]. Each survey round had to be completed by all participants
before the next survey round could begin, as survey items in one round were derived from results from the preceding
survey round.

Advantages of the Delphi method

The Delphi’s anonymous approach is particularly advantageous for arriving at agreement among leading experts
in smaller communities or highly specialized settings who may be familiar with one another, as it mitigates the
influence of dominant voices and reduces fear of repercussions or judgment [35]. Its mixed methods design combines
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Topic selection and » Extend timing of patient engagement
research * |dentify racial/ethnic disparities in research area of interest
prioritization * Increase sociodemographic diversity among AYA patient advocates

Proposal review: * Provide education and honest disclosure to AYA patient advocates
design and conduct * Prioritize responsiveness to BIPOC AYAs' complex needs
of research * Address between-group power dynamics

Dissemination and * Avoid persistent tokenism of the same AYAs
implementation of » Establish new incentives in academic research
results * Invest additional resources and support for hard-to-reach communities

* Rectify overrepresentation of sociodemographic privilege
* Optimize virtual access to evaluation events

Figure 1. Recommendations for antiracist patient engagement in research from adolescent and young adult
oncology professionals.

TRecommendations are organized according to PCORI framework for patient engagement’s four stages of research.
AYA: Adolescent and young adult; BIPOC: Black, Indigenous and People of Color.

Reproduced from the previous call to action [21].

qualitative content analyses of open-ended responses in the first survey round with quantitative ratings and rankings
of the importance of these responses in subsequent survey rounds to arrive at consensus opinions [29,30]. In AYA
oncology, Delphi studies have generated consensus opinions of healthcare providers to set priorities for developing
interventions that respond to unmet needs and barriers to participation in survivorship care [36-38].

Sample & participant recruitment

In this study, e-Delphi experts were self-identified BIPOC patients who were diagnosed with cancer between the
ages of 15 and 39 years (inclusive of individuals on treatment and in post-treatment survivorship) and willing to
share their experiences and perspectives on patient engagement in cancer research (n = 32; Table 1). This purposive
sample of participants was recruited solely through digital means via digital flyers containing the Round One survey
quick response code and URL, which were disseminated widely across the networks of our multidisciplinary and
diverse investigator team via email, Instagram and Twitter. Potential participants responded to flyers with their
personal email address and were then directed to a URL to complete eligibility screening and the Round One
survey.

We initially recruited an e-Delphi panel of 41 BIPOC AYA experts who responded to the Round One survey.
Table 1 displays participant characteristics, including nine individuals lost to attrition between survey rounds, a
common challenge in e-Delphi surveys (39). Of the nine participants lost, all were of Black race and female sex,
although one of these individuals identified as being mixed race (Black or African—~American, Asian and Native
American). The final study sample comprised 32 BIPOC AYA participants who were diagnosed between ages 15
and 39 years and were 21-49 years old at the time of the study.

The study protocol was approved by the University of Maryland Baltimore Institutional Review Board (HP-
00095303), and the investigators adhered to the institution’s policies for the protection of human subjects. In

appreciation of their time and effort, study participants were provided a $50 eGift card upon successfully completing
the Round Three final survey.
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Round 1 survey:

Expert panelists were asked
eight demographic questions and
11 open-ended questions

Data analysis:

Researchers conducted content
analysis and cross-coding
resulting in common themes that
were converted into survey items

Round 2 survey:

Expert panelists were asked to

rate the importance of items via

Likert Scale and rank order the
highest priority items

Data analysis:

Researchers calculated mean
ratings and standard deviations for
ratings of importance and

frequencies for high priority items

Round 3 survey:

Expert panelists were asked to

rank order the top three highest

priority items from among the
six highest rated and most

Data analysis:

Researchers calculated the
highest ranked items to achieve
final consensus

Research Article

frequently ranked items

Figure 2. Modified Delphi technique utilized in the current study. The electronic Delphi study was a Delphi
technique modified by administering three survey rounds via online surveys and audio-recorded Zoom interviews.
Round One generated relevant survey items for expert participants’ ratings of importance and preliminary rankings
of priority in Round Two, which ultimately informed the ranking of short-listed items in Round Three to achieve a
final consensus.

Round One: open-ended questions
Procedure

Investigators utilized the Patient-Centered Outcomes Research Institute’s four stages of research activities and
six core principles for patient engagement (28] as an organizational structure to construct the Round One survey.
Box 1 presents representative survey responses from BIPOC AYA cancer patients who reported experiences of
patient engagement across the research continuum.

In Round One of the online Qualtrics survey, e-Delphi panelists answered eight demographic questions and 11 open-
ended questions about AYA cancer research focusing on patient engagement, which required approximately 35—
45 min to complete. Among these questions, eight were central questions asking panelists to describe successful and
unsuccessful engagement of BIPOC AYAs and respond to the recommendations from AYA oncology professionals
in the preceding call to action. Survey questions were collaboratively developed by members of our research team
who also identified as BIPOC AYA cancer patients and oncology professionals.

Because of participant drop-off during text responses, we offered the option of audio-recorded Zoom interviews,
with 41% (n = 17) choosing this method. Interviewers were members of the research team within the AYA age
range (15-39 years old) (T Katerere-Virima, LE Helbling and CD Simmons) who also transcribed audio recordings
of participant interviews using Otter.ai software. The Round One survey took 4 months (April to August 2021) to
complete data collection.

future science group 10.2217/fon-2023-0771
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Table 1. Participant

Variable Participants (n = 32) Nonparticipants’ (n = 9)
Sex, n (%)
Female 22 (69) 9 (100)
Male 10 (31) 0(0)
Ethnicity, n (%)
Hispanic/Latinx 6 (19) 2(22)
Non-Hispanic/Non-Latinx 26 (81) 7 (78)

Race, n (%)

Black or African-American 20 (63) 6 (67)
Asian 5(16) 1(11)
American Indian or Alaska Native 3(9) 1(11)
Native Hawaiian or Other Pacific Islander 1(3) 0 (0)

More than one race, n (%)

Black or African-American and American Indian or Alaska Native 1(3) 0 (0)
Black or African-American, Asian and American Indian or Alaska Native 0(0) 1(11)
Asian and Native Hawaiian or Other Pacific Islander 2 (6) 0(0)

Age at diagnosis, n (%)

Teens 3(9) 1(011)
20s 14 (44) 4 (44)
30s 15 (47) 4 (44)

Cancer diagnosis, n (%)

Breast 10 (31) 2(22)
Stomach 3(9) 0 (0)
Hodgkin’s lymphoma 2 (6) 1(11)
Non-Hodgkin’s lymphoma 3(9) 0(0)
Cervical 2 (6) 2(22)
Leukemia 4 (13) 1(11)
Multiple cancer types 3(9) 0 (0)
Other carcinomas/types* 5(16) 3(33)

Education, n (%)

High school diploma or equivalent 5(16) 1(11)
Some college 2 (6) 3(33)
College degree 15 (47) 4 (44)
Graduate degree 10 (31) 1(11)

Household income, n (%)

Less than US$24,999 2 (6) 1(11)
US$25,000-49,999 7 (22) 2(22)
US$50,000-74,999 9(28) 3(33)
US$75,000 and greater 12 (38) 1(11)
Prefer not to answer 2 (6) 2(22)

41 Black, Indigenous and People of Color adolescent and young adult patients were initially recruited as expert participants; nine were lost to attrition between survey rounds and excluded
from the final electronic Delphi panel of Black, Indigenous and People of Color adolescent and young adult patient experts (n = 32).

TLost to attrition between survey rounds.

fIncludes liver, oral and meningioma brain tumor.

Box 1. Black, Indigenous and People of Color adolescent and young adult cancer patients’

marginalized experiences across the research continuum

Investigators utilized the Patient-Centered Outcomes Research Institute’s four stages of research and six core
principles to organize survey questions that generated representative responses from the expert panel of Black,
Indigenous and People of Color adolescent and young adult cancer patients.

10.2217/fon-2023-0771 Future Oncol. (Epub ahead of print) future science group
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Data analysis

Upon receiving Round One survey responses, two team members (BN Thomas and RE Brandon) initially organized
them into clusters based on positive and negative patient engagement experiences while minimizing redundancy.
These researchers then cross-coded and sorted ideas within these clusters. Following this, three additional team
members (VA Ross, H Lee and CK Cheung) conducted qualitative content analysis using an inductive process. They
identified common patterns, developed textual descriptions, categorized them into themes and converted them
into survey items. Thematic saturation was reached when no new themes emerged. Cross-coding of each interview
by three researchers included discussions to ensure inter-rater reliability. This content analysis was completed in
3 months (August to October 2021), resulting in nine to 15 multiple choice response options for each question in
the Round Two survey.

Round Two: ratings & rankings
Procedure

The Round Two survey retained the eight central questions from Round One. Here panelists were tasked with
rating the importance of response options and ranking their top three priorities (Table 2). About half of participants
needed three to five email reminders to complete the survey, and data collection for Round Two was completed
in 2 months (September to October 2021). All 35 participants opted for independent online survey completion.
There were no open-ended questions in the second survey.

Data analysis

Investigators computed descriptive quantitative results for mean scores, standard deviations and frequencies of items
ranked as top priorities. Table 2 displays the highest rated and highest ranked items in terms of importance for each
of the eight central questions. To prepare for Round Three, investigators chose the top-rated and ranked options
to create six multiple choice options per central question. Quantitative data analysis for Round Two concluded in
less than 1 month (October 2021) and led to the final Round Three survey for consensus decisions.

Round Three: final consensus
Procedure

In the final survey, participants were asked to choose their top three priorities in response to the eight central
questions about successful and unsuccessful engagement of BIPOC AYAs. For each question, they had six multiple
choice options. To ensure consistent language while retaining meaning, three team members (H Lee, VA Ross
and CK Cheung) edited the wording of some items. About half of the participants required two to three email
reminders to complete Round Three, which spanned 2 months (October to December 2021). All 32 participants
independently completed the final online survey, which did not include open-ended questions. In summary, Round
One concluded in August 2021, Round Two concluded in October 2021 and the final Round Three survey was
completed in December 2021.

Data analysis

The final consensus among BIPOC AYA e-Delphi experts was determined in Round Three by calculating the
frequency with which panelists selected items for their top three priorities (Tables 3 & 4). This also allowed
participants an opportunity to revise their judgments from the previous round. Notably, the majority (63%) of
items that were ranked among the top three priorities in Round Two were likewise ranked among the top three
priorities in Round Three final consensus.

Results

The study results identified key best practices co-developed by BIPOC AYA cancer patients and oncology profes-
sionals across four different stages of the research process as identified during a previous call to action (Table 3).
In the first stage, ‘topic selection and research prioritization’, engaging patients earlier and at higher levels within
institutions and identifying racial/ethnic inequities within the relevant research area were highlighted as top pri-
orities. In the second stage, ‘proposal review: design and conduct of researcl’, reducing barriers to recruitment
and participation among BIPOC patients, utilizing more BIPOC researchers and providing participants access to
information regardless of their financial situation or social standing were emphasized.

Research Article
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Table 2. Items rated of highest importance in patient engagement by Black, Indigenous and People of Color

adolescent and young adult cancer patient experts.

Item Mean (Times ranked top
three priority)’

Question 1: Characteristics of cancer research or advocacy that successfully includes perspectives of racially minoritized teen or young adult patients

1. Build relationships with communities and listen to patients who are not usually heard 6.76 (23)
2. Ensure that BIPOC individuals are not taken advantage of or tokenized 6.76 (10)
3. Recruit a diverse range of BIPOC patients and let them give actual input into the study 6.69 (20)
4. Utilize a diversity of participants in all sociodemographic aspects, not just race (e.g., education, class, age at diagnosis) 6.59 (18)
5. Address practical barriers to participation, such as hiring interpreters for non-English-speaking patients 6.48 (8)

6. Employ trustworthy BIPOC leaders to head research projects 6.45 (17)

Question 2: Topic selection and research prioritization

1. Increase diversity among those patients who also serve as advocates 6.55 (15)
2. Identify racial/ethnic inequities in the research topic of interest 6.48 (19)
3. Employ more BIPOC researchers conducting studies to make participants comfortable 6.48 (16)
4. Engage patients earlier in the process and at higher levels within institutions 6.38 (19)
5. Include more intersectional populations, such as BIPOC patients who identify as LGBTQ+ 6.34 (12)

6. When explaining the purpose of the study/project, also communicate the impact the issue can have on BIPOC patients in particular ~ 6.24 (15)
Question 3: Proposal review: design and conduct of research
1. Provide education and be honest about what participating in cancer research and advocacy really entails 6.72 (12)

2. Promote the significance of participating in cancer research and acknowledge how AYA patient advocates are important and 6.69 (13)
really matter in research projects

3. Be honest and authentic and break things down for patients into explanations they can easily understand 6.66 (14)
4. Utilize more BIPOC researchers actually doing the research to organically make people feel engaged. Diversity cannot be forced 6.62 (17)
5. Give BIPOC AYA patients information and access to participation in research studies regardless of their financial situation, social 6.59 (17)

standing, etc.

6. Identify barriers to recruitment and participation among BIPOC AYA patients and reduce these barriers (e.g., by improving 6.45 (23)
outreach, increasing methods of interaction/communication and/or helping participants feel safer and more secure in the research
setting/process)

Question 4: Dissemination and implementation of results

1. Use community peers and peer-based language and methods to present results from credible sources instead of incomprehensible  6.66 (11)
jargon that may potentially discourage patients

2. Invest in outreach to BIPOC AYA cancer patients who are commonly overlooked or ignored and who do not have easy access to 6.62 (14)
opportunities to participate (e.g., patients in rural settings)

3. Provide results for different levels of comprehension to reduce barriers to access so patients who have a higher level of 6.55 (23)
understanding can access more complicated information without compromising the accessibility of patients who may be younger or
otherwise need more simplified explanations

4. Get research results out to the groups/communities that can really use them, not just other researchers 6.52 (15)

5. Keep it brief and creative and use social media and technology to disseminate results in a way that is easy for patients to 6.41(17)
understand and use

6. Invite a diversity of new BIPOC AYA patient advocates to participate in research and stop using the same patient advocates 6.10 (16)
repeatedly

Question 5: Evaluation of dissemination and implementation strategies
1. Provide virtual access to conferences, committee meetings, etc., so participation is easier for AYAs 6.66 (13)

2. Allow patient advocates to provide truly anonymous feedback so they can be completely honest without concern of repercussions  6.55 (21)
like not being invited to participate again

3. Promote and improve virtual access to conferences and meetings to reduce barriers to attendance 6.48 (14)
4. Compensate BIPOC AYA patients for their time, energy and expertise 6.48 (18)
5. Be flexible with scheduling patients’ participation whenever possible 6.48 (10)

6. Enable BIPOC AYA patients to actually participate in the conference or meeting and understand and address what they need to 6.38 (20)
get there; otherwise, these events are useless

Question 6: Transparency—honesty-trust
1. Transparency, honesty and trust are the foundation of everything, and researchers cannot do anything without them 6.72 (19)
2. Implementing open and honest communication will lead to more trust 6.59 (12)

BIPOC AYA patient experts rated the importance of response options derived from the Round One survey on a Likert scale, ranging from 1, ‘not at all important’, to 7, ‘extremely
important’. They also ranked their top three priority responses for each question.

TNumber of times ranked in top three priorities.

AYA: Adolescent and young adult; BIPOC: Black, Indigenous and People of Color; LGBTQ+: Lesbian, gay, bisexual, transgender, queer or questioning.
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Table 2. Items rated of highest importance in patient engagement by Black, Indigenous and People of Color

adolescent and young adult cancer patient experts (cont.).

Item Mean (Times ranked top
three priority)’

3. It is important to build trust from the beginning and be transparent in order to avoid doing harm and to ensure that participants  6.59 (21)
feel safe

4. Trustworthy relationships are especially important for AYAs, who are just coming into their own and need to feel like there is 6.55 (19)
trust between them and those they interact with

5. If there is trust, BIPOC patients will be more likely to share information that is going to be useful without holding anything back  6.52 (15)
6. BIPOC patients already have mistrust of the medical community because of lived experiences of being taken advantage of 5.52 (10)

Question 7: Most important reason(s) why BIPOC AYAs participate in cancer research or advocacy projects

1. "I hope that sharing my story and being an advocate can dispel myths and change a racial minority patient’s life; so they won‘t 6.24 (17)
have to lose parts of themselves or die because they didn’t know they had other choices”

2. "I do it to make healthcare better for the patients who come behind me” 6.03 (20)

3. "Participating in cancer research or advocacy projects is meaningful and helpful to myself"” 5.93 (11)

4. "It makes me happy to feel needed and that my research efforts contribute to society” 5.90 (6)

5. "I want to promote further research for BIPOC teen and young adult cancer patients” 5.83(18)

6. "Representation matters. | found that | wasn’t represented, so | took it upon myself to participate” 5.52 (24)

Question 8: Most important reason(s) for not participating in cancer research or advocacy projects

1. "When the patient has a rare cancer or condition, there are not that many studies targeted at them” 4.79 (16)
2. "I am choosy because I really value my time. And | really value my community’s time and racialized people’s time" 4.72 (21)
3. "l just haven’t come across any cancer research studies for me to participate in, so | jumped on this one when | saw it" 4.52 (20)
4. "It is hard to feel valued without compensation” 4.38 (22)
5. "Participation required the patient advocates to incur financial costs"” 4.24 (9)
6. "I do not trust researchers and feel they lack integrity” 4.21 (8)

BIPOC AYA patient experts rated the importance of response options derived from the Round One survey on a Likert scale, ranging from 1, ‘'not at all important’, to 7, ‘extremely

important’. They also ranked their top three priority responses for each question.
TNumber of times ranked in top three priorities.
AYA: Adolescent and young adult; BIPOC: Black, Indigenous and People of Color; LGBTQ+: Lesbian, gay, bisexual, transgender, queer or questioning.

For the third stage, ‘dissemination and implementation of results’, best practices included providing results
at different levels of comprehension, utilizing brief and creative dissemination methods using social media and
technology and inviting a diversity of new BIPOC patient advocates (Table 3). In the fourth and final stage,
‘evaluation of dissemination and implementation strategies’, enabling anonymous feedback, facilitating participation
in conferences or meetings, providing financial compensation for BIPOC patients, and cautioning against using
the same patient advocates repeatedly were highlighted.

The importance of transparency—honesty—trust as a set of interrelated core principles when engaging with BIPOC
AYAs was stressed as a high-priority driver of patient engagement (Table 4). Participants reported that successful
inclusion efforts involved relationship building, diverse recruitment and consideration of the various participant
characteristics that intersect with race. Reasons for participating in cancer research or advocacy projects included
the need for BIPOC AYA representation and improving healthcare for future patients, whereas reasons for not
participating involved the lack of feeling valued without compensation and limited availability of relevant studies.

Discussion

In recent years, there has been a discernible surge in the expectations placed upon BIPOC AYA cancer patients to
actively participate in research and advocacy endeavors orchestrated predominantly by White-led organizations. This
study aimed to characterize BIPOC AYA cancer patients’ experiences of patient engagement in AYA oncology and
derive best practices that are co-developed by BIPOC AYAs and oncology professionals.

The current e-Delphi study elucidates the lived experiences related to conventional patient engagement practices
and their impact, be it antiracist or biased. This investigation was centered on the embodied knowledge of a panel of
experts consisting solely of BIPOC AYA cancer patients (n = 32). Consensus agreement was reached, offering best
practices for promoting antiracist research across four stages (Table 4). These best practices have been collaboratively
developed by the joint expertise of BIPOC AYAs in the present study and AYA oncology professionals in a previous
call to action [21]. Additionally, the BIPOC AYA expert panel has shared reasons behind their choices regarding
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Table 3. Consensus on best practices in patient engagement across four stages of research among Black, Indigenous

and People of Color adolescent and young adult cancer patients and oncology professionals.

Stage of research Highest priority best practices

Stage 1: ‘Topic selection and research
prioritization’ best practices

1. Engage patients earlier in the process and at higher levels within institutions

1. Identify racial/ethnic inequities in the research topic of interest

2. Employ more BIPOC researchers conducting studies to make participants comfortable

3. Increase sociodemographic diversity among those patients who serve as advocates

3. Communicate the impact of the issue on BIPOC patients in particular when explaining the purpose of the study/project

N

Stage 2: 'Proposal review: design and . Identify barriers to recruitment and participation among BIPOC AYA patients and reduce these barriers (e.g., improve
conduct of research’ best practices outreach, increase methods of interaction/communication and/or help participants feel more safe and secure in the
research setting/process)
2. Utilize more BIPOC researchers to conduct the research in order to organically make people feel engaged. Diversity
cannot be forced
2. Give BIPOC AYA patients information and access to participation in research studies regardless of their financial
situation, social standing, etc.
3. Be honest and authentic and break things down into explanations that patients can easily understand

Stage 3: '‘Dissemination and 1. Provide results for different levels of comprehension so patients who have a higher level of understanding can access
implementation of results’ best practices more complicated information without compromising the accessibility of patients who may be younger or otherwise
need more simplified explanations
2. Keep it brief and creative and use social media and technology to disseminate in a way that is easy for patients to
understand and use
3. Invite a diversity of new BIPOC AYA patient advocates to participate in research and stop using the same patient
advocates repeatedly

Stage 4: ‘Evaluation of dissemination and 1. Allow patient advocates to provide truly anonymous feedback so they can be completely honest without any concern
implementation strategies’ best practices about repercussions like not being invited to participate again
2. Enable BIPOC AYA patients to actually participate in the conference or meeting and understand and address what
they need to get there
3. Compensate BIPOC AYA patients for their time, energy and expertise

Final consensus was achieved by BIPOC AYA electronic Delphi experts ranking their top three priorities from six multiple choice options for each of the eight central questions. Multiple
choice response options were derived from items in the Round Two survey that were the most highly rated and/or most frequently ranked among the top three priorities.

In Stage 1, two items tied for first priority and third priority. In Stage 2, two items tied for second priority.

AYA: Adolescent and young adult; BIPOC: Black, Indigenous and People of Color.

Table 4. Consensus on highest priority drivers of patient engagement among Black, Indigenous and People of Color

adolescent and young adult cancer patient experts.

Aspect of patient engagement Highest priority drivers
Reasons why ‘transparency—honesty—trust’ is most important core 1. It is important to build trust and be transparent from the beginning in order to avoid doing
principle for racially minoritized AYA patients harm and to ensure that participants feel safe

2. Transparency, honesty and trust are the foundation of everything; researchers cannot do
anything without them

3. Trustworthy relationships are especially important for AYAs, who are just coming into their
own and need undeniable trust between them and those they interact with

4. If there is trust, BIPOC patients will be more likely to share useful information and not hold
anything back

Compulsory actions for successful inclusion of BIPOC 1. Build relationships with communities and listen to patients who are not usually heard
AYAs' perspectives 2. Recruit a diverse range of BIPOC patients and let them give actual input into the study
3. Utilize diverse participants in all aspects, not just race (e.g., education, class, age at diagnosis)
Reasons for participating in cancer research or advocacy projects 1. Representation matters. BIPOC AYAs were not represented and so took it upon themselves to
participate

2. [Participation] makes healthcare better for the patients who come behind them
3. [Participation] promotes further research for BIPOC AYA cancer patients

Reasons for not participating in cancer research or advocacy 1. It is hard to feel valued without compensation
projects 2. Participant'’s time, community’s time and racialized people’s time are valuable
3. Have not come across any cancer research studies that are relevant

Final consensus was achieved by BIPOC AYA electronic Delphi experts ranking their top three priorities from six multiple choice options for each of the eight central questions. Multiple
choice response options were derived from items in the Round Two survey that were the most highly rated and/or most frequently ranked among the top three priorities.

In response to “Reasons why ‘transparency-honesty-trust’ is most important core principle for racially minoritized AYA patients” two items tied for second priority.

AYA: Adolescent and young adult; BIPOC: Black, Indigenous and People of Color.

participation or nonparticipation in oncology research and advocacy. These reasons are tied to their experiences with
conventional and purportedly antiracist practices, providing a more comprehensive perspective. These expanded
recommendations align with the growing call to involve patient advocates as equal stakeholders in all phases of the
biomedical research enterprise [40-42].
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Participation among BIPOC AYA patients

BIPOC AYA cancer patients are individuals positioned at different levels within various systems of power [43], and
they correspondingly have different reasons for participating or not participating in oncology research and advocacy.
In this study, BIPOC AYA expert panelists’ reasons for participating in research included feeling a personal call to
represent their respective minoritized demographics, believing that their participation would improve healthcare
for subsequent patients and promoting further research on BIPOC AYA cancer patients.

BIPOC AYA participants described a few experiences of successful antiracist engagement practices. In one
example, the study’s recruiters anticipated participants’ concerns by providing strong communication to educate
prospective participants about the purpose, relevance and impact of the research on the lives of BIPOC AYA cancer
patients. Such efforts have been lauded as a means for articulating and fostering shared goals and a collective
mission, consistent with existing evidence for BIPOC cancer patients [44].

In another example, the study team empowered BIPOC AYAs by partnering with them to develop realistic plans
for the dissemination and implementation of study results. These experiences inspired positive emotions among
BIPOC AYAs, deeper involvement, greater interest in cancer research and led them to encourage participation from
peers. Researchers might draw upon established practices, such as developing an engagement plan [45 in partnership
with BIPOC AYAs to identify reasons for participation and nonparticipation, develop clear terms of engagement,
define specific roles and establish safe pathways to work through differences and respond to potential harm.

Nonparticipation among BIPOC AYA patients

Racist experiences in the research process elicited negative emotions and apprehensive involvement, withholding
information and complete withdrawal from further engagement among BIPOC AYAs. Negative experiences of
patient engagement practices reported by BIPOC AYA expert panelists included lack of transparency regarding the
purpose of research, inadequate diversity among researchers and leadership and failure to engage BIPOC patients
early in the process. Participants also expressed concerns about overpowering and pressuring behaviors exhibited
by some privileged participants as well as insufficient communication about the level of engagement required.
These negative experiences underscore the importance of discontinuing such practices and adopting more genuine
antiracist approaches to patient engagement.

Genuine (as opposed to token) representation of BIPOC AYA cancer patients in intervention development was
described as missing in engagement experiences. Specifically, one BIPOC AYA expert asserted that interventions
developed for the broader category of ‘AYA cancer patients’ are insufficient. Moreover, several other BIPOC AYA
expert panelists endorsed the notion that intervention studies need to specifically target BIPOC AYA cancer
patients who experience disparities, while also endorsing the use of social media for outreach to BIPOC AYAs as
a whole. This discrepancy highlights the importance of addressing the distinct needs of BIPOC AYA patients as a
specific group while keeping in mind that broader interventions may benefit BIPOC AYA patients as well as others.
The utility of optimizing social media to expand outreach in these groups is consistent with prior studies showing
the efficacy of social media in disseminating cancer-related information among AYA cancer patients [31,46].

Consistent with the antiracist research framework of Goings ¢z 4l. [25], the majority of BIPOC AYA panelists in
the present study suggested that researchers should stay apprised of and respond to the practical challenges that
may surface for patient advocates across the project period, such as the changing toll of cancer and its sequelae
in their lives [25]. BIPOC AYA cancer patients are an intersectional [47] population characterized by categories of
race, social class and gender and their corresponding societal systems that influence experiences of discrimination
and disadvantage. Embodied BIPOC AYAs with lived experiences of the intersectional aspects of life after a cancer
diagnosis hold experiential knowledge that is critical to the development of research that genuinely responds to
their needs [21]. By involving intersectional and embodied BIPOC AYA cancer patients in leadership roles from the
earliest stages of setting research priorities and planning research strategies, including but not limited to participant
recruitment, investigator teams would have the acumen to troubleshoot otherwise unforeseen obstacles and meet
patient advocates where they are.

Transparency—honesty—trust

In the realm of relationships with AYA oncology project teams, BIPOC AYAs in the current study provided insightful
perspectives on the presence and absence of transparency, honesty and trust. Several experts on the BIPOC AYA
panel shared their encounters with discrimination and marginalization, which subsequently fostered skepticism
about the trustworthiness and relevance of their participation in research initiatives rooted within predominantly
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White-led institutions and organizations. These initiatives were viewed as more likely to perpetuate historical
legacies of medical injustice and systemic racism [48] and less likely to improve the problems faced by BIPOC AYA
cancer patients. It is incumbent upon researchers to cease discriminatory practices and instead adopt approaches
that BIPOC AYAs perceive to be transparent, honest and trustworthy (25).

Limitations & strengths
This study has both limitations and strengths. Although the consensus agreement in the e-Delphi method provides
valuable insights from expert opinions, there is potential for bias in developing inferences. The purposive sampling
approach of the e-Delphi method may also restrict the range of perspectives. Furthermore, the use of interviews
alongside surveys in this study may introduce conformity bias, inhibiting the expression of dissenting views.
Despite these limitations, the study possesses noteworthy strengths. The exclusive inclusion of a BIPOC AYA
sample, utilization of an accessible format, integration of expertise from both BIPOC AYA patients and professionals
and a rigorous iterative feedback process contributed to the generation of impactful results. The current study
exemplifies great potential for the integration of antiracist approaches across all research endeavors, extending
beyond the confines of studies centered on racially minoritized cohorts.

Conclusion

Findings from this study are instructional for AYA oncology researchers, clinicians and advocates seeking to correct
harmful tokenism and promote genuine strategies for engaging with racially minoritized patients. Genuine an-
tiracist approaches necessitate a conscientious commitment to prioritizing the embodied knowledge and leadership
of BIPOC AYAs, who bear the direct impacts of racism within the predominantly White-led American healthcare
system. It is incumbent upon researchers and stakeholders to hold themselves accountable to forging substantive
collaborations that adeptly respond to the pernicious and evolving nature of racism. Future research should explore
reasons underpinning nonparticipation in cancer care among minoritized AYA patients.

Summary points

e Vulnerable Black, Indigenous and People of Color (BIPOC) adolescent and young adult (AYA) cancer patients face
growing demands to engage in research and advocacy initiatives driven by predominantly White-led
organizations.

e Following a previous call to action from AYA oncology professionals, this study aimed to characterize BIPOC AYA
cancer patients’ experiences of patient engagement in AYA oncology and derive best practices that are
co-developed by BIPOC AYA cancer patients and oncology professionals.

e A panel of experts composed exclusively of BIPOC AYA cancer patients (n = 32) participated in an electronic
Delphi study to describe their direct experiences and arrive at a consensus opinion on recommendations to
advance antiracist patient engagement.

e Emergent themes revealed BIPOC AYA cancer patients’ positive and negative experiences of conventional and
antiracist practices across all phases of research.

e In 'topic selection and research prioritization’, experts prioritized communicating the impact of the research
purpose on the lives of BIPOC AYAs.

e In ‘proposal review: design and conduct of research’ and ‘dissemination and implementation of results’, experts
prioritized providing brief, creative and accessible forms of information to meet the different demands of BIPOC
AYAs, some of whom seek complex information and some of whom require simplified explanations.

e In ‘evaluation of dissemination and implementation strategies’, experts cautioned against using the same patient
advocates repeatedly.

e The findings are instructional for healthcare researchers, clinicians and advocates interested in disrupting harmful
tokenism and implementing meaningful antiracist research practices.

e Future research should further investigate reasons for nonparticipation in cancer care and research among
minoritized AYA patient populations.
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