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Abstract

Current literature lacks clear examples of how to engage with communities in the development
of opioid misuse interventions for diverse populations and across various settings. The National
Institutes of Health (NIH) Helping to End Addiction Long-term® Initiative (HEAL) Prevention
Cooperative (HPC) research projects work collaboratively with communities to develop and adapt
their opioid misuse interventions to increase both feasibility and sustainability. Ten HPC projects
were selected to receive NIH funding and are required to have partnerships with communities
where their intervention is being conducted. This paper applies the Centers for Disease

Control and Prevention (CDC)-adapted Public Participation Framework to examine the levels

of community engagement used by each of these 10 HPC projects (Clinical and Translational
Science Awards Consortium Community Engagement Key Function Committee Task Force on
the Principles of Community Engagement, 2015). Using this framework, this paper illustrates the
range of community engagement approaches and levels that the HPC projects rely on to develop,

“Rebecca Perry, rjperry@rti.org.

Declarations All studies that are described or referenced herein have been reviewed and approved by the investigators’ respective
Institutional Review Boards. All procedures with human subjects were performed in accordance with the ethical standards of the
institute and with the 1964 Helsinki declaration and its later amendments or comparable ethical standards.

Conflict of Interest The authors declare that they have no conflict of interest.

Disclaimer The content is solely the responsibility of the authors and does not necessarily represent the official views of the National
Institutes of Health or its NIH HEAL Initiative. Dr. Barbara Oudekerk was substantially involved in U24DA050182, consistent with
her role as Scientific Officer for the coordination center. She had no substantial involvement in the other cited grants.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Perry et al. Page 2

adapt, and adopt opioid prevention interventions across diverse populations and settings. This
paper also lays a foundation for future examinations of the role of community engagement in
intervention implementation and effectiveness and the level of community engagement that is
necessary to improve intervention effectiveness.

Keywords
Opioids; Prevention; Community engagement; Partnerships; Implementation

Introduction

Prevention intervention developers increasingly acknowledge the importance of engaging
community members and partners to support solutions that target societal problems, like
the opioid epidemic. However, codifying practical examples of community engagement is
challenging: how can programs engage the complex and varying systems needed to serve
diverse populations? This notion is particularly salient for efforts to prevent opioid misuse
among the diverse populations that experience higher risks and across the multitude of
settings where interventionists might reach those populations.

Numerous studies show that community member involvement strengthens the development
of interventions and the likelihood of future intervention adoption and sustainment (Altman,
1995; Hacker et al., 2012; Israel et al., 1998). Furthermore, approaches such as community-
based participatory research (CBPR) offer prevention intervention developers a strategy

to work closely with culturally diverse and historically marginalized racial and ethnic
populations (Graham et al., 2016; Israel et al., 1998; Larson et al., 2008), increasing
relevance and effectiveness of interventions for diverse populations. Yet, to date the
literature lacks clear examples of both how to engage with communities in the development
of opioid misuse interventions for diverse populations in various settings and what this
engagement looks like over the course of research projects.

This paper examines how leaders of the 10 research projects in the Helping to End Addiction
Long-term® Initiative (HEAL) Prevention Cooperative (HPC) worked collaboratively with
communities to develop and adapt opioid misuse interventions. Community engagement is

a prominent feature of all the HPC research projects. Using the Centers for Disease Control
and Prevention’s (CDC’s) Public Participation Framework, we examined different levels of
community engagement within the HPC projects; in this paper, we describe the key roles of
community members (Clinical and Translational Science Awards Consortium, Community
Engagement Key Function Committee, Task Force on the Principles of Community
Engagement, 2015). The HPC strategies provide examples of what community engagement
looks like in research across diverse settings and populations.

HEAL Prevention Cooperative

Funded by the National Institutes of Health (NIH), staff of the HPC research projects are
developing and testing strategies to prevent opioid misuse and the escalation to opioid
use disorder among adolescents and young adults (ages 15-30). The HPC researchers are
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supported by the HEAL Prevention Coordinating Center (HPCC), which also receives NIH
funding, administered by the National Institute on Drug Abuse (NIDA).

This emphasis on preventing opioid misuse marks an investment in federal funding to
identify strategies that could prevent initiation of opioid misuse, opioid use disorder, and,
ultimately, opioid-related overdoses and deaths. The HPC interventions take place in diverse
settings and among populations that tend to experience high levels of risk for opioid misuse:
American Indian and Alaska Native (Al/AN) communities, young people experiencing
homelessness, emergency departments, behavioral health clinics, juvenile justice settings,
child welfare and family well-being settings, and other community settings.

HPC provides a unique opportunity to examine the role of community engagement and
partnerships in intervention development research. HPC projects selected for NIH funding
were required to have partnerships with “key stakeholders, particularly stakeholders from the
setting or system where the research is being conducted and where the intervention might
be adopted” if found to be effective (RFA-DA-19-035). Each of the 10 HPC project teams
has a history of successful community engagement, which served as a foundation for the
connections and partnerships needed for testing the current interventions. The HPC projects
were funded through a phased mechanism (UG3/UH3), which allowed for 1-2 years of
planning before the clinical trial of the intervention. This planning stage provided time for
collaboration with multiple community members to design, adapt, test the accessibility and
feasibility of, and pilot the interventions, as well as to strengthen community engagement
strategies for intervention testing, implementation, and sustainability. Table 1 briefly
describes the research projects.

The Role of Community Engagement

Community engagement is defined broadly as “the process of working collaboratively

with and through groups of people affiliated by geographic proximity, special interest, or
similar situations to address issues affecting the well-being of those people” (Centers for
Disease Control and Prevention, 1997, p. 9). For this manuscript, we examined community
engagement using a broad definition of community. The government agencies, sector-related
organizations, and groups of individuals with lived experience all compose the community
entities engaged by the HPC research projects. The process or practice of engaging with
communities varies somewhat by setting and population; however, the HPC projects also
demonstrate some commonalities in community engagement.

Table 2 provides an overall summary of each HPC research project’s primary community
partners and examples of their community engagement in intervention development,
adaptation, and adoption of their interventions or in increasing awareness of their
interventions. The extensive list of partners within and across HPC research projects
illustrates that there is no one-size-fits-all approach to community engagement, but rather
that key community partners and strategies for engaging with communities often depend on
the intervention being developed and the setting where the intervention will be delivered.
However, the HPC projects generally included three types of stakeholders as part of the
intervention development process: potential participants in the intervention; providers who
may deliver the intervention; and other stakeholders pertinent to the future implementation
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and sustainability of the intervention, if it is found to be effective (e.g., system leaders,
administrators, agency representatives). All three stakeholder types constitute community
engagement for the purposes of this paper.

A Framework for Describing Community Engagement

The Public Participation Framework, a community engagement continuum adapted by CDC,
describes five levels of community engagement (Fig. 1) (Clinical and Translational Science
Awards Consortium, 2015). This framework was originally created by the International
Association for Public Participation and modified by CDC in its updated publication on

the principles of community engagement. One end of this continuum (Level 1-Outreach)
consists of community outreach, in which researchers inform communities about a
prevention intervention and communities help researchers disseminate information about
the intervention. The other end (Level 5-Shared Leadership) consists of shared leadership,
in which prevention intervention researchers and community members share the work of
intervention development, decision-making, and leadership. The first two levels of the
continuum—~Outreach and Consult—reflect more passive community engagement, whereas
the last three levels on this continuum—Involve, Collaborate, and Shared Leadership—
reflect active community engagement. In particular, Levels 4 and 5—Collaborate and
Shared Leadership—can facilitate or support the CBPR approach because they foster the
ability of community partnership and promote bidirectional community input (Clinical and
Translational Science Awards Consortium, 2015; Shalowitz et al., 2009). Each community
engagement level may serve a unique purpose over the course of a research project. The
development and testing of interventions often involves engagement with a variety of
community members across different levels of the community engagement continuum. For
example, whereas some community members may have the time and desire to participate
extensively in intervention development activities and actively engage with an intervention,
others may prefer to engage more passively.

In the sections that follow, we provide examples of HPC research project activities that align
with the levels of the Public Participation Framework. These examples show only some of
the activities of any individual project; a research project might engage all five levels in the
framework over the course of its community engagement.

Level 1—Outreach

The Outreach level of the Public Participation Framework continuum involves identifying
and establishing one-way communication pathways between a community entity and
community members. The one-way nature of communication at this level rarely results in
community contributions to the actual development of prevention interventions. However,
outreach often represents the first of many levels along the community engagement
continuum. For example, the Oregon Social Learning Center (OSLC) began its research
project by discussing its intervention, Families Actively Improving Relationships (FAIR),
with state child welfare and self-sufficiency leaders. Once the OSLC involved the leaders in
this process, these state-level leaders subsequently engaged in the initiative and worked to
inform their county-level colleagues about FAIR (Level 3).
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As with the OSLC example, other HPC research projects also used the Outreach level to
begin discussions with community entities to invite them to participate in more active levels
of engagement. The Cherokee Nation’s partnership with Emory University and high schools
serving Al/AN youth began with a series of Zoom meetings to talk to school officials about
the Cherokee Nation Behavioral Health and Emory University’s interventions, Connect

and Communities Mobilizing for Change and Action. Once the school administrators

were informed, researchers invited them to enter into formal partnership agreements with
Cherokee Nation Behavioral Health and Emory University to implement the interventions.
Thus, this research project used a two-pronged approach of informing (Level 1) and then
establishing a shared leadership approach with schools (Level 5).

Outreach plays an important role at different points in the research project and can

be a shared activity by community partners and researchers that leads to greater levels

of engagement. For example, Yale University’s play2PREVENT Lab relied on student
participants to conduct outreach to their peers about the Lab’s video game intervention. In
this research project, Yale University engaged students and their peers as partners in their
project team to serve as credible messengers to promote their video game (Level 3).

Level 2—Consult

The Consult level in the community engagement continuum involves two-way
communication: the prevention intervention research team shares information with a
community entity and the community entity shares information back. This connection
between the research team and community entities can take many forms, including focus
groups, interviews, town halls, or larger community meetings. Nearly all HPC projects
consulted multiple community entities to develop and adapt their interventions. For example,
Massachusetts General Hospital conducted focus groups and interviews with individual
administrators and service providers—behavioral health clinic leaders, clinicians, and
administrative staff—to identify ways to adapt the patient-reported outcome measures
instrument so that it could be implemented smoothly across diverse clinical settings.

Some HPC research projects consulted multiple community partners. Texas Christian
University developed and adapted its Leveraging Safe Adults (LeSA) project by first
consulting with community partners who had experience applying Trust-Based Relational
Intervention® (TBRI®) with youth and young adults in juvenile justice systems. Subsequent
focus groups with juvenile justice staff helped to identify elements of the existing
intervention that were particularly important to emphasize in this context (e.g., weaving
transition planning and self-regulation practices into the curriculum) and elements that
required adaptation (e.g., developing skill practices and activities that are age appropriate
for youth and feasible in secure facilities). Focus groups with youth who had participated
previously in TBRI provided perspective on many of the finer points of adapting the
intervention. For example, a key component of TBRI is the use of Life Value Terms
(LVTs), short behavioral scripts that focus on positive social interactions. LVTs were
originally developed for use with young children and required adaptation for appropriate
use with older youth. In focus groups, it became apparent that although youth found LVTs
useful for building a shared language with staff, the set of L\V/Ts developed by the LeSA
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team for universal use with adolescents did not sufficiently work for all youth. Rather,
the curriculum adaptations now include an activity in which youth develop their own site-
specific, customized versions of LVTs.

In another example of consulting with multiple community partners, Seattle Children’s
Hospital engaged both state agencies and potential youth participants in their intervention
development and adaptation. Seattle Children’s Hospital involved two state agencies—the
Washington State Department of Children, Youth, and Families and the Washington State
Department of Juvenile Rehabilitation—that are regulators for their target population of
youth who are institutionalized or in a group home. These two state agencies were consulted
to develop, adapt, and plan the Seattle Children’s Hospital intervention. The hospital also
consulted youth in group homes and institutions—by conducting individual interviews
focused on the development and adaptation of intervention materials.

Level 3—Involve

The Involve level presents the first active engagement level in the Public Participation
Framework community engagement continuum. At this level, research teams partner with
community entities to solicit ongoing involvement and collaboration. The research team
seeks the community entities’ input on adaptation and dissemination of its intervention,
makes changes, and then goes back to the community entities for additional input. This
feedback loop allows the community entity and the research team, which are distinctly
separate, to share information and establish visible cooperation on specific intervention
development goals.

As an example of work at the Involve level, the RAND Corporation and the University of
California, Los Angeles (UCLA) engaged urban Al/AN emerging adults (18 to 25 years

of age) in focus groups to develop and adapt the Traditions and Connections for Urban
Native Americans (TACUNA) intervention and subsequently pilot tested the intervention
with another group of emerging adults to refine it. The focus groups helped identify topics of
the intervention that resonated with the target population, and the pilot test helped determine
the acceptability of the content. The pilot test also aimed to learn more about these

Al/AN emerging adults’ social networks and connections to culture. This information was
incorporated into further adaptations of the intervention to ensure cultural appropriateness.
A number of the other HPC projects also involved community entities multiple times in
intervention development and adaptation processes: by first gathering information through
focus groups, interviews, or other methods, and then refining the intervention through pilot
testing.

HPC research projects also manifested the ongoing involvement level of engagement with
their community partners in other ways, including by incorporating advisory groups. The
Ohio State University team involved diverse community members in the development

and adaptation of its intervention by engaging a community advisory group comprising
providers, policy makers, and those with lived experience. This advisory group also provided
recommendations for engaging other community members and helped inform community
members about the project’s activities (Level 1).
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Sometimes, community involvement entails engaging a single member of a community to
develop and adapt an intervention; this single community member then engages others in
development and adaptation. The Cherokee Nation Behavioral Health and Emory University
research team hired a local citizen and provided them training in core principles of

public health and community organizing. This citizen then led efforts to engage caregivers
and other community members to implement evidence-based strategies associated with

the research project’s intervention. Engagement with Cherokee Nation Behavioral Health
team members, school leaders, and caregivers provided insights into local substance
misuse concerns and into the importance and centrality of family for health promotion

and substance misuse prevention. The research team adjusted the intervention based

on the lessons from these engagements. Specifically, community concerns and deeper
understanding of the centrality of family shaped adaptations and developments to the
intervention from a focus on direct community organizing to increased emphasis on family
prevention actions (e.g., the team developed Family Action Kitsl).

Many of the HPC research projects also involve community entities in intervention delivery
during the development and adaptation process. For example, the University of Michigan
partnered with emergency department physicians to pilot a behavioral health intervention
with their patients. The goal was to adapt health coach—delivered intervention materials on
the basis of feedback from individuals with lived experiences in the current context of the
opioid crisis.

Level 4—Collaborate

Collaboration with communities represents the fourth level in the Public Participation
Framework community engagement continuum, one that also entails active community
engagement. At this level, research teams and community leaders establish partnerships.
In some cases, the research teams initiate these collaborative partnerships; in others,

the community does. In all cases, partnerships share feedback and information across
organizations—the research teams and community organizations—in an ongoing manner.
The HPC research projects demonstrated collaboration with community entities in a few
different ways, including by incorporating community members engaged in or impacted
by the research projects into their advisory boards. The RAND Corporation and UCLA’s
TACUNA project established an Elder Advisory Board (EAB) comprising AI/AN leaders
who offered feedback and insight to the project. The EAB specifically collaborated with
the research team in monthly meetings to offer feedback and suggestions on a variety of
issues and topics relating to the research project, such as recruitment strategies, ways to
engage Al/AN community members, and processes to ensure that TACUNA is delivered in a
culturally appropriate manner.

lFamily Action Kits include information on national and local opioid and other drug use; evidence-based policies, programs, and
practices; and how to motivate and create family and local citizen action for drug prevention.
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Level 5—Shared Leadership

The most active level on the Public Participation Framework community engagement
continuum is Shared Leadership (Level 5), in which communities have the power to make
decisions on the design, development, and adaptation of intervention strategies and other
aspects of the projects, such as project evaluation and sustainability planning. Furthermore,
as part of a shared leadership engagement, researchers and community partners have a
strong bidirectional relationship, built on trust and allowing each entity to offer its input and
expertise.

The University of Oregon engaged an early childhood provider to share leadership as

a member of the research project team. By integrating this provider into the research

team, the university obtained ongoing assistance in the adaptation and dissemination of

the intervention by a trusted community member. In another model, Emory University

and Cherokee Nation Behavioral Health share leadership in a project that tested an
intervention among adolescents in rural areas in or near the Cherokee Reservation. Cherokee
Nation Behavioral Health played a lead role in the partnership and in the intervention’s
development, adaptation, and implementation, as well as its evaluation and sustainability
planning. Furthermore, it continues to offer ongoing partnership and support for the
endeavor (Komro et al., 20223, b).

Discussion and Conclusion

This paper fills an important gap in the existing literature by illustrating the range of
community engagement approaches and levels that occur across the course of research,
providing examples of what engagement looks like in action, and documenting ways that
community engagement can shape research. The HPC documents the role of community
partners and engagement in development, adaptation, and adoption of opioid prevention
interventions across diverse populations and settings. Most HPC research projects engage
multiple levels of the community simultaneously and target a broad variety of communities
in these efforts. These community partnerships show that employing multiple levels

of engagement is feasible for prevention interventions; all research projects with their
community partnerships have been implemented in some form (pilot, trial, or in full) within
2 years after their planning grant.

This paper also highlights the value of appropriately timing community engagement. All
HPC research projects engaged their community partners early and continue to do so
throughout their projects. Although levels of engagement and even partners that research
projects engaged evolved over the course of the projects, every research project engaged

its community partners from the very beginning stages—in the design and submission of
their interventions—with many engaged in efforts that took place before the funding period.
For some research projects, community organizations were key leaders in the project itself.
The NIH UG3 mechanism, an NIH cooperative agreement that funds developmental or
exploratory research, provides a highly effective path for such inclusion because it could

be used to engage communities, especially those with lived experiences or even potential
recipients of the proposed intervention. Current research indicates that engaging community
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members in project development and designs creates interventions that are more likely

to be sustained because the community has a vested and possible long-standing interest.
Furthermore, these partnerships typically share power and offer co-learning opportunities
that last throughout the entire research process and beyond. Among the HPC projects,
these partnerships play an important role in ensuring that prevention interventions fit the
community and may be sustained after the project funding has ended (Dickerson et al.,
2020).

This paper fills a critical gap in the community engagement and substance use prevention
interventions literature by describing how the HPC teams engage their communities and
offering qualitative insights into the immediate impact on intervention development and
adaptation. However, it falls short in offering findings on the success and potential

impact of community engagement in these ongoing HPC partnerships on long-term
intervention outcomes. This paper is foundational for future examinations of (1) community
engagement’s role in intervention implementation and effectiveness, (2) community
engagement’s role in sustaining efforts and fostering ongoing interventions to prevent opioid
use in general, and (3) the level of community engagement that is necessary to improve
intervention effectiveness. The HPCC at RTI International is tasked with not only supporting
individual HPC research projects but also with generating shared insights and examining
implementation progress and effectiveness across the research projects. Patel and colleagues
describe the implementation science overlay methodology that will be used to examine
intervention implementation progress and effectiveness and the intersection of these two
measures (Patel et al., 2022). Over the next few years, the HPCC will use the overlay

to better understand and document the interventions’ effectiveness and implementation.

To further the community engagement literature, the HPCC will integrate community
engagement into this examination to understand engagement’s role in, and the strategies
that contribute to, intervention effectiveness and implementation.

Community engagement comes with a cost to communities; community members have their
own priorities (e.g., work, family, other community activities) and engagement in research is
extra work for them. However, it also has many benefits, including increasing the likelihood
that investments in research have direct relevance to and impact on community members’
health and overall well-being. It is crucial to understand how community engagement levels,
timing, and approaches affect intervention development, implementation, and effectiveness,
as this understanding will enable future opioid prevention interventionists to maximize the
benefits of community engagement without the burden of asking too much of community
members.
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Increasing Level of Community Involvement, Impact, Trust, and Communication Flow

OUTREACH

Some Community
Involvement

Communication flows from
one to the other, to inform

Provides community with
information.

Entities coexist.

Outcomes: Optimally,
establishes communication
channels and channels for
outreach.

CONSULT

More Community
Involvement

Communication flows to the
community and then back,
answer seeking

Gets information or
feedback from the
community.

Entities share information.

Outcomes: Develops
connections.

INVOLVE

Better Community
Involvement

Communication flows both
ways, participatory form of
communication

Involves more participation
with community on issues.

Entities cooperate with each
other.

Outcomes: Visibility of
partnership established with
increased cooperation.

COLLABORATE

Community Involvement

Communication flow is
bidirectional.

Forms partnerships with
community on each aspect
of project from
development to solution.

Entities form bidirectional
communication channels.

Outcomes: Partnership
building, trust building.

SHARED
LEADERSHIP

Strong Bidirectional
Relationship

Final decision making is at
community level

Entities have formed strong
partnership structures.

Outcomes: Broader health
outcomes affecting broader
community. Strong
bidirectional trust built.

Adapted by RTI International from Principles of community engagement (2nd ed. [2015], p. 8). Centers for Disease Control and
Prevention, Agency for Toxic Substances and Disease Registry, and originally adapted from the International Association for

Public Participation

Fig. 1.

Public participation framework of community engagement
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