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Engaging the Community in the Dissemination, Implementation, and
Improvement of Health-Related Research

Stefanie C. Bodison, O.T.D., O.T.R./L.', Ibrahima Sankaré, M.H.A:?2, Henry Anaya, Ph.D.3, Juanita Booker-Vaughns, Ed.D.%, Aria Miller,
DrP.H., M.PH., M.S., C.P.H.5, Pluscedia Williams, B.A.*%7, Keith Norris, M.D., Ph.D.?, the Community Engagement Workgroup

Abstract

To help maximize the real-world applicability of available interventions in clinical and community healthcare practice, there has been
greater emphasis over the past two decades on engaging local communities in health-related research. While there have been nu-
merous successful community—academic partnered collaborations, there continues to be a need to articulate the common barriers
experienced during the evolution of these partnerships, and to provide a roadmap for best practices that engage healthcare providers,
patients, families, caregivers, community leaders, healthcare systems, public agencies and academic medical centers. To this end, this
paper presents a summary of a forum discussion from the 2014 Southern California Dissemination, Implementation and Improvement
(DIl) Science Symposium, sponsored by the University of California Los Angeles (UCLA) Clinical Translational Science Institute (CTSI),
University of Southern California (USC) CTSI, and Kaiser Permanente. During this forum, a diverse group of individuals representing
multiple constituencies identified four key barriers to success in community-partnered participatory research (CPPR) and discussed
consensus recommendations to enhance the development, implementation, and dissemination of community health-related research.
In addition, this group identified several ways in which the over 60 NIH funded Clinical and Translational Science Institutes across the
country could engage communities and researchers to advance DIl science. Clin Trans Sci 2015; Volume 8: 814-819

Keywords: community-partnered participatory research, community-based participatory research, community engagement,

translational research, implementation science

Introduction

Despite significant investments in research to assess healthcare
service delivery and community health programs, little is known
about how best to ensure that lessons learned from positive and
negative health-related research experiences are internalized
to enhance the quality of health for individuals, families and
communities. The need for more effective strategies to improve
health outcomes hasled to a greater increase in and resources for
dissemination, implementation and improvement (DII) science
to help optimize real-world applicability of interventions used
in clinical and community healthcare practice." In addition,
there has been more attention on the use of community-academic
partnered approaches that engage healthcare providers, patients,
families, caregivers, community leaders, healthcare systems,
public agencies and academic medical centers to further assist
in creating a context of broader input and greater trust.

The integration of DII science and community-partnered
participatory research (CPPR) approaches would allow for the
delivery of practical evidenced-based interventions with, rather
than on, key stakeholders, thereby increasing the likelihood of
true uptake into everyday use. This is becoming more critical as
the burden of healthcare is being driven by chronic diseases and
social determinants of health, requiring solutions that extend
beyond the walls of a health provider or even health systems. A
CPPR approach to DII science would bring diverse and unique
interdisciplinary insights and expertise at the outset of a project
organized around common goals and collaborative work focused
on enhancing patient outcomes.® Therefore, this paper seeks to
advocate for the use of CPPR practices in DII science, especially
during the earlier phases of translational research; and to offer

insight about barriers and possible solutions to CPPR success in
a large, urban community.

Methods Used to Develop Recommendations for the Use
of CPPR in DII Science

The work presented here was based on and guided by preliminary
findings, community engagement efforts, and forum discussions
presented at the 2014 Southern California DII Science Symposium,
sponsored by the University of California Los Angeles (UCLA)
Clinical Translational Science Institute (CTSI), University
of Southern California (USC) CTSI, and Kaiser Permanente.
The goal of the day-long symposium was to accelerate the
quantity and quality of DII Science programs and activities by
(a) sharing knowledge and information regarding current DII
Science-related activity in the greater Los Angeles area, and (b)
fostering networking opportunities and collaboration between
experienced researchers, academics who are new to the field and
community partners, to increase their participation in the CTSI
DII initiative’s mission, goals, strategies and operational plans.®
A diverse group of 129 participants included senior and junior
researchers, research fellows, leaders of local healthcare delivery
systems and public health agencies, and research partners in
community-based organizations in Los Angeles. Keynote speakers
representing funding agencies, public and private delivery systems
and medical associations delivered addresses on the importance
and opportunities for implementation and improvement science
research. Participants discussed the challenges to designing and
executing implementation and improvement science research
that meets the needs of stakeholders in health care, public health
and in communities.
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A faculty member and a fellow who were selected based on
their expertise and experience in the discussion topic moderated
breakout sessions during the symposium. Rather than achieving
consensus, these group sessions sought to describe both barriers
and potential solutions. More information on the background,
mission and goals of the symposium and CTSI DII initiative can
be found in overview article.® The Engaging the Community in DIT
research breakout session had 17 attendees whose expertise was in
the following disciplines: health policy and management, public
health, quality improvement, internal medicine, occupational
science and occupational therapy, behavioral health sciences,
education, community advocacy, neurodevelopmental sciences,
nephrology, dietetics, and population sciences.

Institutions and organizations represented among the
breakout session attendees were academic and research institutions
(University of California Los Angeles, Charles R. Drew University,
City of Hope, University of Southern California), health systems
(U.S. Department of Veteran Affairs, Kaiser Permanente, Los
Angeles County Department of Health Services) community
organizations (Healthy African American Families, California
Family Health Council), community clinics (ChapCare Medical
Health Center), and foundation(s) (Robert Wood Johnson
Foundation). The breakout session followed a semistructured
question and answer format where session moderators asked
open-ended questions and encouraged attendees to brainstorm
barriers and solutions.

Community-Partnered Participatory Research
Community engagement has been recommended as a strategy
for academic medical centers to partner more substantively with
local communities, to eliminate health disparities and to improve
health outcomes."”""° In particular, many efforts focus on primary
and secondary prevention to address the growing burden of
chronic disease.””!'? The Institute of Medicine (IOM), American
Association of Medical Colleges, and the Association of Schools
of Public Health have cited community engagement as a core
competency in medical and public health education in order to
develop a new generation of clinicians and public health leaders
practicing community and patient-centered approaches to improve
health. In response, academic medical centers have implemented
community-engaged programs to enhance the public health impact
of scientific research®*'* and to improve access to high-quality
healthcare and public health interventions, particularly in low-
income, under-resourced, and/or minority communities.'>'>!¢
Community-partnered participatory research (CPRR)
“emphasizes equal partnership for community and academic
partners’” during the identification of the health-related concern
to be studied, design and implementation of the research study
itself, and planning for the flow of information. CPPR approaches
acknowledge that methods need to be developed to deal with
conflicts as they arise, and to evaluate the progress and impact of
the research at various stages in the project.’” The level of planning
and community commitment at the outset of the research project
works to insure a higher rate of buy-in and potential success."

Dissemination, Implementation, and Improvement Science
The gap between knowledge and practice is a major focus of
health services research.’®*?° Dissemination, implementation
and improvement (DII) sciences are now essential tools used
among health services researchers and those who are interested
in identifying the reasons for this knowledge translation gap and
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addressing complex systems issues related to patient care.'s
Dissemination science is the study of communication strategies
that are designed to increase awareness and understanding
of innovative, effective policies and practices to facilitate
their widespread adoption.®**™* Implementation science is the
systematic study of planned and active approaches to increase
the uptake of effective practices.®*?*? Improvement science uses
iterative quasi-experimental and experimental learning methods
to change processes and systems to achieve better outcomes with
reliability at scale in healthcare and public health systems and
services.®!*?*% The framework and methods used in each of these
three sciences are not unrelated or mutually exclusive even though
their focus might be different.

Barriers and Potential Solutions to Community
Engagement in Health-Related Research

During the Engaging the Community in DII research breakout
session, four barriers to success in the utilization of CPPR
approaches in the Los Angeles area emerged. Each barrier,
detailed below, is followed by consensus recommendations based
on group opinions, first-hand knowledge, and research from the
literature on CPPR and DII Science.

Barrier 1: Historically, communities of interest have had
little influence over the “problems” to be studied in health-
related research

Health-related research geared at assessing and addressing
community-based problems requires that researchers have
an adequate understanding of the community needs. Despite
multiple types of surveying efforts and needs assessment strategies,
researchers seldom allow communities to define the problems
they want solved. Notably, DII researchers’ traditional behavior
tends to focus on the bench to bedside method to improve health,
whereby research related to health interventions is developed in
isolation of community input during the T1 and T2 phases, with
the expectation that findings will be translated into community
settings during the T3 and T4 phases. However, this approach to
community-based participatory research implies that researchers
alone are the experts. Researchers often interact with communities
by telling them what to do, rather than listening and learning what
the community has to offer at the outset of a project. During this
kind of academic driven “shared” interaction, the community is
less likely to authentically engage in the process and thus, less prone
to adopt or promote any recommendations that are the result of
interactions that were never truly “shared” in the first place.

In addition to a paucity of true collaborations, researchers also
need to do a better job of asking if their research procedures will
be a burden to the community agency of interest, especially if data
will be collected in new or unfamiliar way. Rather than requiring
that research data collection methods occur in a specific way at the
outset, researchers can begin by first asking, “What data is already
being collected? What would this community and/or community
agency(ies) like to know more about its data? Are there ways that
data collection can be improved so that it is more relevant to this
particular community and/or community agency(ies)?”

Potential Solution: Adopt a clear, consistent framework

of CPPR that engages the community in all phases of the
research pipeline

Figure 1 illustrates an adaptation of the translational steps
in the research pipeline from humans to patients to practice
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academic success

* Develop and enhance community networks in preparation for future research studies
< « Gain the necessary training on DIl science an CPPR practices to assist community- >
* Explore funding possibilities and develop research priorities of common interest

BENCH BEDSIDE PRACTICE

Human Clinical Research Clinical Practice

T1 AT,
Case Series B

Phase 1 and 2
Clinical Trials

Basic Science Research

Delivery of Recommended Care
to the Right Patient at the Right Time
Identification of New Clinical Questions
and Gaps in Care

Controlled Observational
Studies

Phase 3 Clinical Trials

Preclinical Studies
Animal Research

TRANSLATION
TO HUMANS

¢ Establish community
advisory board
 Create strategic plan

* Foster trust and synergy
with community partners
* Jointly implement

T2 Practice-Based Research T3
Guideline Development Dissemination

* Develop memorandum of Meta-analyses Phase 3 and 4 Clinical Trials Research research study
understanding Systematic Reviews Observational Studies Implementation « Disseminate (esegrch
 Jointly design research Survey Research Research findings to scientific and

questions

community groups

TRANSLATION
TO PATIENTS

TRANSLATION
TO PRACTICE

Figure 1. Incorporation of CPPR practices during all phases of the translational Science continuum. *Adapted from Westfall JM, Mold J, Fagnan L. Practice-based research—

“Blue Highways" on the NIH roadmap. JAMA. 2007; 294(4): 403—406.

based on Westfall.’® We advocate, whenever possible, the use of
CPPR practices in all phases of the translational science pipeline
to foster the future incorporation of research discoveries
into day-to-day clinical practice. This model can inform
bench and bedside research orientations, provide partnered
answers to potential translational barriers, and ensure that
research findings will disseminate and effectively translate
into sustainable and generalizable clinical practice changes to
better the health of communities. Using Jones and Wells” as
a guide, there are multiple CPPR activities that can begin in
the T1 phase of research as preparatory activities in support
of dissemination of future health-related research findings.
Specifically, we advocate for the development of community—
academic partnerships before specific research questions are
developed, so that community needs can be explored prior to
the development of preclinical trials. This seamless integration
of community involvement from T1 through to T4 stages could
significantly assist DII efforts.

Barrier 2: Often, during the development of research
projects, key stakeholders are left out of the process

The Agency for Healthcare Research and Quality (AHRQ) defines
stakeholders as “persons or groups who have a vested interest in
a clinical decision and the evidence that supports that decision,”
and further notes that “stakeholders may be patients, caregivers,
clinicians, researchers, advocacy groups, professional societies,
businesses, policymakers, or others. Each group has a unique and
valuable perspective”* A core question often asked by community
partnersis “how do collaborators determine their partners?” Many
within the community sector believe that the question does not
get asked very well or very often during the development phases
of community-based intervention research projects and thus,
key stakeholders who could make significant contributions are
frequently omitted. Alternatively, while researchers may have the
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best of intentions to engage community stakeholders at the outset
of a community-based research intervention study, they may not
have the necessary contacts or avenues to begin this dialogue,
which is often specific to the research topic to be investigated
(e.g., the need for community contacts vis-a-vis homelessness
outreach). The DII forum in Los Angeles was an example of one
such avenue, but formal gatherings, such as this, don’t always
exist, or may not be initiated on the same timetable as potential
research studies to be initiated.

Unfamiliarity with the key stakeholders under study creates
a continuous barrier between researchers and the community
that can often lead to trust issues. Historic injustices during past
academic research efforts have made many under-resourced
communities wary of so-called “partnered” research efforts. In
order to build the relationship and improve “community life,”
community partners need to be confident that there are no
stakeholders behind the scenes with hidden agendas.”

Potential Solution: Develop a transdisciplinary approach to
solving community-based “problems”

A transdisciplinary approach “aims to overcome the disconnection
between knowledge production, on the one hand, and the demand
for knowledge to contribute to the solution of societal problems,
on the other hand. This is achieved through transdisciplinary
approaches in which researchers from a wide range of disciplines
work together with stakeholders” A common question that
should consistently be asked is “who is not at the table that should
be** A strategy that might assist with this includes the development
(and maintenance) of a local/regional catalogue of key community
contacts, ideally stratified by disease/sociological issue (e.g., HIV/
AIDS, homelessness, substance use, autism, postincarceration
community reengagement, etc.) so that at the conceptualization
of a community-based project, key stakeholders can be invited to
participate. In addition, survivors of the health-related concerns
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under study and caregivers assisting individuals living with both
acute and chronic conditions have invaluable knowledge and
insight into the life experiences of treating, curing, living with,
and dying from the various health-related problems impacting
our society today.

Barrier 3: Cultural differences and health disparities often
limit community engagement

A recent systematic review of barriers and facilitators to minority
research participation among four racial/ethnic minority
populations® reveals several factors that limit their participation in
health-related research. One key barrier to minority participation
centers on an overall lack of trust between minority communities
and the researchers with whom they work.**¥” Generally speaking,
minority populations have the perception that any research in
which they might participate will benefit Whites or the research
institution, not the people of color.* This mistrust is predicated on
the fear of purposeful mistreatment and experimentation on the
part of the researcher, a fear that is rooted in such historical facts
as the Tuskegee study and the sterilization of Native American
women;* the more recent study on the genetics of aggressive
behavior in exclusively African American children;* and ongoing
discriminatory healthcare experiences.’®*

A second key barrier identified by the aforementioned
systematic review centers around the idea of competing
demands (inconvenience; cost of participation), which can
limit participation of low resource communities. People in low
socioeconomic communities often have limited money and time
to commit to research projects that do not or cannot contribute
to meeting their basic needs. Transportation is often challenging,
and trying to get to another location to participate in a research
study outside of everyday life activities can be daunting, especially
without additional funds or support to get involved. In addition,
the inability to take time off from work to participate in a research
project offered at an inconvenient time (such as during traditional
9 to 5 work hours) makes it implausible for many individuals
who are already struggling to meet everyday life commitments.
It is critical that researchers know and truly understand the
cultural and financial needs of individuals across the various
racial, ethnic, and socioeconomic communities with which
they interact. Finding effective solutions to assist communities
in participating with research requires that researchers work
together with community leaders to build trust and develop
realistic, meaningful solutions.

Potential Solution: Acknowledge that health disparities

and cultural differences exist, and put supports in place to
minimize the effect of said differences

By working with communities at the outset of any research
project to determine what potential barriers rooted in culture
and socioeconomics may exist for a given project, plans can
be generated in advance, in order to mitigate potential issues
before they arise. For example, in addition to engagement of
community partners throughout the research process, ethnically-
and linguistically-matched researchers and culturally-appropriate
educational materials and health messages may facilitate trust.*>*!
Offering jobsite or community-based satellite research activities
may also help to offset barriers to participation. It is imperative
that researchers respect socioeconomic and cultural differences,
not just with “lip-service,” but also with thoughtful actions guided
by the stakeholders of interest.”
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Another solution is to work within the framework of
community advisory boards® or to consult and partner with
community leaders and community-based organizations to
collaboratively design recruitment strategies and materials
during research study development that are representative and
consistent with the culture and values of the community.*? This
is an important step as community members can help evaluate
recruitment strategies and provide invaluable input to tailor
those strategies in the planning stages of the study. Engaging
community members ensures that recruitment materials, which
constitute the first point of contact with the community of interest,
demonstrate the level of inclusiveness of the community’s needs
and expectations in the study design process as well as the
commitment of researchers to provide a partnered answer to
health and social disparities experienced by community members.

Barrier 4: Dissemination of research findings seldom reach
and/or are meaningful to the communities of study

A consistent complaint among community participants in
academic research endeavors is that research findings are rarely
meaningfully communicated back to those who participated,
if communication about the findings occurs at all. In addition,
participants often feel that the (eventual) cost of an intervention
may be unreasonable for many in low socioeconomic communities.
Thus, too many times, community participants feel that their
time and efforts contribute to a research agenda that will not
significantly or positively impact their own communities.

At the same time, researchers (or the academic partners) who
participate in community-based research must work diligently
to keep-up with academic expectations related to tenure and
promotion, including the development of impactful publication
records and the securing of research funding. Traditionally, the
communication and dissemination needs of these two groups
are so disparate and sometimes, even at odds. Researchers are
likely to be chided by their peers for taking the time to develop
jargon-free dissemination materials for nonscientific audiences
rather than focusing on developing manuscripts for scientific
journals, and by their community partners who often perceive
publishing in academic journals as irrelevant to their needs
because the journals are difficult to access and/or understand
for the lay community as they are written in an obscure, highly
academically manner. Moreover, as noted above, the cost of
many interventions is frequently too high for a large portion of
underserved communities reinforcing the perception that the
community is being used to generate findings for more aftfluent
and/or nonminority communities.

Potential Solution: Commit to communicating research
findings via multiple methods
It is essential that CPPR groups understand each other’s needs,
wants and priorities, and that they develop dissemination
plans early on so that those involved in the project have a clear
vision of the end product at the outset, and can contribute most
advantageously to decisions regarding which information will
be shared, at what time, and in a format that is relevant and of
value to all partners and their constituents. A quick scan of the
literature related to this topic yields a variety of successful ideas
to communicate and disseminate research findings to satisfy both
community and academic needs, such as:
1. Conduct community-partnered research conferences®
using jargon-free language at all phases of the project to
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educate researchers and the community about potential
partnership opportunities, to kick off research activities, to
educate community participants about research elements and
scientific concepts, and finally, to disseminate findings in a
user-friendly way to assist with uptake.

2. Use traditional media outlets* such as local cable television
stations, online news forums, and mass circulation journals
(Newsweek, Scientific American) to publicize research projects
and their outcomes. Partnering with academic units based in
communication sciences (journalism, or others) can provide
for assistance in developing materials and enhance CPPR
efforts.

3. Useavariety of social media outlets* such as YouTube, Twitter,
Facebook, Instagram, blogs, etc. to communicate findings
in a community centered way. Develop a CPPR website or
YouTube channel expressly devoted to disseminating research
progress and findings along the way.

4. Develop community specific dissemination plans, such as
write-ups in church bulletins, fans printed with research
information for use at churches and other community events,
community agency newsletters, town hall meetings, radio and
other formats.**¢

To improve the accessibility of the interventions under study,
the partnership should develop a plan early on to make sure
there is adequate access of the intervention to the communities
participating in the study and that the interventions are relevant.
This may necessitate a commitment to vouchers or other strategies
to constrain or mitigate the costs of potentially successful
interventions for local community members and possibly those
more broadly who might benefit from the intervention if such
barriers are removed.

Conclusions and Consensus Recommendations for

Clinical and Translational Science Programs

Through this community forum, we identified several tangible

ways in which the over 60 NIH funded Clinical and Translational

Science Institutes/Centers (CTSIs) across the country could

engage communities and researchers to advance Dissemination,

Implementation and Improvement (DII) science. These are

summarized as follows:

1. Support ongoing forums to bring together communities
and researchers for training in CPPR methods and
capacity building to enhance the CPPR expertise of DII
researchers across diverse communities within the United
States.

2. Provide resources and/or join forces to sustain the efforts of
existing, small CPPR working groups. Resources can take
the form of consultation and technical assistance services
to provide expertise in DII study design, study conduct and
publication, and to increase the success of funding proposal
responses to DII-related funding announcements (e.g.,
NIH, the Patient-Centered Outcomes Research Institute
[PCORI], Center for Medicare and Medicaid Services [CMS],
foundations, etc.).

3. Provide resources and training to the CPPR community
on various research methodologies of clinical translational
science. Often, in CPPR, it is not always best practice to
engage in traditional blinded, randomized, clinical trial
methodologies when advancing health care. Many quality
improvement methods arise from thoughtful analysis of
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existing clinical and research databases and the use of
practical trials that cover a range of study designs including
“pragmatic” and “adaptive” trial designs that are more
specific for advancing care rather than testing causal research
hypotheses.”

4. Host an annual CPPR focused get-together where
community partners can present the everyday challenges
that they would like help studying, so that the research
community can say, “Here’s what I have to offer”; and then
brokerage can occur. The CTSIs can be integral in facilitating
these relationships as they often already have community
and academic partnerships in-place to assist in initiating the
dialog. The priorities need to center around the integration
of the public agenda, the community agenda, and the science
agenda, and the CTSIs are uniquely positioned to facilitate
this effort.

5. Develop a CTSI specific funding mechanism to support the
time needed for both academicians and community leaders
to cultivate the necessary relationships to develop relevant
CPPR projects.

6. Develop and maintain an easily accessible online directory
of individuals across all academic units involved in CPPR,
organized by area of expertise rather than discipline. This
directory could support the interdisciplinary collaborations
needed to build CPPR projects designed to meet society’s
complex health needs.

In conclusion, the implementation of the solutions and strategies
described here, in addition to other related strategies, will advance
CPPR and enhance DII science as an effective approach to help
optimize the inculcation of evidence into clinical and community
healthcare practice.
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