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Introduction

In recent decades, the field of precision medicine research (PMR), which studies the 

relationships among genes, behaviors, and environmental exposures, has been challenged 

by a lack of diversity in research participation (Need and Goldstein 2009; Popejoy and 

Fullerton 2016). In response, multiple initiatives now seek to include greater proportions 

of historically underrepresented populations in research. Community engagement (CE) has 

emerged as a key intervention to help achieve this goal, as well to acknowledge past harms 

in biomedical research and address persistent questions about trust and the conventional 

relationships that PMR researchers, and participants have with one another.
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Our entry and contribution to debates about how to situate the invitation to underrepresented 

groups to participate in PMR within the broader social and political context and lived 

experiences of communities is an empirical one. Since 2018, we have followed how various 

PMR stakeholders responded to the call for greater diversity and inclusion: how they funded 

and designed studies, recruited populations, conducted data collection and analysis, and 

engaged diverse participants and communities. By empirically examining the range of 

perspectives, practices, and experiences of these activities, we aim to surface the normative 

assumptions, political dimensions, and social and ethical implications of implicit and overt 

choices made by PMR studies around CE practices.

In this paper, we examine how stakeholders approach three sets of questions: First, who to 

engage? That is, who is thought to represent the community? Second, what is CE, and how 

is it organized and conducted? And third, why engage communities; what is engagement 

for and what is it intended to produce? We find that ad hoc, opportunistic, and instrumental 

decisionmaking on who to engage, how community input is solicited and fits into study 

workflow, and what engagement was for had significant consequences for the time and 

resources devoted to CE and the ultimate impacts it has on research. These choices were 

also often contingent on previous, upstream decisions about research priorities and resources 

in ways that study personnel, in the moment, were frequently unable to discern. Such prior 

decisions cascaded into significant downstream consequences for what CE practices could 

achieve within the context of the PMR studies. In particular, we argue that the ways in which 

CE practices were implemented at times undermined the goals of inclusion and equity, 

potentially jeopardizing ongoing research relationships with communities and constraining 

the ability of PMR studies to provide equitable benefit. We end by offering reflections on 

the significance of these constraints for CE and their ramifications for relationships among 

researchers, research institutions, participants and communities.

Background

CE has been defined in many ways and covers a wide range of activities, as Tindana and 

colleagues (2015, 1) suggest through their broad definition of CE as “a process of working 

collaboratively with a group or groups of people on a shared goal or common interest.” CE 

and its related terms (e.g., engagement of participants, stakeholders, publics, citizens, etc.) 

are frequently used interchangeably, and the purpose, strategies, processes, and outcomes 

of CE are often left ill-defined (Richardson et al. 2021). Many case studies of CE used 

in genomics and precision medicine research offer reflections on the ethical motivations, 

structures and practices, and lessons learned (Lemke et al. 2010; Lyles et al. 2018; O’Daniel 

et al. 2022; Tuttle et al. 2021). Some studies highlighted the impact of power imbalances 

for CE while conducting research in underserved communities. In their review of genomic 

research conducted in Africa, Tindana and colleagues (2015; see also Agongo et al. 2021; 

Folayan, Oyedeji, and Fatusi 2015; Marsh et al. 2010) note that CE practices tended to 

support early phases of the research life course, such as participant recruitment. Brunger 

and Wall (2016) underscore the critical consideration of “research fatigue,” defined as 

the experience of being asked the same questions without results being shared with the 

community, and the burden of being asked to engage in, approve, consult, and collaborate on 

research not directed at the needs of the community.
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Multiple scholars (Cheung 2018; Dheensa et al. 2018; Moodley 2017; Sabatello and 

Appelbaum 2017; Tindana et al. 2017) critique biobanking efforts as extractive, especially 

against the backdrop of structural inequities in health and health research (see Lee 2021). 

This literature identifies a range of ethical issues including: benefits that are diffuse, overly 

promissory, and not equity-centered; informed consent issues that arise from data use that 

may occur at an unknown time in the future; and an increasing push to make data openly 

available, that tends to benefit researchers in the global North and wealthier institutions. 

Some biobanks have implemented CE efforts to navigate issues arising from increasing 

commercialization, including intellectual property and ownership of samples, data, and 

downstream products (Cohn et al. 2015; Dry et al. 2017; Burgess et al. 2008; O’Daniel et al. 

2012; Beaton et al. 2017).

An important thread underscored in CE scholarship is that it requires a clear warrant for 

research to be accountable. Pratt and de Vries (2018) argue that the absence of an ethical 

obligation and philosophical rationale for CE leads funders to view CE as “good practice” 

but stops short of mandating or providing sufficient resources for it. Molyneux and Bull 

(2013) identify “instrumental” goals such as increasing buy-in and enrollment, but note 

these can conflict with “intrinsic” goals of enacting inclusion and demonstrating respect. 

Finally, CE goals may invoke “transformative” aims to address power differentials and 

marginalization in current practices of scientific knowledge production (see also Reynolds 

and Sariola 2018; Versfeld et al. 2018; Gichuru et al. 2018). Key and colleagues’ (2019) 

model of CE integrates health equity indicators (e.g., power and control, mutual benefit) 

and contextual factors (e.g., history, trust). Pratt and de Vries (2018) assert that “shared 

health governance” should be a goal for global health research in low-and middle-income 

countries that aims to address health inequities, while Pratt, Cheah, and Marsh (2020) argue 

for “solidarity.”

A handful of scholars have developed typologies of CE practices, paying particular 

attention to varying levels of engagement and their effects on both research and community 

relationships. Seeley et al. (1992), for example, proposed that CE occurs along a contract/

consultative/collaborative spectrum, while Tindana et al. (2015) further elaborated this into a 

typology based on whether approaches inform, consult, involve, collaborate, or empower.

Other models for conducting CE are often designed to materially express specific values 

like transparency and trust (Grayson, Doerr, and Yu 2020) and change prevailing practices 

(Sanders Thompson et al. 2020). These frameworks address common critiques that 

participation in and methods of CE are not truly democratic, and offer alternative practices 

that emphasize co-ownership, co-creation, and engagement at every research stage (Moodley 

and Beyer 2019; Murtagh et al. 2017; Wilson et al. 2019). Reynolds and Sariola (2018) 

argue that inclusive and meaningful CE must occur throughout all stages of knowledge 

production process, build skills and capacity of all parties, and aim to redress historical 

inequalities in North–South collaborations. Finally, Wilkins and Alberti (2019, 6) point 

to needed changes in the politics of knowledge: “A substantial barrier to community 

engagement is the traditional way that knowledge is accepted as legitimate in the academy—

that is, it must be disciplinary, expert led, hierarchical, and university based.” In response to 
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ongoing concerns, several institutional models have been developed to facilitate community-

engaged research in genomics and PMR (e.g., Blacksher et al. 2021; Fohner et al. 2019).

Despite much attention to CE in genomics research, we identified only one study 

that examined engagement practices across multiple studies. Haldeman et al. (2014) 

examined CE among six US-based biobank sites and identified variability in definitions 

of “community,” CE practices, and reasons why biobanks undertake CE. No studies to our 

knowledge have combined an examination of different CE approaches with a comparative 

analysis of their effects, across the life course of the research studies, particularly those 

mandated to increase diversity and inclusion of underrepresented populations. However, the 

existing literature underscores the high stakes of how CE is implemented and practiced 

for whether it produces meaningful collaborations, community-research partnerships, and 

shared benefits, or whether it is seen as instrumental, transactional, and hierarchical 

‘science as usual.’ Our data help to fill this gap, by uncovering the upstream-downstream 

dependencies that shape who, when, how, and with what effects CE is conducted, and how 

prior decisions about research goals and resources facilitate or constrain different kinds of 

CE practices. These practices in turn exact consequences for the relationships connecting 

communities, participants, researchers, and research institutions, and their potential to 

promote or hinder equity and inclusion.

Methods

This paper is part of a larger project investigating how diversity and inclusion are interpreted 

and operationalized in PMR studies, and impact practices such as enrollment, retention, 

engagement, data collection and analysis, and return of results. We followed five PMR 

studies across three consortia funded by the US National Institutes of Health (NIH). These 

five studies were selected because they were located in geographically diverse areas and 

used heterogeneous strategies to engage, recruit, and retain underrepresented individuals as 

research participants. Institutional review board approval was obtained from the University 

of California, San Francisco and Columbia University.

Our sources of data include: a content analysis of 76 documents, including study materials 

and funding announcements issued by the NIH; approximately 450 hours of observations 

of study activities, including site and consortium working group calls, and in-person or 

virtual meetings; and 125 in-depth interviews. Interviews included 102 initial and 23 

follow-up interviews, each lasting 60–90 minutes, with a purposive sample that included 

funders of PMR research (n=4), PMR investigators (n=30), research team members 

(n=64), and research participants/participant advisory board members (n=4) (see Table 

1 for aggregate demographic characteristics). Interviewees were purposively recruited 

based on their involvement in our five study sites or the PMR consortia to which they 

belonged. Semi-structured interviews explored the engagement, recruitment, and retention 

of underrepresented participants, as well as how study teams were operationalizing diversity 

mandates in their research. Interview guides were tailored, to enable us to ask about roles 

and activities relevant for each participant. Interviewees were offered a $50 gift card for each 

interview. All interviews were recorded and professionally transcribed verbatim.

Shim et al. Page 4

AJOB Empir Bioeth. Author manuscript; available in PMC 2024 May 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



All data, including documents, observation fieldnotes, and interview transcripts, were 

analyzed using the principles of constructivist grounded theory (Charmaz 2014). Consistent 

with this methodology, we treated documents, observation fieldnotes, and interviews all as 

raw data and analyzed them as one comprehensive dataset: we did not triangulate among 

different data sources, although we did use information gathered from one source to inform 

other data collection (e.g., crafting interview questions based on observations). The research 

team generated an initial codebook based on study aims, the existing literature, and issues 

that emerged repeatedly during data collection. Using the qualitative analysis software, 

Dedoose, the research team coded a small sample of documents, interview transcripts, and 

observation fieldnotes with this initial codebook; additional codes that arose through our 

inductive examination of the data were then included in the codebook. Through consecutive 

waves of independent and joint coding, followed by discussion and reconciliation, we 

finalized a codebook of 75 codes (some of which also have 2–14 sub-codes). For this 

analysis, we extracted a subset of data tagged with specific codes related to participant and 

CE; we then engaged in multiple (at least two) rounds of review and extensive memoing 

on these data, by different team members to allow for variable and iterative analysis and 

interpretation. Emerging interpretations and patterns with supporting data were iteratively 

presented to the whole research team and discussed and refined, leading to the generation of 

categories of codes and themes that led to this paper’s findings.

Results

Our data illustrate wide-ranging perspectives on who is thought to represent the community, 

how CE is implemented, and what CE is for and what the goals of CE ought to be. We did 

not discern any systematic differences by stakeholder type or group, but instead observed 

a range of views within each group. Below we discuss these views and provide illustrative 

data and quotes in Tables 2–5.

Who Is the ‘Community’? Targeted Versus Ad Hoc Outreach

Interviewees had varied perspectives on who best to include as community representatives 

(Table 2). They often described the importance of working with community insiders to 

open doors for them and broker relationships, and sought to engage communities through 

“trusted messengers.” However, in practice, many researchers reported using fairly ad hoc, 

opportunistic ways of tapping individuals for community input, based on convenience and 

networks of community members already known to them (as illustrated in 2A).

When researchers described other strategies for selecting community members to 

engage with, they often weighed such criteria as personal characteristics, preexisting 

relationships with the research institution, connections to communities, bandwidth to take 

on collaborations, and previous experience with biomedical research. Valuing such criteria 

for choosing community advisors often meant that they were enthusiasts of research and had 

experience navigating and interacting with research and healthcare institutions (2B).

Such practices—where community representatives were selected in ad hoc fashion, and 

criteria for engagement included those who had existing, positive relationships with the 

researchers or the research institution, and willing and available to be involved—underscore 
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that decisions about who to engage impact the outcomes of engagement. Relying on such 

community advisors, rather than a broader group of others who may not be as aligned or 

involved with the research community, likely yields different feedback (2C). When the intent 

is to engage communities who are underrepresented in research, the practices of soliciting 

community input from preexisting connections and willing brokers, and those with the 

availability and ability to partner with research institutions, problematize who, and in turn 

what concerns, are included and heard, or excluded and rendered invisible.

How Should Community Engagement Be Done? The Importance of the Organizational 
Chart and Workflow

Researchers and funders understood it was crucial to embed engagement expectations 

and activities into the study process, and then consistently and actively support them. 

However, in general, their awareness of the need to embed CE into the conduct of 

studies did not consistently result in institutionalized practices. We found a great deal of 

diffuseness around what exactly constitutes engagement. Across the studies we followed, CE 

included distributing materials about their studies at community meetings, senior breakfasts, 

and neighborhood fairs. CE also included giving presentations at churches, barbershops, 

libraries, and businesses, and sharing information in neighborhood publications and media 

outlets. As one participant put it, “pretty much we try to go anywhere, anywhere that we can 

get the word out.”

Organizational nodes and activity streams in which CE occurs, and how work and 

decisionmaking authority flows through or around them, were influential in determining 

its impacts on research (Table 3). This included whether community members could 

determine which issues they considered, based on their own criteria, and revise or even veto 

proposals made upstream. The proximity or distance between where CE occurred and where 

research decisions were made was also highly consequential: the organizational structure 

of a study both reflected and reproduced explicit and implicit choices about whether 

and how community input should impact its conduct. One study was organized such that 

workflow must pass through community advisors, whose approval was required for research 

to proceed (3A). In contrast, other studies had hub-and-spoke or parallel track models for 

community input, where research staff reached out for feedback, but the workflow did not 

necessarily require that such input be collected and addressed before moving forward (3B).

Other key aspects of how CE was implemented revolved around whether community 

members were recognized as experts, and how this was communicated (3C). Relatedly, 

community advisors often did not know what happened to their feedback, whether it 

was explicitly considered in decisionmaking, and what impact their involvement had for 

how the study was conducted. For their part, researchers also often struggled to recall 

how their studies used the community input that had been collected, and the examples of 

study changes they gave were relatively minor and proscribed (3D). Thus a final point of 

emphasis in the conduct of CE was the importance of accountability to the community, and 

whether their input was built into and impacted how studies were conducted (3E). Everyday 

decisions and the minutiae of study implementation both reflected and shaped where power 
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was located in the organization, workflow, and decisionmaking processes, and whether those 

study infrastructures allowed for collaboration and partnership, or continued hierarchy.

What Is Community Engagement For?

Researchers and funders gave variable and sometimes contradictory responses to questions 

about the purpose and ultimate impact of CE (Table 4). In many instances, we noted that 

CE was invoked in the context of facilitating research, fostering study “awareness,” doing 

“outreach,” and recruitment and retention of participants (4A) (see also Jeske et al. 2022). 

Such understandings of the nature and goals of CE gave it a transactional cast (4B), that it 

was a set of instrumental activities that could be quantified and measured by the number 

of individuals “touched” and recruited. These assessments of what constituted ‘successful’ 

CE were encapsulated in what one research team member referred to as the “bean counting” 

nature of engagement.

In contrast, other participants, often (but not only) those involved in community-

based studies, conceptualized CE in broader terms, focusing instead on how it might 

fundamentally embed community priorities and concerns in the research. One way 

in which some of our interviewees interpreted the imperative to translate research 

findings with and for communities was a focus on how study findings in the form of 

interventions and programs would fuel health related changes (4C). Others emphasized 

an even more transformational move—one that is well known to those who do community-

based participatory or community-engaged research—that involves shifting what scientific 

questions guide research and who gets to decide (4D).

Finally, a third way some researchers and funders understood the purpose of CE was as 

long-term investments in relationships with and changes in communities (4E). In these 

conceptions, our interviewees emphasized that the return, rather than being measured in 

near-term (and easily quantifiable) increases in recruitment or even translations of study 

findings into better community health, may only be apparent years after an individual study 

has concluded. Given this, multiple interviewees expressed frustration with the limitations 

of the grant-funded model for CE in PMR, in which researchers cultivated community 

connections that served their purpose for one grant, but could not be sustained across 

studies.

“Pantomime Community Engagement”

How research teams made choices about who to engage, what engagement activities 

to support, how to solicit and integrate community input and/or decisionmaking into 

the workflow of the study, and what CE was for had significant consequences for the 

time and resources devoted to CE. Indeed, these choices were often conditioned upon 

upstream perceptions and decisions about study goals, competing priorities, and resource 

availability. We tracked, across many of the studies we followed, how constrained time and 

resources cascaded into tradeoffs that culminated in what one participant called “pantomime 

community engagement,” that is, performative practices that imitated CE (Table 5).

Many participants expressed frustration with the lack of time and funding to properly 

prepare and conduct engagement activities before the press of recruitment, enrollment, 
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and data collection all begin. Almost all research staff we spoke to said that they were 

not sufficiently funded to undertake CE activities in meaningful or fulsome ways (5A). 

Investigators talked about tough decisions when teams needed to cut budgets, often resulting 

in CE and diversity-related objectives being curtailed because, simply put, such activities 

were expensive and did not count as budgetary priorities because they were not seen as part 

of the science (5B).

The overall effect of this lack of time and funding to do CE is that many were not 

conducting what even their own staff would regard as purposeful CE. Instead, our 

interviewees spoke of a kind of ‘check box’ attitude where studies considered CE to be 

complete once certain tasks (e.g., meeting with community members, getting feedback on 

some study aspect or materials) had been checked off rather than when the underlying 

goal of more deeply engaging communities was achieved (5C). At times, capitalizing on 

the ambiguity and variability of what constituted engagement described above, activities 

were retroactively labeled as being CE when they were not originally conceived as such. 

Participants understood such actions to stem from a belated recognition of the importance 

of CE and the perceived need to demonstrate that CE was being done, when it had not 

been intentionally planned or resourced. Some of our interviewees were deeply concerned 

about the potentially serious consequences when studies do not or feel unable to invest in 

cultivating long-term relationships with communities and conducting research that benefits 

them. As one research staff member put it: “That’s the covenant between participants and 

researchers, and we have to fulfill our promise or else, what are we even doing? … Why 

bother?” Otherwise, she warned, “it is one giant data grab. It is any possible data that could 

be gathered from a human being, all of those data, every single piece of data that can be 

gotten. All of it.”

Discussion: Time, Equity, and Trust

Cumulatively, the sense of urgency, insufficient funds, the priority accorded to preserving 

“the science,” and the subsequent ways that engagement was done in improvised, sporadic 

ways, all exact downstream costs. Those involved in PMR frequently experienced CE and 

the research itself as two separate tracks that competed for resources and often could 

not be coordinated in a sequence that made sense: the research could not, or would not, 

wait for the engagement. Not only did “the science” dictate the pace that engagement 

efforts must follow, but structures and practices were not in place to enable engagement 

to impact the science. Under these conditions, CE may in fact lead to harms, as Brunger 

and Wall (2016, 1870) note: “for communities feeling the effects of research fatigue, the 

‘good’ of community engagement may lead to harms to overstretched and under-resourced 

communities; community engagement takes work.” We therefore note three takeaways from 

our study:

Commitment to CE requires new temporal expectations:

Changing the temporal constraints on funding was seen as especially key. Research staff 

talked about building in engagement before the study and continuing it after its conclusion. 

Others spoke of the necessity of investing in sustainability beyond single studies, making 
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“longitudinal goals” and “historical investments” with respect to CE. These experiences 

echo the guidance offered by many CE scholars: Wilkins and Alberti (2019, 6), for example, 

argue that research funding should “specifically include opportunities for community 

engagement, allow expenditures that are aligned with community partners’ needs and 

expertise.” However, a fair number of our participants sense that science is proceeding as 

usual, while, as one put it, community researchers “go their own pathway, trying to use duct 

tape and string to get access to resources and … create science that’s meaningful to their 

community.”

CE to achieve inclusion and equity requires rethinking altruism and benefit:

Our findings interrogate the current ethical paradigm for thinking about research 

participation as acts of altruism in a voluntary gesture without expectation of direct tangible 

benefits (Lee 2021). That is, while research may have societal and downstream benefits to 

future individuals, participants themselves will likely not benefit, and this understanding 

has structured and shaped ideas about fairness and reciprocity between researchers and 

participants. However, goals of diversity and inclusion of underrepresented communities 

calls into question whether this framework is sufficient. Instead, the research relationship—

and research itself—require reconsideration.

Research infrastructures must be rebuilt, not to promote efficiency, but to support 
meaningful research relationships:

One alternate approach is to give up efficiency in return for deep engagement, reflecting 

an altogether different politics of knowledge—not science as usual, but research practices 

premised on equity and shared power and decisionmaking, among community members, 

other stakeholders, and scientists. This is the spirit in which Wilson et al. (2019, 94) call 

for “authentic relationship with the community” that demands “listening, observing, and 

participating in the community in such a way that we can understand and articulate its needs, 

allowing those needs to shape the research agenda.”

In a similar vein, Adams, Burke, and Whitmarsh (2014, 180; see also Alleva 2006, Müller 

2014) open a conversation about “slow research” and what kind of science might serve 

global health goals:

We are all being asked to be productive in ways that create a sense of having to 

do more and to do it faster … These demands are not simply a result of how we 

conceptualize efficiency or capacity. Rather, they are directly related to problems 

of funding (capital), globalization (scale), and quality and focus (method). A call 

for slow research interrogates these demands. Slow research is not about doing 

less over time, although there is a temporal concern … It entails working with an 

ethic or set of values and strategies that valorize different things from the emergent 

norms. Slow research calls for a deliberate shift in the way we do our work and the 

ways in which that work and its products are valorized.

In these conceptualizations, research starts with the local—being there together with 

communities, the importance of the particular and specific details and histories of places 

and peoples. This attention to the local is also in relationship to knowledge, such that we 
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understand knowledge to be situated in, produced by, and make sense within the local 

context. Slow research also asks that we resist the celebration of speed and efficiency and 

utility, so that we might see the benefits of extended time, long relationships, and deep 

understanding. Citing the time and resource intensive nature of CE, Pratt and de Vries 

(2018) acknowledge this as potentially having “the perverse effect of slowing research or 

preventing otherwise worthwhile studies from being conducted”; however, they emphasize 

that such attention to the process of conducting health research contributes equally to the 

quality of the knowledge it generates as well as to its being just.

These calls for an alternate approach to research introduce necessary questions: How much 

is science willing to relinquish? And what is at stake if we continue with the science 

status quo? The heterogeneity we found in our participants’ conceptions of what CE is 

for and what it ought to accomplish indicates that researchers and funders of PMR hold 

wide-ranging ideas about their roles and obligations in relation to CE. The often ad hoc 

ways in which decisions about CE practices were made suggest that research teams were 

either less than reflective about how CE was enacted and the consequences of those choices, 

and/or unable to implement CE in ways that they believed were appropriate, meaningful, 

or ethical. And the occasional retroactive labeling of activities as CE when they were not 

initially defined as such both illustrates an understanding of the importance of CE but also 

constitutes a problematic practice that can undermine trust and short-circuit more intentional 

strategies for conducting it. Our findings thus reveal that while there is already some 

willingness to fundamentally change how PMR is done, we face a significant gap in what it 

will take to make this practically possible. Closing this gap requires fundamentally remaking 

our infrastructures that support PMR and indeed, biomedical research more generally.

PMR persistently, if not uniquely, valorizes big data that is efficiently collected and well 

harmonized. This understanding drives the formation of large research consortia, because 

they enable the amalgamation of big data and create organizational structures within which 

specific and different data might be reconciled, erasing the local. Recent mandates for PMR 

studies to reflect the diversity of the US are rooted in the argument that doing so will yield 

data that can be truly useful for all populations and diverse scientific needs. Yet if PMR 

were to continue practices of “pantomime” and check-box CE, this could deeply undermine 

the legitimacy of this argument. As Juengst (2003, 196) points out, “to the extent that [CE] 

is used as a moral placebo to give the impression that ‘every effort’ is being made to 

protect and respect genetic populations … however well intended, it becomes a misleading, 

self-defeating attempt to achieve an inappropriate goal.”

A choice to pursue “normal” PMR without deep CE thus risks our continued ability to 

include diverse populations, to forge new relationships with communities, to doing things 

differently. Alternatively, to realize the potential for meaningful diversity and inclusion, 

and for PMR to be conducted in equity-promoting ways, there must be a willingness to 

entertain tradeoffs between what conventionally counts as ‘scientific progress’ and CE goals 

that might well challenge those assumptions. That is, we argue that PMR must reimagine 

the goals of scientific discovery in ways that center community interests. This requires 

profound shifts in community engagement practices, towards approaches that share power 

and decisionmaking in the conduct of precision medicine research.
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Table 1.

Interview Sample Characteristics

Number Percent*

Gender

 Women 65 64%

 Men 37 36%

 Nonbinary or Other 0

Race

 Black or African American 16 16%

 American Indian and Alaska Native 0

 Asian American 6 6%

 Native Hawaiian and Other Pacific Islander 1 1%

 White 72 71%

 Two or more races 3 3%

 Not reported 4 4%

Ethnicity

 Hispanic/Latino 9 9%

 Not Hispanic/Latino 92 90%

 Not reported 1 1%

Age

 18–65 93 91%

 65+ 9 9%

Total 102

*
Rounded to nearest one percent.
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Table 2.

Perspectives on Who Represents the ‘Community’

Summary Illustrative Quotes & Examples

2A Ad hoc, opportunistic 
identification of 
community advisors 
based on preexisting 
connections

“A lot of that [CE] we do with just people who…we all have either personal or professional relationships with 
… They are well plugged into various groups. We also just reach out to people who engage with us, or who 
we interact with, or we happen to go to a seminar and they’re presenting. And so it’s kind of a mish mash of 
people … then we were kind of able to reach out to groups that we hadn’t heard … from and kind of broaden 
our catchment.” (Research staff)
“Basically we said to the recruiters, ‘Is there somebody that you thought would be good?’ … And they’re like, 
‘I got this guy,’ and ‘I got that guy.’ And we invited them. And some people accepted and some people didn’t.” 
(Research staff)
“We had an in-person meeting where we invited some of the stakeholders from the local groups … The listserv 
for people that can participate in the [community] feedback loop [for the study] came from the members that 
attended that in-person meeting. We are trying to increase the number of people that are on the listserv to 
include other people that weren’t at that particular in-person meeting. I know that I’ve had challenges at my site 
trying to identify people that might be appropriate for that sort of group.” (Research staff)

2B Selection based 
on personal 
characteristics & 
experience with 
research

Interviewer: “What makes [the community advisor] a great collaborator, partner voice to have on 
board?”Investigator: “It’s their enthusiasm, their level of engagement and they’re just great sort of spokespeople 
… really compelling … the way they represent themselves … very motivated and interested in helping.”
“[The community advisors] have been quite involved with [the research institution] and are real advocates.” 
(Investigator)

2C Upstream decisions 
about who represents 
the community can 
shape, downstream, 
the nature and content 
of the community 
feedback given

Excerpted from observation fieldnotes on a panel discussion and Q&A that included research staff from 
one of our study sites: “An audience member asked the panel how they identified individuals to serve on 
a community advisory board: ‘How are you making sure they are representative?’ The panelists looked at 
each other, some punted on answering, and some in the audience chimed in to give an array of responses: 
‘some CAB [community advisory board] members volunteered and some have been recruited and are part of 
collaborating organizations,’ ‘there was a call for community partners to join,’ and ‘participants who expressed 
an interest. These were … known people in the community whose voice we value.’ The panelists’ hesitance and 
responses suggest an inability to know whether who they consulted with were sufficiently representative of the 
community’s interests, and that perhaps this question might not even have been considered at all.”
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Table 3.

Perspectives on How to Engage Communities

Summary Illustrative Quotes & Examples

The Importance of Organizational Structure 

3A Community input 
integrated into study 
workflow

“Every protocol change goes through their [community] board. Every single protocol change has to be approved 
by their [community] board.” (Funder)

3B Community input 
occurs in a parallel 
process or hub-and-
spoke part of study 
workflow

“We had a … meeting for stakeholder representatives … It was a fantastic meeting, just to hear all the different 
perspectives from these individuals … But it was also very clear from the post meeting discussion that [future 
meetings] were planning scientific talks that were intended for a scientific audience … And we’ve not had 
[community and patient stakeholders] back to another … meeting, but we’ve had separate interactions with them 
throughout.” (Research staff)
“There are just multiple infrastructures set up to get input … Multiple folks on … from different perspectives … 
we help it go through. It goes through us, but then we send it out to key advisors at all levels.” (Research staff)

Recognition, Accountability, and Return 

3C Essential role 
of community 
expertise

“I’m looking at … hearing from [community partners] instead of just hearing from researchers … understanding 
that this may be an opportunity for [researchers] to learn … We [researchers] don’t have all the answers … We 
need to sometimes shut up and listen … [and] need to become uncomfortable sometimes a little bit more … 
maybe to get out their comfort level a little bit and get more down into the community and ask them questions 
and get kind of more involved … I can let [community stakeholders] know that .. they’re valued and that we don’t 
want to start a meeting without you being here and those kinds of things, and that you’re the expert and not me 
because you live in the community I’m trying to work with.” (Investigator)

“Our research team has seen the value [of community feedback] even going to the IRB, saying, ‘Well, we were 
advised to do this.’ And it seems to hold a different kind of weight.” (Research staff)

3D Limited use of 
community input

Interviewer: “Is there anything from the community consultation that’s really changed the way that you’re rolling 
out [the study]?”Investigator: “Yeah, I think the consent process has been modified … we figured out after a short 
while that the families have the closest relationship with the nurses at the bedside and with the doctor who’s 
involved in the care … And we figured out that we’ll do a lot better if they sort of back us up and help to 
introduce us … So that that was an example of something we modified early on as we learned, what was working 
and what was not.” 
Interviewer: “Did any of those discussions prompt changes in the way that the study was designed or approaches 
to any aspect of [the study]?”Research staff: “I don’t remember a case when it did make a difference, which either 
means we’re not thinking deeply enough or that we planned pretty well in the first place.”

3E Importance of 
accountability 
for addressing 
community input

“In a different study … it was clear that the advisory board individuals felt that their feedback was not being 
heard or applied … They were like, essentially, ‘Why are we giving feedback that’s not being implemented?’ 
… We need to be very transparent and make sure that the entire team [understands] this is valuable stuff … 
We’re not asking questions just to hear ourselves think … that we work hard to implement [their ideas]. And 
if we can’t implement [community feedback], explain why. And just keeping that communication open … It’s 
definitely a relationship that’s built on trust, public humility, going back and forth, and just being very honest and 
transparent.” (Research staff)
“There’s vehicles for doing the [engagement] work. And … these vehicles are only as good as the folks that drive 
them. I mean, you can have these community advisory boards and if you don’t use them and they are just to check 
a box, you don’t have the right folks at the table, or you’re not committing the right folks, then hell, it’s just 
something that you put in grant, you put in your documents … I have had folks reach out… They wanted access 
so I can get them to the community, but there’s no real commitment in doing things; just to kind of check the 
box and throw your name down there to add to credibility …you know, you got to be committed to … doing the 
work.” (Investigator)
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Table 4.

Perspectives on What Community Engagement Is For

Summary Illustrative Quotes & Examples

CE for Study Facilitation 

4A CE in the service of 
study procedures

“The engagement is seen as really closely tied to recruitment and enrollment … generating interest and 
enthusiasm for the [study].” (Research staff)

4B CE as instrumental, 
transactional

“The metrics are basically, did 30 people come to your barbecue?” and “the number of people who we engaged 
… the people who got materials… Did people sign up?” (Research Staff)

CE for Community Benefit 

4C CE to benefit 
community health

“You have to understand how does being in a community, and the interactions, and the connections that people 
have, and the conversations and the thought processes that individuals have in the community … understanding 
that so that we can disseminate and develop interventions…You can’t just go and say, ‘Here’s cardiovascular 
disease information. Take it and run with it.’ … Understanding how you take uptake, retention and really how 
people take action on the messages. So the goal is to really develop sustainable intervention … And changing 
behavior.” (Research staff)
“I’m hoping that [the investigators] are trying to always … ask … ‘What does this mean to the community that 
I’m serving that I’m trying to impact and how do we get there? How do we get that brief or that publication 
transferrable to where it’s palatable that it can be given to the community in some form or fashion? How can it 
be disseminated and translated?’” (Investigator)

4D Community-centered 
research questions

“Working with those communities to design a project that is going to include them and things that are of interest 
to them. So, what are they going to get out of this? Is there something that their community is particularly 
interested in studying?… If people were saying … this is a question we really want to know the answer to … 
then … the community [could be more] willing to contribute the data to answer that question… The resource 
would become richer. I think that the science that was being done would be more diverse, and this process would 
become more transparent, and therefore engender greater trust which would bring more people into [the study] 
over time … There’s just … a lot of knock-on effects there.” (Research staff)

CE for Building Relational Capital 

4E CE to cultivate & 
maintain long-term 
relationships

“I think the biggest thing to me is funding community-based research that persists over time…what we hear over 
and over and over again for our more diverse advisers is you can’t just pop into a community, give them results, 
and then leave … Increasing funding to maintain relationships over time so that you are able to stay connected 
to communities and it’s part of your work, I think, is the most important thing … That’s difficult when you have 
competing people for grants and you might have one grant and then you don’t get the grant the next time … 
Funding more cohort studies [so] that there’s expected funding over time to keep people engaged, and funding 
outreach and community engagement is probably something that I would just think would be most helpful.” 
(Investigator)
“I don’t think that [the researchers] were really equipped for how long and how deep the effort is needed to 
create through community engagement over time.” (Research staff)
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Table 5.

Experiences of “Pantomime Community Engagement”

Summary Illustrative Quotes & Examples

5A Insufficient 
resources for CE

“It’s like you have a period of time to recruit what you can recruit … There is no patience from funding groups to 
the groups that are reaching out to the [community] partners, to these populations. It requires patience. It requires 
trust-building. It requires relationships … [But] that has not been my experience. You don’t have the luxury, you 
don’t have the time and resources to continue and maintain relationships with these communities.” (Funder)

5B Perceived 
tensions between 
science & CE

“I totally don’t think that we all recognized … the level that we would have to do [CE] to keep the numbers up… 
But those are kind of two distinct things that I think at times are in tension with one another.” (Research staff)
“Somebody [in study leadership] was like, ‘This money, we don’t spend that on engagement’ … [CE] wasn’t a 
valued activity … She’s like, ‘Why would we spend money on engagement? We should spend it only on science’ 
… We have no science unless you have engagement … The people that are actually responsible for outreach and 
engagement are having to fight every day for every dollar.” (Research staff)

5C “Checkbox” CE “They’re mostly paying lip service to meaningful inclusion … We’re not doing the work.” (Research Staff)
“[A researcher] mentioned like ‘We’re doing so much to engage the community,’ because that’s what they want to 
hear. But in reality, we just don’t have the manpower to do that.” (Research staff)
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