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Over the past two decades health researchers have increasingly applied principles 
from community-based or community-engaged research to address health 
disparities and improve healthcare access and outcomes for under-served 
communities. Many countries rely on a hematopoietic stem cell registry to help 
match unrelated donors to patients. Research indicates that people who are 
racialized wait longer for a match than those of White/European ancestry. As 
such, many countries, including Canada, make efforts to raise awareness of stem 
cell donation and recruit under-represented racialized young adults to the 
registry. This paper describes our efforts to apply community-engaged research 
principles to a qualitative stem cell recruitment project in Canada and lessons 
learned. We contribute to methodological scholarship that provides in-depth 
description of the methods used and steps taken in community-engaged 
research to offer transparency and detail that enables critical engagement. We 
offer suggestions to improve co-learning, equitable power-sharing, and building 
relationships over time. 

Hematopoietic or blood stem cells (herein referred to as ‘stem cells’) are 
used to treat over 80 blood diseases and disorders, such as leukemia and 
lymphoma, (Canadian Blood Services, 2021).1 An important factor in stem 
cell transplantation is a close match of human leukocyte antigens (HLA) 
between the donor and recipient (Mishra et al., 2018). Put simply, the closer 
the HLA match, the less likely for immunological complications and more 
likely for positive health outcomes for the recipient. Most people who need a 
blood stem cell transplant rely on an unrelated donor to find a match (Dehn 
et al., 2019; D’Souza et al., 2020; Fingrut, 2015). To support finding a match 
for an unrelated donor, over 80 countries participate in a global network 
of stem cell registries that provides patient access to over 41 million stem 
cell registrants and cord blood units (Canadian Blood Services, 2021; World 

Hematopoietic stem cells are distinct from embryonic stem cells in several ways including their potency – pluripotent versus totipotent, 
respectively – and from where they are collected – adults or cord blood versus embryos, respectively. We deal exclusively with hematopoietic 
stem cells in this paper. 
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Marrow Donor Association, 2017). Stem cell registries aim to recruit younger 
(e.g., age 17-35 in Canada) and male registrants since these factors have been 
associated with better outcomes for recipients (Fingrut, 2015). Moreover, 
for registries in countries that have an ethnically diverse population, efforts 
are made to have an ethnically diverse donor pool since patients are more 
likely to find a close HLA match from someone who shares similar genetic 
ancestry. Recruitment efforts can include holding targeted in-person stem cell 
swabbing events whereby people who are not on the registry are invited to 
join (Fingrut et al., 2020). Stem cell swabbing events are one way in which 
people can join the stem cell registry (i.e., become a registrant). In Canada, 
at these events, people who are interested and eligible complete a screening 
questionnaire and consent form, swab their cheeks, and return the swabs in a 
pre-paid envelope to Canadian Blood Services to undergo typing. 

Finding an unrelated stem cell match has been shown to be more difficult 
for some racialized people than others. For example, in the US the greatest 
disparity in finding a match has been shown to be between White patients 
(45% likely to find a match) and Black patients (27% likely to find a match) 
(Dehn et al., 2019). There are several reasons for this including under-
representation and under-utilization of some racialized donors in stem cell 
registries (Fingrut, 2015; Landry, 2021), and greater genetic diversity in 
some groups than others making it more difficult to find a close match 
(Beatty et al., 1995; Mori et al., 1997). This latter point suggests that to 
find a match for people of an ancestry with greater genetic diversity, even if 
representation in the stem cell registry is proportional to their representation 
in the general population, they may still have to wait longer to find a 
match. One way to possibly reduce this extended wait would be to encourage 
increased representation from these groups in the stem cell registry. Several 
stem cell registries have been working to address some of these disparities by 
focusing recruitment efforts to increase registrants from under-represented 
racialized communities, including US NMDP (National Marrow Donor 
Program), Canadian Blood Services Stem Cell Program, the Australian stem 
cell registry (McErlean et al., 2023) and Anthony Nolan in the UK (National 
Health Service, 2023). 

Addressing racial disparities in stem cell transplants from unrelated donors 
to recipients is complex and requires ongoing research including 
understanding barriers and enablers for racialized young adults to join the 
registry at the stage of recruitment. This area of research for stem cell 
donation is understudied, with no prior published research examining this 
topic in Canada at the time of our study. Research on barriers to stem cell 
donation for African Americans include lack of opportunities to donate (i.e., 
access), lack of awareness that transplantation can save lives, and the cost 
of donation (Laver et al., 2001). While research on the barriers to stem cell 
donation for underrepresented racialized communities is limited, evidence 
from other forms of donation, such as blood donation, highlight multiple 
barriers for racialized groups including systemic barriers such mistrust of 
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health organizations and experiences of racism in healthcare (e.g., Haw et al., 
2023; Spratling & Lawrence 2019). Beyond donation, racialized communities 
are also less likely to participate in research studies and clinical trials given 
historical and current experiences with racism and marginalization (e.g., 
(Scharff et al., 2010). To address some of these barriers to equitable 
participation, researchers recommend the use of community-based research 
with under-represented groups (Lemke et al., 2022). 

Community-based research is an approach to research that invites 
communities to take an active role in guiding or leading the project rather 
than limiting them to the ‘objects’ of study. This methodology is based 
on principles of co-learning, power-sharing, and prioritizing benefits to 
communities involved (Israel et al., 1998; Israel, Eng, et al., 2005; Minkler, 
2005; Viswanathan et al., 2004). Referred to by many different names (e.g., 
community-based participatory research, action research, participatory 
research, community-engaged research, and others), this approach to research 
has been gaining attention in health and health-related areas over the past 
two decades (Key et al., 2019). Involving communities in research that affects 
them is recognized as an effective and, in many cases, preferred approach 
to research with under-represented and under-served communities and has 
even become a requirement by some funding agencies such as the National 
Institutes of Health, Clinical and Translational Science Awards program (Key 
et al., 2019). Studies that work closely with communities and position them 
as partners in the research process have been shown to produce more valid 
and accurate data, greater success in recruitment of study participants, and 
development of effective interventions (De las Nueces et al., 2012; Key et al., 
2019; McFarlane et al., 2022). Researchers who have applied this approach 
recognize that a “one-size-fits-all” model does not exist and instead attention 
to which community or communities are involved and their needs, the goals 
of the study, and contextual factors, among other considerations, should 
guide the specific approach taken (Fontaine et al., 2024; Travers et al., 2013). 

Given the different ways in which community-based research has been 
applied and the different terms used, it is worth clarifying which terms we use 
and how in this paper. We use the term community-engaged research (CEnR) 
as the broader umbrella term that includes the full spectrum of approaches 
that involve communities as more than research participants only (Key et al., 
2019). We use community-based participatory research (CBPR) to refer to 
one end of the CEnR spectrum that ideally involves community members 
throughout the research process, beginning with identifying community 
needs and development of the research question. On the other end of 
the spectrum is community consultation whereby the study takes a more 
conventional researcher-led approach and invites community input on some 
aspects of the study (Key et al., 2019). Characterizing CEnR approaches, 
including CBPR, along a spectrum is one way to approach the range of 
research studies that aim to foreground the role and voice of communities. 
Viewing different approaches to community-engaged work this way offers 
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flexibility to researchers and community members to engage in research 
that works for the communities involved, the needs being addressed, and 
the resources available. We take the view that innovation and creativity 
in applying CEnR approaches is needed given the range in research and 
community settings; however, we maintain that it is important that CEnR 
studies and researchers be attentive to the principles of community-based 
work. 

In this paper, we describe a CEnR study we conducted on increasing the 
number of stem cell registrants (i.e., people who register to be on the stem 
cell registry) from under-represented racialized communities to the Canadian 
stem cell registry. Racialized and racialization are contextual terms and used 
here as social concepts whereby some people are racialized while others are 
not, despite everyone having a race or ethnicity. In Western contexts, people 
who are racialized tend to be those who are considered ‘non-White.’ Power 
and privilege is associated with whiteness, and therefore at a systemic level, 
racialized groups have less access to power and privilege than those considered 
‘White’ (Dalal, 2002). Our project makes a significant contribution to the 
CEnR and stem cell recruitment literatures in a least two ways. First, by 
applying a CEnR approach and working with Community Advocates on 
stem cell recruitment, we demonstrate how we applied this approach to 
studying barriers to stem cell donation for racialized communities. Second, 
by expanding how we worked with Community Advocates beyond their 
contribution to a research study, we demonstrate how CEnR can be applied 
flexibly and in novel ways. That is, while community members were involved 
in guiding the research component through their input on research materials 
and scenarios presented in focus groups; their main role was in holding events 
to increase awareness of stem cell donation. In and through this work with 
community members, project leads aimed to apply CEnR/CBPR principles. 
Our aims for this paper are as follows: first, we contribute to methodological 
scholarship that provides in-depth description of the methods used and steps 
taken in CEnR research to offer transparency and detail that enables critical 
engagement. In particular we focus on the work of community members, 
several of whom are co-authors on this paper, given the central role they 
played in our project and in CEnR studies more broadly (a note on voice: 
community members took the lead in writing the section on swabbing 
events and therefore this section is written in their voice). Second, we offer a 
critical assessment of what went well and what could have been improved, or 
lessons learned, through a process that has been referred to as “retrospective 
reflection” (Travers et al., 2013). In doing so, we aim to contribute to ongoing 
debate and discussion regarding the role and involvement of communities 
and community members in CEnR projects and how this can be done in 
ways that are meaningful and transformative for community members and 
researchers. Details of running the focus groups and empirical results from 
focus group data are outside the scope of this paper (see [anonymized for 
review] et al. [manuscript under review] for focus group results). 
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We begin with an overview of CBPR given its significance as a 
methodology grounded in political aims of emancipation, anti-oppression, 
and transformation. Next, we describe our study, what we did, the work of 
community members including how decisions were made and the exchange 
between community and research team members. Lastly, we discuss 
challenges and what we learned by working on this project. 

Community-based participatory research    
Community-based participatory research (CBPR) methodology has a long 

and rich tradition in diverse fields of study including education (Friere, 1970; 
Wilson et al., 2023) and research from an Indigenous paradigm (Smith, 
1999). Based on principles of shared power and decision-making between 
researchers and community members, justice and equity, reciprocity in 
transfer of expertise, and action orientation, a CBPR approach offers “a 
potential tool for social justice activism” (Wilson et al., 2023). By involving 
community members throughout the entire research process from 
conceptualizing the research question through data collection and analysis, 
and knowledge dissemination, CBPR aims to address the power imbalance 
between researchers and those being researched, and to guard against 
extractive modes of research whereby the researcher takes what they need 
from communities with only secondary consideration for whether the 
communities themselves benefit. In its more exemplary applications, 
community control of the project and ownership of data are explicitly built 
into the study design (Travers et al., 2013). While, in theory, CBPR promises 
to address many of the limitations of conventional research, in practice, there 
are many challenges to CBPR including institutional and funding structures 
that require power and authority be held by researchers, and limited resources 
that often circumscribe what can be done (Freeman et al., 2006; Holkup et 
al., 2004; Minkler, 2005; Travers et al., 2013). 

Health researchers are increasingly applying CBPR methodologies to 
address health disparities, improve healthcare access and outcomes for under-
served communities, and develop culturally relevant interventions (Key et 
al., 2019). While referred to by some as a methodology, CBPR is better 
understood as a research orientation guided by principles that prioritize 
relationships and societal transformation over specific methods and 
techniques (Wallerstein & Duran, 2006). One iteration of these inter-related 
principles as outlined by Israel and colleagues (Israel, Eng, et al., 2005; Israel 
et al., 1998; Israel, Parker, et al., 2005) include the following: 1) recognizing 
the community as a unit of identity; 2) building and utilizing the strengths 
and resources of a community; 3) facilitating collaborative partnerships in 
all phases of the research; 4) Integrating knowledge and action for the 
mutual benefits of all partners; 5) promoting a co-learning and empowering 
process that attends to social inequalities; 6) involving a cyclical and iterative 
process to develop and sustain community/research partnerships; 7) focusing 
on local relevance of public health problems and ecological perspectives; 8) 
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disseminating knowledge gained from the CBPR project to the community 
and involve partners in the dissemination process; and 9) involving long-term 
commitment from all partners (see Table 1 for details). 

Table 1. Principles of community-based research (Israel, Eng, et al., 2005; Israel et al., 1998; Israel, Parker, et al., 2005) 

Recognizing the community 
as a unit of identity 

Community is an aspect of individual and collective identity; CBPR aims to 
work with existing communities of identity and to strengthen a sense of 
community through engagement. 

Building and utilizing the 
strengths and resources of 
a community 

Recognizes that all communities have strengths and resources and aims to 
build on these. 

Facilitates collaborative 
partnerships in all phases of 
the research 

Views all groups involved as equal partners in the research process and aims 
to share control over all phases of the project with community partners. 

Integrating knowledge and 
action for the mutual 
benefits for all partners 

Aims to build knowledge base while also applying an action-orientation to 
benefit the communities involved. 

Promoting a co-learning 
and empowering process 
that attends to social 
inequalities 

Views all groups as being experts and knowledge holders; facilitates the 
reciprocal transfer of knowledge, skills, capacity and power. 

Involving a cyclical and 
iterative process to develop 
and sustain community/
research partnerships 

Research takes a cyclical and iterative process with community involvement 
throughout (e.g., partnership development and maintenance, community 
assessment, problem definition, development of research methodology, data 
collection and analysis, and dissemination). 

Focusing on local relevance 
of public health problems 
and ecological perspectives 

Focusing on a positive model of health emphasizing physical, mental, and 
social well-being, and paying attention to social and ecological determinants 
of health. 

Disseminating knowledge 
gained to all community 
partners and involving them 
in knowledge dissemination 

Disseminating knowledge to communities involved and affected is prioritized; 
community members are involved to provide insight on what is most useful 
and useable. 

Involving a long-term 
commitment from all 
partners 

Views research as a long-term commitment between all groups involved; 
necessary for relationship and trust building 

As an approach to research guided by principles rather than a prescribed 
set of steps, CBPR has inherent flexibility to be adapted for the specific 
communities involved and their strengths, priorities, and needs. Health 
researchers have applied CBPR principles using a range of research methods 
[e.g., qualitative (Valdez et al., 2021), quantitative (Shaw et al., 2015), mixed 
methods (Gwede et al., 2013), and randomized control trials (Watts et al., 
2020)], and to different topic areas [e.g., public health intervention (Bharmal 
et al., 2016; Tiwari et al., 2014), development of training curriculum (Gwede 
et al., 2013), engaging vulnerable populations (Boucher et al., 2022; Shaw 
et al., 2015), and clinical care (Cunningham-Erves et al., 2020)]. While, 
ideally, communities would be involved from the very beginning of the 
research project including identifying community needs and study objectives, 
few studies have applied this level of community engagement. Many studies 
involve community members in the study design, recruitment, and data 
collection, with fewer engaging community members in developing research 
questions, analysis, and dissemination (Gwede et al., 2013; Kaida et al., 2019). 
A recent systematic review of CBPR in clinical trials research has shown an 
increase in the number of studies applying this approach over the past 10 
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years, with most community involvement occurring through participation 
in a community advisory committee, data collection, development of 
interventions, participant recruitment and delivery of intervention 
(McFarlane et al., 2022). The authors of this systematic review found a 
smaller number of studies included community partners in identifying 
research questions, disseminating results, and participating in interpretation 
of research findings (McFarlane et al., 2022). McFarlane et al. (2022) also 
found that the studies in their review offered limited details on the nature 
and quality of the community engagement including the number of meetings 
held with community members and how decisions were made. Without 
these details, it is difficult to assess the extent to which these projects had a 
transformative effect versus reproducing a ‘top down’ approach (McFarlane 
et al., 2022). We agree with McFarlane and colleagues that CEnR/CBPR 
scholarship would benefit from more details provided on the nature of 
community engagement in the studies and aim to contribute to addressing 
this limitation in this paper. 
Our project: Piloting and evaluating a community-engaged strategy to          

build a diverse stem cell registry       
A community-led approach to building a diverse stem cell registry           

This project was a 1-year study (May 2022 – April 2023) that was national 
in scope with the goal of providing recommendations to the Canadian Blood 
Services’ (CBS) stem cell team on how to increase registration of racialized 
young adults. We operationalized the age of participants as 17-35 years old 
to match the age range cutoffs to join Canada’s Stem Cell Registry. As 
embedded social scientists at CBS, the organization that recruits and manages 
the stem cell registry in Canada, except for the province of Quebec, the 
two leads on this project met with staff from the CBS stem cell team to 
learn more about their needs. Based on these early meetings and given the 
limited research on barriers and enablers to stem cell registration for the 
population of racialized young adults, we designed an exploratory qualitative 
study that included all racialized young adults rather than focusing on any 
specific ethnicities. Aims of the study were to 1) explore racialized young 
adults’ knowledge of stem cells and stem cell donation; 2) assess recruitment 
and educational materials provided by the CBS stem cell team; and 3) identify 
barriers and enablers to stem cell registration and donation. Because research 
suggests that the most common way for some racialized young adults to join a 
stem cell registry is at a school event (Hamed et al., 2022), and in this context 
may make a decision to register in conversation with their friends or peers, we 
decided to hold focus groups with young adults to create conditions where 
they could consider questions about stem cell donation in dialogue with one 
another. 

Reflexive consideration of the positionality of the project leads in relation 
to the populations that the project hoped to reach (one is racialized and 
the other is not; neither are young adults) coupled with knowledge of 
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mistrust in health systems, including blood operators, for some communities 
(Charbonneau & Daigneault, 2016; Charbonneau & Tran, 2015; Ferguson et 
al., 2022; Haw et al., 2022, 2023; Renzaho & Polonsky, 2013) and personal 
and professional commitments to equity-informed research led to prioritizing 
community-based research principles in the study. At the same time, the 
project leads were working with a one-year timeline which they knew from 
prior experience would require some flexibility in applying these principles 
given the length of time required for research ethics board approval, the 
multiple communities they were hoping to engage for this project, and the 
time needed to build relationships and trust with community members. 

Project leads began the project from the premise that young adults from 
racialized communities are experts on their community and would know 
best how to effectively reach other young adults in their community. One of 
the priorities was to ensure that community members were involved in the 
project from the beginning and throughout the year-long study to support 
co-learning between community members and members of the research team 
and build on their strengths. With these principles in mind, 6 young adults 
from under-represented racialized communities were hired to work with us as 
Community Advocates (CA) on the project. 
Building a team of Community Advocates       

CAs were tasked with designing and holding two swabbing events over the 
course of the study, providing feedback and input on focus group questions 
and materials, and assisting with focus group participant recruitment. CAs 
were hired on a contract and were paid for their work on the project. Hiring 
CAs made it possible to pay them for their work recognizing the value and 
contribution of their time and expertise. Following their paid work as a CA, 
all six were invited to participate in an interview to explore and evaluate their 
work on the project. Interviews were voluntary and conducted by a research 
assistant on the team and not one of the project leads. The research assistant 
had worked closely with CAs throughout the project to provide resources 
and support for their events facilitating trust building between CAs and the 
research assistant. 

As outlined above, one of the central ways in which community members 
are involved in a CBPR project is through their involvement in a community 
advisory group (McFarlane et al., 2022), consistent with the principle of 
recognizing the community as a unit of identity. In conceptualizing this 
project, there was no clear singular a priori racialized community that we 
were aiming to engage with. Instead, our objective was to increase 
engagement with under-represented racialized communities, which to group 
under a single community (i.e., ‘under-represented racialized communities’) 
would be an abstract group category imposed by researchers and likely not a 
relevant identity for people in these communities. As such, from the start, the 
notion of a singular community as a partner on this project was complicated 
and unclear. Other CBPR researchers have noted the political nature of 
designating any group as a “community” (Israel et al., 1998). To facilitate 
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a more bottom-up approach to identifying communities, we placed a job 
advertisement (paid position) for young adults between the ages of 17-35 who 
identified as racialized or BIPOC, had connections with their communities 
of ethnic ancestry and wanted to make a difference in their communities. We 
included information about stem cell donation and the stem cell registry and 
that they would be tasked with developing and implementing a recruitment 
strategy so applicants would know what they would be asked to do. They 
were not, however, required to have any prior knowledge about stem cell 
donation to apply for a position. Our plan was for the CAs who were hired 
to guide which communities we engaged with on this project. 

Referring to young adult community members as CAs was an intentional 
decision made by project leads in the early stages of the project. Recognizing 
the range in terms used for community members on CBPR projects (e.g., 
community advisory group, community advisory board, etc.), we wanted 
to frame the work that community members would be doing as advocacy 
work for several reasons. First, viewing race-based health disparities in stem 
cell transplants as a matter of health equity, we situated increasing stem 
cell registrants from under-represented communities as addressing health 
inequities. This is consistent with health researchers who argue that the 
under-representation of some racialized groups in clinical trials is a matter 
of equity and social justice (Michaels et al., 2015). As such, we viewed the 
work that community members would do on this project as a form of social 
and community advocacy. Second, the young adults who were hired for this 
role were asked to do more than advise the research team and instead were 
being asked to develop, plan, and execute what they felt would be an effective 
strategy to recruit members from their communities to join the stem cell 
registry. In building this into the design of the project, we aimed to build on 
the strengths and expertise of the communities involved, foster collaboration, and 
encourage co-learning between community and research team members. Lastly, 
by foregrounding the work of advocacy in the title of their role, we aimed to 
centre the social justice and advocacy origins of CBPR. 

The job advertisement was circulated as widely as possible through 
personal and professional networks of members on the research team and 
through student groups and clubs at universities and colleges across the 
country. Discussions with experts in stem cell recruitment and donation, 
advised that universities and colleges were promising institutions to target 
since they offer a concentration of people who fall within the eligible age 
range and have been successful sites for recruitment. Moreover, some 
university campuses have stem cell clubs which would potentially increase 
awareness of the need for this work among students. Our team of CAs 
was diverse in terms of ethnic ancestry and gender. While all were enrolled 
students, they represented a range in educational stage with some 
undergraduate, graduate, and medical school students. CAs also had a range 
in knowledge of and experience with stem cell registration and donation. 
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Training and preparing Community Advocates      
CAs were responsible for developing, planning, and executing two 

swabbing events (one in the fall and one in the winter), and for assisting 
with participant recruitment for the focus group component of the study. 
Moreover, some of the swabbing events that they designed were incorporated 
into the focus group interview guide as “scenarios” that focus group 
participants were asked to reflect upon and discuss. To ensure that CAs had 
the information needed to be able to do their work, project leads developed 
materials and held three training meetings in July and August 2022 to prepare 
and support CAs as they planned their fall events. Prior to the first of 
these meetings, an introductory package was produced and distributed. The 
package included 1) Welcome Document outlining the project, their role 
on the project, anticipated schedule of meetings, anticipated contributions 
(e.g., developing a strategy and holding a swabbing event, notetaking and 
journal entries), where to find more information and resources, and bios 
for all the CAs and research team members; 2) a peer-reviewed article on 
stem cell donor recruitment in Canada (Kum et al., 2022) – because all the 
CAs were post-secondary students we felt this article was appropriate; 3) two 
online news articles featuring a person in need of a stem cell transplant; and 
4) a recruitment toolkit produced by the stem cell team at Canadian Blood 
Services for family and community partners. 

The aim of the first meeting was to introduce all the members of the team 
and for the CAs to get to know each other, to provide a more in-depth 
overview of the project, and to guide the CAs in starting to think about 
the needs of their communities and strategies for outreach. In the second 
meeting, stem cell recruitment resources and ideas were shared with CAs, a 
local community advocate gave a presentation on community mobilization 
including challenges and opportunities, and CAs were given an opportunity 
to share and discuss the ideas they had for their initial fall event. Lastly, 
the third meeting included a presentation by a transplant hematologist and 
director of a national non-profit organization on stem cell recruitment on 
the science of stem cell transplants and recruitment strategies, a presentation 
by a parent whose child needed a stem cell transplant to provide a patient 
perspective, a presentation by members of the CBS stem cell team about 
the stem cell program itself, and an opportunity for CAs to provide updates 
and ask questions. Information about community mobilization and advocacy 
were presented before information about the science of stem cell donation to 
foreground the advocacy nature and health equity focus of their work. From 
our discussions with people who had been working in stem cell recruitment, 
we understood that people would sign up to the registry not because they 
were convinced of the science but because they wanted to make a difference in 
their community. To facilitate community building and formation of a group 
identity, a project Facebook page and Instagram account were created for the 
team to post and share information with each other along with a file sharing 
system on an online platform. 
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Supporting and co-learning    
To support CAs and provide ongoing opportunities for co-learning, 

monthly 1.5-hour meetings were organized for the CAs and research team 
beginning in Sept. 2022 through to April 2023. These meetings were 
instrumental in facilitating communication between the CAs and the 
research team members, but also for communication and co-learning between 
the CAs. The aim in holding these meetings was to facilitate a collaborative 
and equitable partnership between the CAs and researchers throughout 
the project. The day and time of the meetings were determined based on 
availability of the CAs. In these meetings, the longest agenda item was 
provided to CAs to share their ideas and present their strategy and plan for, 
first, their fall, and second, their winter events. They were encouraged to 
share any challenges in organizing and executing their events with the aim of 
offering a supportive space for collective problem solving. In sharing successes 
and challenges, our intent was to offer opportunities for co-learning. At the 
same time, we as researchers were learning from the CAs about the very real 
complexities and challenges of not only recruiting stem cell registrants in their 
communities, but any challenges they were facing. Because as a research team, 
we felt that some CAs may feel more comfortable to share experiences and 
challenges with a single person rather than a group, a research assistant had 
two one-on-one meetings with each CA over the duration of the project. One 
meeting was held in the fall and the other in the winter. 

CAs also offered support and learning opportunities to the research leads 
by providing input on recruitment strategies for the focus group component 
of the study. The study aimed to recruit racialized young adults and CAs 
supported this work by providing feedback on the study recruitment poster 
content and by sharing the recruitment poster amongst their social networks. 
As trusted and embedded members in their communities, CAs were able to 
reach young adults that research leads could not. 

Community Advocates’ swabbing events     
Together as CAs we hosted a total of 13 stem cell events, with one CA 

hosting three and the rest of us hosting two events each. These events 
spanned two provinces and five different cities. We collaborated with a range 
of community organizations such as faith-based organizations (e.g., Greek 
Community Church and Chinese Church) as well as university student 
groups (Black Medical Students’ Association of Canada (BMSAC) and the 
Ismaili Student Association (ISA)). The locations of these events varied, 
including community centers of our ethnic ancestry as well as places 
frequented by racialized communities (e.g., local Asian supermarket and 
community YMCA). While the details of the different events varied, most 
were of two main types. The first type of event was a stem cell registration 
booth that was set up at either a community event or organization, or 
university location and was endorsed by the community or student 
association (e.g., Greek Church following mass or ISA fundraising event). 
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Here, volunteers would invite people to approach the booth, provide 
information on stem cell donation, and invite people to swab if interested. 
The second type of event focused on disseminating information with 
presentations given on stem cell donation and the need for under-represented 
racialized young adults to join (e.g., church youth group monthly meeting 
or BMSAC annual meeting). Attendees of these events were also offered an 
opportunity to swab. 

To facilitate these events, many of us reached out to leaders in our 
community of ancestry and in some cases, went through family members to 
make introductions. Due to practical challenges with organizing events, for 
two of us our second event was not specific to our community of ancestry 
but instead focused on other racialized communities that we were connected 
with through campus initiatives and/or personal relationships (e.g., Tamil 
Community as well as Filipino and Caribbean student associations). Leading 
up to these events, we used several different strategies to advertise and let 
community members know about our event. These included formal 
community channels such as mailing lists, community newsletters, and faith 
leaders making a formal announcement about stem cell donation following 
service. We also used university clubs to promote the event through social 
media and traditional advertising methods such as posters. We took it upon 
ourselves to market our events personally and broadly by posting on social 
media and getting friends, family, and community members to share 
information as well (e.g., Instagram, WeChat, Facebook) in addition to using 
word of mouth within our community. 
Common themes: what we, the CAs, learned        
Sharing personal stories and raising awareness of stem cell matching           
were effective   

Overall, all the events ran smoothly. We swabbed several people and 
informed many others on the importance of stem cell donation. Across 
our different events, we noted two themes that helped support our work. 
For both types of events, sharing stories was effective. During one of the 
information presentations, one CA shared a story about a patient who passed 
away waiting for a stem cell transplant as well as one about someone who 
received a transplant and was cured of their illness. These stories had a 
profound impact on the attendees and prompted several to swab as well as 
look into stem cell donation further. Another strategy that worked very well 
across events was emphasizing that people are more likely to match with 
someone of the same ethnic ancestry. This suggested to us that many people 
want to give back to the community that has helped them all their lives. 
Timing, location and attendee make-up were challenges        

Across all our events we also noticed similar challenges. A large issue 
was the demographic makeup of the attendees present at the event. For a 
few events almost all attendees were above the age of 35 and thus were 
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ineligible to join the stem cell registry (e.g., Community Church or Asian 
supermarket). The events that did not have this issue were the ones hosted at 
universities and in conjunction with clubs organized around a specific ethnic 
or ancestral community (e.g., BMSAC and ISA events) as universities house 
an extremely diverse population, and the eligible age range. Another issue we 
ran into was the timing of the events themselves, both at the time of year and 
time of day. A few events were hosted around the exam period for schools and 
thus had a decreased turnout or interest of the targeted demographic. One 
event held during the winter had to pivot because of bad weather which also 
led to lower turnout. Other events took place around lunchtime and also had 
very little turnout during those hours. Along with the timing of the event, 
the location was crucial. Having a booth in visible, high traffic areas led to a 
dramatic increase in interest as people were much less willing to search for a 
booth rather than stop by one. 
Community connections were invaluable     

Having a connection with the community we were working with was 
crucial in building trust with people. As we hosted events both in our 
ancestral community as well as outside of it, we found it much easier to 
plan the event as well as have engaging conversations with attendees when we 
already had a connection to the organization. Not only was trust built due 
to the event being hosted by a member of the community, but also because 
several of the events were endorsed and advertised by the leaders of the 
organization. Members have a great deal of trust placed in community leaders, 
and hearing about the event and its importance from them goes a long way 
in breaking down that initial barrier of mistrust. This extended to student 
groups at universities as well and since several of our booths “piggy-backed” 
off cultural events, people were much more likely to engage in conversation. 
Building ongoing relationships is necessary      

A final important theme across all our events was the importance of 
longer-term and ongoing relationships with the communities we are a part 
of and working with. The first event was always the most difficult as many 
people had never heard of stem cell donation and were skeptical of it. 
As we only worked as CAs for one year, we were unable to fully create 
an ongoing relationship as a liaison between Canadian Blood Services and 
our community. However, we as CAs believe building relationships and 
working with communities over time while continuing to host information 
and swabbing events would be extremely beneficial in building trust and 
recruiting under-represented racialized people to the stem cell registry. 
Although we believe universities are a fantastic location for hosting stem cell 
drives, there are groups outside of universities that are eligible to register and 
using this longer-term approach with communities may be an effective way 
to engage these groups. As several ethnic communities host large outdoor 
festivals in the summer, we suggest investigating the use of stem cell booths 
at these events given the large turnouts and diverse demographics. 
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Unfortunately, we were unable to do this ourselves as the dates for these 
events did not align with the timeline of the project, a challenge that we 
discuss further below. Overall, we believe that this project was a success and 
that working as CAs offered a productive way to recruit under-represented 
groups to the stem cell registry. 

Challenges and lessons learned     
Fostering co-learning, equitable partnership, and power-sharing       

A priority of this project from the beginning was fostering co-learning 
between research team members and CAs. Project leads developed the project 
with the view that racialized young adults are experts on their communities 
and know how best to reach them. Despite a commitment to co-learning, 
much of the knowledge sharing in the front end of the project during 
the training sessions was from the research team to the CAs with less 
opportunities built into the sessions for CAs to share knowledge with the 
research team. Because project leads felt there was a lot of information to 
share with the CAs at the start of the project and to ensure that they had the 
information needed to do their work, training sessions focused on providing 
knowledge to CAs. However, reflecting on the project, much could have been 
gained by offering CAs more opportunities to share their knowledge and 
expertise. While CAs were asked if they had any information to share during 
these training sessions, in retrospect, structuring time for CAs to lead and 
share knowledge about their communities and their prior experience would 
have been a better approach to facilitate co-learning. 

Moreover, for studies such as ours where community members take on 
a role that is new for them, facilitating co-learning could be enhanced by 
providing CAs with specific questions or topics to guide the knowledge 
that they have to share. For example, asking CAs to share earlier on in the 
project about their communities, who makes up their communities, how they 
view their communities, how they are organized, the roles they play in their 
communities, and what they saw as potential challenges and opportunities 
to doing this work with their communities would have proven helpful. 
Instead, research team members learned later in the project about the many 
complexities of communities, the open and flexible boundaries of some of 
them, and the desire by many not to be limited to only their community 
of ethnic ancestry. Many people identify as belonging to many communities 
and we learned that this should be recognized and viewed as a strength at 
the outset of the project, rather than researchers reducing individuals to 
belonging to one particular community. 

As other researchers have noted, equitable power sharing and addressing 
the power differential between research team members and community 
members on any CBPR project is a challenge for several reasons including 
funding and research structures that place greater responsibility and power in 
the hands of researchers (Travers et al., 2013). Despite these challenges, efforts 
should be made to minimize the power differential as much as possible. In 
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hindsight, there may have been opportunities for project leads to offer more 
decision-making power to CAs. For example, project leads drafted the agenda 
for all the meetings and chaired the meetings. Although the agenda was quite 
open with dedicated time for CAs to share how their work was progressing, 
asking CAs to lead some of the meetings may have been a more effective way 
to share power and decision making. Some of the CAs may have welcomed 
an opportunity to set the agenda and chair which would also have put them 
more in the ‘driver’s seat’ so to speak and offer them the opportunity to 
organize a meeting around the items that they felt were most important or 
pressing. Because project leads set the agenda, it is possible that there were 
items that were missed or did not receive the attention needed. Secondly, 
as many of the CAs were in the earlier stages of their academic careers, 
providing them with an opportunity to lead or co-lead these meetings may 
have enhanced their professional skills and increased capacity building. Lastly, 
for those who may have chosen to co-lead a meeting, this may have facilitated 
collaboration and relationship-building between different CAs. Another idea 
that some CAs suggested was to hold more meetings with smaller groups in 
addition to the monthly meeting to allow for more discussion amongst CAs. 
This may have encouraged some CAs to take on more of a leadership role in 
the study. 
Building relationships and time constraints      

As noted above, CAs recognized the importance of building relationships 
with community members over time to continue to be effective in their 
efforts to raise awareness of the stem cell registry; however, timelines for 
the project did not make this possible. While noting this as a challenge to 
their work rather than a challenge within the team, it is relevant to this 
discussion in that what CAs recommended could not be built into the 
project given the timeline established at the outset. Beyond this, a principle 
of community-based research is long-term commitment from all partners 
involved to allow for, among other things, meaningful relationship- and 
trust-building; however, our work did not continue beyond the proposed 
project. This raises, for us, an important question regarding what long-
term commitment means and looks like and what is possible for different 
community members and research teams. While, in theory, ongoing 
relationship building and collaborative work strikes us as an important and 
worthwhile aim, we also recognize that for many CAs, who are at different 
life and academic stages, it was not feasible to continue ongoing research 
work together. Having noted this, it is worth reflecting on what is meant by 
long-term commitment and if there are ways to practice this outside a formal 
research project. For example, we have continued to work together to produce 
outputs from our project, such as co-authoring this paper together. For CAs 
who are pursuing advanced degrees, co-authoring a peer-reviewed publication 
is a meaningful output. Further, the knowledge CAs gained through this 
experience could mean they become advocates for stem cell donation later in 
their training or in their lives. Other forms of long-term commitment may be 
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a commitment to maintain communication, share updates and outputs, and 
resources as they become available beyond completion of the project. This 
kind of commitment, we suggest, need not be bound by any formal timeline 
but can continue for as long as it is of benefit to the people involved. 

CAs also recognized the importance of building relationships in their work 
with their communities and the challenges of time constraints including the 
one-year timeline of our project. This raises the importance of the principle 
of long-term commitment for relationships beyond those between researchers 
and community members for projects such as ours. One way to approach 
this challenge may be to consider how relationships might be maintained at 
an organizational level in addition to the interpersonal level. Young adults, 
such as CAs, and other community members may not themselves be able to 
maintain relationships over the long term, but they may be able to act as a 
bridge or liaison to build relationships for organizations involved. We did not 
do this in our project, however, would build this into future projects of this 
kind. 
Resource limitations and contextual considerations      

Most projects must work within the resources available including the 
funding timeline which also impacts the scope of the project and what 
can be done. For our project, because of the 1-year timeline, CAs and the 
research team were required to act quickly from the start of the project. 
While CAs were successful in holding two events (three events for one CA) 
in several cities, if more time were available, they may have been able to hold 
additional events. Because swabbing events were held in person, events were 
held in the city or surrounding area where CAs lived at the time of the 
project. With more time and resources, this project could have had wider 
reach by hiring more CAs in additional provinces and cities. Lastly, while 
research leads did not intend at the outset to hire only CAs enrolled in 
university programs all CAs were university students. As university students 
this provided them with affiliations and contacts within their university as 
well as with their local ethnocultural communities. While some worked with 
university clubs, others hosted their events through faith-based, ethnocultural 
groups in their local community. Their social location as university students 
provided access to and familiarity with the cultural milieu of university 
settings. On the other hand, it is possible that for some CAs their “student 
status” may have unintentionally added to challenges in follow through from 
community leaders and greater reliance on family members or contacts to 
facilitate communication with community leaders. 

Conclusion  
In this paper, we describe in-detail our approach to applying CBPR 

principles to a project aimed at understanding barriers and enablers to joining 
the stem cell registry for racialized young adults. Consistent with a broader 
view of community-based research (Key et al., 2019), we consider our work 
to be a CEnR project with our commitment to and engagement with 
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community members throughout the project. Community advocates engaged 
in the project learned that sharing personal stories, emphasizing the 
connection between stem cell donation and genetic ancestry, and connecting 
with leaders in the community were effective strategies to build the registry. 
They faced challenges with timing and location of the events and learned that 
having longer-term and ongoing relationships with communities involved is 
necessary for future work. Project leads also gained knowledge about the 
opportunities and challenges with using an CEnR approach. Project leads 
could have fostered shared decision-making power and autonomy among 
community advocates by creating space for CAs to share their knowledge and 
expertise, by asking them to discuss what community meant to them at the 
outset, and asking them to lead meetings. Our challenge with power-sharing 
and decision-making is not unique to us and we suggest that given the critical 
importance of this principle in CBPR/CEnR research, that research team 
and community members continue to have transparent discussions about 
how to do this better. Finally, as a project that included both an intervention 
or action aim (i.e., the events held by CAs) and an empirical aim (i.e., focus 
groups with young adults in the community) with CAs primarily being 
involved in the intervention, we suggest that our project offers an example of 
extending CBPR/CEnR principles in a novel way. We encourage researchers 
who have a commitment to equity-focused work to consider how CBPR/
CEnR principles might be applied to their work, and to share creative ways 
of doing CEnR well. 

Submitted: November 05, 2024 EDT. Accepted: March 15, 2025 EDT. Published: August 21, 2025 EDT. 

This is an open-access article distributed under the terms of the Creative Commons Attribution 4.0 

International License (CCBY-4.0). View this license’s legal deed at http://creativecommons.org/licenses/

by/4.0 and legal code at http://creativecommons.org/licenses/by/4.0/legalcode for more information. 

Recruiting Under-Represented Racialized Young Adults to the Stem Cell Registry: How We Applied a Community-Engage…

Journal of Participatory Research Methods 17



References  

Beatty, P. G., Mori, M., & Milford, E. (1995). Impact of racial genetic polymorphism on the 
probability of finding an HLA-matched donor. Transplantation, 60(8), 778–783. https://
doi.org/10.1097/00007890-199510270-00003 

Bharmal, N., Lucas-Wright, A. A., Vassar, S. D., Jones, F., Jones, L., Wells, R., Cienega, J., & 
Brown, A. F. (2016). A community engagement symposium to prevent and improve stroke 
outcomes in diverse communities. Progress in Community Health Partnerships: Research, 
Education, and Action, 10(1), 149–158. https://doi.org/10.1353/cpr.2016.0010 

Boucher, L. M., Shoemaker, E. S., Liddy, C. E., Leonard, L., MacPherson, P. A., Presseau, J., 
Martin, A., Pineau, D., Lalonde, C., Diliso, N., Lafleche, T., Fitzgerald, M., & Kendall, C. E. 
(2022). “They’re all struggling as well”: social and economic barriers and facilitators to self-
managing chronic illness among marginalized people who use drugs. International Journal of 
Qualitative Studies on Health and Well-Being, 17(1), 2082111. https://doi.org/10.1080/
17482631.2022.2082111 

Canadian Blood Services. (2021). Donating Stem Cells. Canadian Blood Services: Adult Stem Cell 
Registry. https://www.blood.ca/en/stemcells/donating-stemcells 

Charbonneau, J., & Daigneault, S. (2016). Engaging ethnic minority blood donors. ISBT Science 
Series, 11(S1), 140–147. https://doi.org/10.1111/voxs.12203 

Charbonneau, J., & Tran, N. Y.-L. (2015). The paradoxical situation of blood donation in the 
Haitian-Quebec community. Canadian Ethnic Studies, 47(2), 67–92. https://doi.org/10.1353/
ces.2015.0021 

Cunningham-Erves, J., Barajas, C., Mayo-Gamble, T. L., McAfee, C. R., Hull, P. C., Sanderson, M., 
Canedo, J., Beard, K., & Wilkins, C. H. (2020). Formative research to design a culturally-
appropriate cancer clinical trial education program to increase participation of African American 
and Latino communities. BMC Public Health, 20(1), 840. https://doi.org/10.1186/
s12889-020-08939-4 

Dalal, F. (2002). Race, Colour Process Racialization: New Perspectives from Group Analysis, 
Psychoanalysis Sociology. Brunner-Routledge. 

De las Nueces, D., Hacker, K., DiGirolamo, A., & Hicks, L. S. (2012). A systematic review of 
community-based participatory research to enhance clinical trials in racial and ethnic minority 
groups. Health Services Research, 47(3 Pt 2), 1363–1386. https://doi.org/10.1111/
j.1475-6773.2012.01386.x 

Dehn, J., Spellman, S., Hurley, C. K., Shaw, B. E., Barker, J. N., Burns, L. J., Confer, D. L., Eapen, 
M., Fernandez-Vina, M., Hartzman, R., Maiers, M., Marino, S. R., Mueller, C., Perales, M.-A., 
Rajalingam, R., & Pidala, J. (2019). Selection of unrelated donors and cord blood units for 
hematopoietic cell transplantation: guidelines from the NMDP/CIBMTR. Blood, 134(12), 
924–934. https://doi.org/10.1182/blood.2019001212 

D’Souza, A., Fretham, C., Lee, S. J., Arora, M., Brunner, J., Chhabra, S., Devine, S., Eapen, M., 
Hamadani, M., Hari, P., Pasquini, M. C., Perez, W., Phelan, R. A., Riches, M. L., Rizzo, J. D., 
Saber, W., Shaw, B. E., Spellman, S. R., Steinert, P., … Horowitz, M. M. (2020). Current use of 
and trends in hematopoietic cell transplantation in the United States. Biology of Blood and 
Marrow Transplantation: Journal of the American Society for Blood and Marrow Transplantation, 
26(8), e177–e182. 

Ferguson, E., Dawe-Lane, E., Khan, Z., Reynolds, C., Davison, K., Edge, D., & Brailsford, S. R. 
(2022). Trust and distrust: Identifying recruitment targets for ethnic minority blood donors. 
Transfusion Medicine, 32(4), 276–287. https://doi.org/10.1111/tme.12867 

Recruiting Under-Represented Racialized Young Adults to the Stem Cell Registry: How We Applied a Community-Engage…

Journal of Participatory Research Methods 18

https://doi.org/10.1097/00007890-199510270-00003
https://doi.org/10.1097/00007890-199510270-00003
https://doi.org/10.1353/cpr.2016.0010
https://doi.org/10.1080/17482631.2022.2082111
https://doi.org/10.1080/17482631.2022.2082111
https://www.blood.ca/en/stemcells/donating-stemcells
https://doi.org/10.1111/voxs.12203
https://doi.org/10.1353/ces.2015.0021
https://doi.org/10.1353/ces.2015.0021
https://doi.org/10.1186/s12889-020-08939-4
https://doi.org/10.1186/s12889-020-08939-4
https://doi.org/10.1111/j.1475-6773.2012.01386.x
https://doi.org/10.1111/j.1475-6773.2012.01386.x
https://doi.org/10.1182/blood.2019001212
https://doi.org/10.1111/tme.12867


Fingrut, W. (2015). The need for ethnically diverse stem cell donors. The University of British 
Columbia Medical Journal, 7(1), 44–47. 

Fingrut, W., Messner, H. A., & Allan, D. (2020). Targeted recruitment of optimal donors for 
unrelated hematopoietic cell transplantation: The Stem Cell Club process. Hematology/Oncology 
and Stem Cell Therapy, 13(4), 220–231. https://doi.org/10.1016/j.hemonc.2020.04.001 

Fontaine, G., Smith, M., Langmuir, T., Mekki, K., Ghazal, H., Noad, E. E., Buchan, J., Dubey, V., 
Patey, A. M., McCleary, N., Gibson, E., Wilson, M., Alghamyan, A., Zmytrovych, K., 
Thompson, K., Crawshaw, J., Grimshaw, J. M., Arnason, T., Brehaut, J., … Presseau, J. (2024). 
One size doesn’t fit all: Methodological reflections in conducting community-based behavioural 
science research to tailor COVID-19 vaccination initiatives for public health priority populations. 
Research Square. https://doi.org/10.21203/rs.3.rs-3740639/v1 

Freeman, E. R., Brugge, D., Bennett-Bradley, W. M., Levy, J. I., & Carrasco, E. R. (2006). 
Challenges of conducting community-based participatory research in Boston’s neighborhoods to 
reduce disparities in asthma. Journal of Urban Health: Bulletin of the New York Academy of 
Medicine, 83(6), 1013–1021. https://doi.org/10.1007/s11524-006-9111-0 

Friere, P. (1970). Pedagogy of the Oppressed. Seabury Press. 
Gwede, C. K., Ashley, A. A., McGinnis, K., Montiel-Ishino, F. A., Standifer, M., Baldwin, J., 

Williams, C., Sneed, K. B., Wathington, D., Dash-Pitts, L., & Green, B. L. (2013). Designing a 
community-based lay health advisor training curriculum to address cancer health disparities. 
Health Promotion Practice, 14(3), 415–424. https://doi.org/10.1177/1524839912458675 

Hamed, A. B., Bruce, J. G., Kuniyil, V., Mattila, D., Williams, E. P., Dew, M. A., Myaskovsky, L., 
Confer, D. L., & Switzer, G. E. (2022). Racial and Ethnic Differences in Attitudes, Perceptions, 
and Knowledge about Unrelated Hematopoietic Stem Cell Donation: A Study of Younger 
Newly Recruited Potential Donors. Transplant Cell Ther, 28(6), 340.e1-340.e16. https://doi.org/
10.1016/j.jtct.2022.03.013 

Haw, J., Thorpe, R., & Holloway, K. (2022). Blood Collection Agency Messaging to Donors and 
the Public in Canada and Australia During the Early Days of COVID-19. Frontiers in 
Communication, 6. https://doi.org/10.3389/fcomm.2021.777829 

Haw, J., Walrond, J., Jayachandran, J., Dordunoo, D., Eche-Ameh, H., Muwhen, U., Phiri, P., 
Rastogi, J., & Tinga, B. (2023). Sickle cell disease and the need for blood: Barriers to donation for 
African, Caribbean, and Black young adults in Canada. Transfusion, 63(7), 1324–1332. https://
doi.org/10.1111/trf.17396 

Holkup, P. A., Tripp-Reimer, T., Salois, E. M., & Weinert, C. (2004). Community-based 
participatory research: an approach to intervention research with a Native American community. 
ANS. Advances in Nursing Science, 27(3), 162–175. https://doi.org/10.1097/
00012272-200407000-00002 

Israel, B. A., Eng, E., Schulz, A. J., & Parker, E. A. (2005). Methods in Community-Based 
Participatory Research for Health. John Wiley & Sons. 

Israel, B. A., Parker, E. A., Rowe, Z., Salvatore, A., Minkler, M., López, J., Butz, A., Mosley, A., 
Coates, L., Lambert, G., Potito, P. A., Brenner, B., Rivera, M., Romero, H., Thompson, B., 
Coronado, G., & Halstead, S. (2005). Community-based participatory research: lessons learned 
from the Centers for Children’s Environmental Health and Disease Prevention Research. 
Environmental Health Perspectives, 113(10), 1463–1471. https://doi.org/10.1289/ehp.7675 

Israel, B. A., Schulz, A. J., Parker, E. A., & Becker, A. B. (1998). Review of community-based 
research: assessing partnership approaches to improve public health. Annual Review of Public 
Health, 19(1), 173–202. https://doi.org/10.1146/annurev.publhealth.19.1.173 

Recruiting Under-Represented Racialized Young Adults to the Stem Cell Registry: How We Applied a Community-Engage…

Journal of Participatory Research Methods 19

https://doi.org/10.1016/j.hemonc.2020.04.001
https://doi.org/10.21203/rs.3.rs-3740639/v1
https://doi.org/10.1007/s11524-006-9111-0
https://doi.org/10.1177/1524839912458675
https://doi.org/10.1016/j.jtct.2022.03.013
https://doi.org/10.1016/j.jtct.2022.03.013
https://doi.org/10.3389/fcomm.2021.777829
https://doi.org/10.1111/trf.17396
https://doi.org/10.1111/trf.17396
https://doi.org/10.1097/00012272-200407000-00002
https://doi.org/10.1097/00012272-200407000-00002
https://doi.org/10.1289/ehp.7675
https://doi.org/10.1146/annurev.publhealth.19.1.173


Kaida, A., Carter, A., Nicholson, V., Lemay, J., O’Brien, N., Greene, S., Tharao, W., Proulx-
Boucher, K., Gormley, R., Benoit, A., Bernier, M., Thomas-Pavanel, J., Lewis, J., de Pokomandy, 
A., Loutfy, M., & CHIWOS Research Team. (2019). Hiring, training, and supporting Peer 
Research Associates: Operationalizing community-based research principles within 
epidemiological studies by, with, and for women living with HIV. Harm Reduction Journal, 
16(1), 47. https://doi.org/10.1186/s12954-019-0309-3 

Key, K. D., Furr-Holden, D., Lewis, E. Y., Cunningham, R., Zimmerman, M. A., Johnson-
Lawrence, V., & Selig, S. (2019). The continuum of community engagement in research: A 
roadmap for understanding and assessing progress. Progress in Community Health Partnerships: 
Research, Education, and Action, 13(4), 427–434. https://doi.org/10.1353/cpr.2019.0064 

Kum, E., Jagelaviciute, G., Chen, A. C., Baharmand, I., Rihani, S., Rumball, G., Patel, D., Kandel, 
R., Okonofua, S., Li, E. W., Hrycyshyn, A., Chan, S. W. S., Kumar, S. V., Williams, K., Prokosch, 
L., Ho, M., Park, B., & Fingrut, W. (2022). Development and evaluation of a community of 
practice to improve stem cell donor recruitment in Canada. Vox Sanguinis, 117(4), 587–596. 
https://doi.org/10.1111/vox.13211 

Landry, I. (2021). Racial disparities in hematopoietic stem cell transplant: a systematic review of the 
literature. Stem Cell Investigation, 8, 24. https://doi.org/10.21037/sci-2021-058 

Laver, J. H., Hulsey, T. C., Jones, J. P., Gautreaux, M., Barredo, J. C., & Abboud, M. R. (2001). 
Assessment of barriers to bone marrow donation by unrelated African-American potential 
donors. Biol Blood Marrow Transplant, 7(1), 45–48. https://doi.org/10.1053/
bbmt.2001.v7.pm11215698 

Lemke, A. A., Esplin, E. D., Goldenberg, A. J., Gonzaga-Jauregui, C., Hanchard, N. A., Harris-Wai, 
J., Ideozu, J. E., Isasi, R., Landstrom, A. P., Prince, A. E. R., Turbitt, E., Sabatello, M., Schrier 
Vergano, S. A., Taylor, M. R. G., Yu, J.-H., Brothers, K. B., & Garrison, N. A. (2022). 
Addressing underrepresentation in genomics research through community engagement. The 
American Journal of Human Genetics, 109(9), 1563–1571. https://doi.org/10.1016/
j.ajhg.2022.08.005 

McErlean, G., Bajel, A., Bhattacharyya, A., Brown, N., De Abreu Lourenco, R., Greenwood, M., 
Kerridge, I., Kim, N., Kliman, D., Maneze, D., O’Brien, T., Szer, J., & Twist, I. (2023). If we do 
not count it, it does not count: ethnicity in allogeneic haemopoietic stem cell transplant in 
Australia. Internal Medicine Journal, 53(12), 2155–2158. https://doi.org/10.1111/imj.16232 

McFarlane, S. J., Occa, A., Peng, W., Awonuga, O., & Morgan, S. E. (2022). Community-Based 
Participatory Research (CBPR) to enhance participation of racial/ethnic minorities in clinical 
trials: A 10-year systematic review. Health Communication, 37(9), 1075–1092. https://doi.org/
10.1080/10410236.2021.1943978 

Michaels, M., Blakeney, N., Langford, A. T., & Ford, M. E. (2015). Five principles for effective 
cancer clinical trial education within the community setting. Journal of Cancer Education: The 
Official Journal of the American Association for Cancer Education, 30(1), 197–203. https://
doi.org/10.1007/s13187-014-0699-6 

Minkler, M. (2005). Community-based research partnerships: challenges and opportunities. Journal 
of Urban Health: Bulletin of the New York Academy of Medicine, 82(2 Suppl 2), ii3-12. 

Mishra, V., Tiwari, A., Raina, V., & Sharma, G. (2018). Timelines, an important tool for matched 
unrelated donor stem cell transplant: A case report and review of literature. Indian Journal of 
Transplantation, 12(3), 205–206. https://doi.org/10.4103/ijot.ijot_18_18 

Recruiting Under-Represented Racialized Young Adults to the Stem Cell Registry: How We Applied a Community-Engage…

Journal of Participatory Research Methods 20

https://doi.org/10.1186/s12954-019-0309-3
https://doi.org/10.1353/cpr.2019.0064
https://doi.org/10.1111/vox.13211
https://doi.org/10.21037/sci-2021-058
https://doi.org/10.1053/bbmt.2001.v7.pm11215698
https://doi.org/10.1053/bbmt.2001.v7.pm11215698
https://doi.org/10.1016/j.ajhg.2022.08.005
https://doi.org/10.1016/j.ajhg.2022.08.005
https://doi.org/10.1111/imj.16232
https://doi.org/10.1080/10410236.2021.1943978
https://doi.org/10.1080/10410236.2021.1943978
https://doi.org/10.1007/s13187-014-0699-6
https://doi.org/10.1007/s13187-014-0699-6
https://doi.org/10.4103/ijot.ijot_18_18


Mori, M., Beatty, P. G., Graves, M., Boucher, K. M., & Milford, E. L. (1997). HLA gene and 
haplotype frequencies in the North American population: the National Marrow Donor Program 
Donor Registry. Transplantation, 64(7), 1017–1027. https://doi.org/10.1097/
00007890-199710150-00014 

National Health Service. (2023). Urgent call for young Black and Asian men to register as stem cell 
donors. NHS Blood and Transplant. https://www.nhsbt.nhs.uk/news/urgent-call-for-young-
black-and-asian-men-to-register-as-stem-cell-donors/ 

Renzaho, A. M. N., & Polonsky, M. J. (2013). The influence of acculturation, medical mistrust, and 
perceived discrimination on knowledge about blood donation and blood donation status. 
Transfusion, 53 Suppl 5, 162S-71S. https://doi.org/10.1111/trf.12476 

Scharff, D. P., Mathews, K. J., Jackson, P., Hoffsuemmer, J., Martin, E., & Edwards, D. (2010). 
More than Tuskegee: understanding mistrust about research participation. Journal of Health Care 
for the Poor and Underserved, 21(3), 879–897. https://doi.org/10.1353/hpu.0.0323 

Shaw, A., Lazarus, L., Pantalone, T., LeBlanc, S., Lin, D., Stanley, D., Chepesiuk, C., Patel, S., 
Tyndall, M., & PROUD Community Advisory Committee. (2015). Risk environments facing 
potential users of a supervised injection site in Ottawa, Canada. Harm Reduction Journal, 12(1), 
49. https://doi.org/10.1186/s12954-015-0083-9 

Smith, L. T. (1999). Decolonizing Methodologies. Zed Books. 
Tiwari, T., Casciello, A., Gansky, S. A., Henshaw, M., Ramos-Gomez, F., Rasmussen, M., Garcia, 

R. I., Albino, J., Batliner, T. S., & Early Childhood Caries Collaborating Centers. (2014). 
Recruitment for health disparities preventive intervention trials: the early childhood caries 
collaborating centers. Preventing Chronic Disease, 11(140140), E133. https://doi.org/10.5888/
pcd11.140140 

Travers, R., Pyne, J., Bauer, G., Munro, L., Giambrone, B., Hammond, R., & Scanlon, K. (2013). 
‘Community control’ in CBPR: Challenges experienced and questions raised from the Trans 
PULSE project. Action Research (London), 11(4), 403–422. https://doi.org/10.1177/
1476750313507093 

Valdez, E. S., Valdez, L., & Garcia, D. O. (2021). Using participatory methods to enhance youth 
engagement in substance use research. Health Promotion Practice, 22(6), 747–749. https://
doi.org/10.1177/1524839921990005 

Viswanathan, M., Ammerman, A., Eng, E., Garlehner, G., Lohr, K. N., Griffith, D., Rhodes, S., 
Samuel-Hodge, C., Maty, S., Lux, L., Webb, L., Sutton, S. F., Swinson, T., Jackman, A., & 
Whitener, L. (2004). Community-Based Participatory Research: Assessing the Evidence: 
Summary. In AHRQ Evidence Report Summaries. Agency for Healthcare Research and Quality 
(US). 

Wallerstein, N. B., & Duran, B. (2006). Using community-based participatory research to address 
health disparities. Health Promotion Practice, 7(3), 312–323. https://doi.org/10.1177/
1524839906289376 

Watts, K. A., Gazaway, S., Malone, E., Elk, R., Tucker, R., McCammon, S., Goldhagen, M., 
Graham, J., Tassin, V., Hauser, J., Rhoades, S., Kagawa-Singer, M., Wallace, E., McElligott, J., 
Kennedy, R., & Bakitas, M. (2020). Community Tele-pal: A community-developed, culturally 
based palliative care tele-consult randomized controlled trial for African American and White 
Rural southern elders with a life-limiting illness. Trials, 21(1), 672. https://doi.org/10.1186/
s13063-020-04567-w 

Recruiting Under-Represented Racialized Young Adults to the Stem Cell Registry: How We Applied a Community-Engage…

Journal of Participatory Research Methods 21

https://doi.org/10.1097/00007890-199710150-00014
https://doi.org/10.1097/00007890-199710150-00014
https://www.nhsbt.nhs.uk/news/urgent-call-for-young-black-and-asian-men-to-register-as-stem-cell-donors/
https://www.nhsbt.nhs.uk/news/urgent-call-for-young-black-and-asian-men-to-register-as-stem-cell-donors/
https://doi.org/10.1111/trf.12476
https://doi.org/10.1353/hpu.0.0323
https://doi.org/10.1186/s12954-015-0083-9
https://doi.org/10.5888/pcd11.140140
https://doi.org/10.5888/pcd11.140140
https://doi.org/10.1177/1476750313507093
https://doi.org/10.1177/1476750313507093
https://doi.org/10.1177/1524839921990005
https://doi.org/10.1177/1524839921990005
https://doi.org/10.1177/1524839906289376
https://doi.org/10.1177/1524839906289376
https://doi.org/10.1186/s13063-020-04567-w
https://doi.org/10.1186/s13063-020-04567-w


Wilson, C. M., Nickson, D., Hetrick, C., & Wilson-Clark, D. (2023). “Nothing about us without 
us”: Tending to emancipatory ideologies and transformative goals in participatory action research 
partnerships. Qualitative Research, 23(5), 1319–1341. https://doi.org/10.1177/
14687941221087869 

World Marrow Donor Association. (2017, February 8). World Marrow Donor Association. World 
Marrow Donor Association. https://wmda.info 

Recruiting Under-Represented Racialized Young Adults to the Stem Cell Registry: How We Applied a Community-Engage…

Journal of Participatory Research Methods 22

https://doi.org/10.1177/14687941221087869
https://doi.org/10.1177/14687941221087869
https://wmda.info/

	Recruiting Under-Represented Racialized Young Adults to the Stem Cell Registry: How We Applied a Community-Engaged Research Approach and Lessons Learned
	Community-based participatory research
	Our project: Piloting and evaluating a community-engaged strategy to build a diverse stem cell registry
	A community-led approach to building a diverse stem cell registry
	Building a team of Community Advocates
	Training and preparing Community Advocates
	Supporting and co-learning

	Community Advocates’ swabbing events
	Common themes: what we, the CAs, learned
	Sharing personal stories and raising awareness of stem cell matching were effective
	Timing, location and attendee make-up were challenges
	Community connections were invaluable
	Building ongoing relationships is necessary


	Challenges and lessons learned
	Fostering co-learning, equitable partnership, and power-sharing
	Building relationships and time constraints
	Resource limitations and contextual considerations

	Conclusion
	References


