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BACKGROUND: In 2010, the Patient Centered Outcomes
Research Institute (PCORI) was created to fund patient-
centered research that meaningfully engages stake-
holders impacted by that research. As a result, investiga-
tors became interested in understanding who are appro-
priate stakeholders and what meaningful engagement in
research looks like (6, 8–10).
OBJECTIVE: To understand how and when stakeholder
engagement worked well and identify areas for enhancing
engagement in a PCORI-funded research study of peer-to-
peer support of older adults in three communities across
the USA.
DESIGN:Qualitative interview study.
PARTICIPANTS: Twelvemembers of the inter-disciplinary
research team.
APPROACH: Interviews were conducted via phone, record-
ed, and transcribed. Transcripts were analyzed using a con-
stant comparative method to identify themes. Transcripts
were independently coded; coded themes were discussed by
a small group of the research team to check interpretation
and clarifymeaning. Once initial themes were identified, the
interviews and codes were shared with an external consul-
tant who recoded all 12 transcripts and conducted further
analysis and interpretation. Documentation from research
meetings was used to validate our findings.
KEY RESULTS: Strategies for facilitating meaningful en-
gagement in the partnership, proposal, study design, and
planning phase were very similar to community-based
participatory research and include the use of community
to identify research needs, equitable compensation and
leadership, and budgeting for engagement activities.
Strategies in the data collection phase include the use of
cultural brokers, weekly data calls between the academic
PI and imbedded research assistants, and maintaining
joint ownership for research.
CONCLUSIONS: Major funding institutions (e.g., NIH,
PCORI) recognize that community engagement leads to
higher quality, more meaningful research (7, 21). Our
results support that assumption and in addition, suggest

an investment in engagement strategies at the onset of a
researchproject and theuse of cultural brokers can great-
ly contribute to the success of implementing a large,
multi-site research project.
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INTRODUCTION

In 2010, the US Congress authorized the creation of the
Patient Centered Outcomes Research Institute (PCORI) as part
of the Affordable Care Act. PCORI’s mission is to fund
patient-centered research that meaningfully engages stake-
holders who will be impacted by the results of that research.1

Public health practitioners applauded this development as they
long recognized involving community and collaborating with
patients and community stakeholders is essential in efforts to
improve public health; community engagement has been a
center point of public health programs that have successfully
addressed health issues such as smoking cessation, obesity,
and heart disease.2–5 As the complexity and urgency of health
problems continue to increase, stakeholder engagement is
being recognized as vital to providing quality care, preventing
disease, effectively translating research findings into practice,
and key to achieving health equity.6–8 However, this was a
newmodel and approach to research for many investigators, as
they were not sure who were appropriate stakeholders and
what meaningful engagement in healthcare research looks
like.6, 8–10 The clinical effectiveness research (CER) field
has only recently begun to explore the use of community-
based participatory research (CBPR) methods and partner-
ships to increase stakeholder engagement.11

PCORI defines engagement in research as “the meaningful
involvement of patients, caregivers, clinicians, and other
healthcare stakeholders through the research process—from
topic selection through design and conduct of research to
dissemination of results”.12 Meaningful stakeholder engage-
ment in research lays the foundation for the validity,
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accelerated use, and sustainability of findings to improve
health.13 It ensures that research is grounded in experience,
increasing the value of the results to community and research-
scientists.9, 14, 15

To help provide guidance to other investigators on promis-
ing stakeholder engagement practices, we interviewed a
PCORI-funded team of investigators and stakeholders to un-
derstand how and when engagement worked well, and to
identify how to enhance that engagement.

METHODS

Participants and Setting

The Alliance for Strong Families and Communities
(Alliance), which represents and supports a network of
more than 400 community-based organizations (CBOs)
in the USA, sought out an investigator interested in work-
ing with its members to conduct research on the role of
CBOs in improving health outcomes in their communities.
This led to a partnership between the Alliance and Dr.
Elizabeth Jacobs who, at the time, was a professor of
medicine and population health at the University of Wis-
consin at Madison. Dr. Jacobs had experience working
with communities using a CBPR approach and valued
the exper t i se and ins ight communi ty par tners /
stakeholders provide to research. Together, they surveyed
Alliance member organizations to identify community-
based interventions that, at face-value, had an impact on
the health of community members but lacked empirical
evidence. In this process, we identified peer-to-peer sup-
port to promote aging in place as an important patient-
centered intervention, as a focus of our research, and
partnered with three organizations that provided these
services: Alpert Jewish Family and Children’s Service of
West Palm Beach, the Community Place of Greater Roch-
ester, and Jewish Family Service of Los Angeles. We were
funded by PCORI in 2014 to conduct a three-year study in
which we compared the effectiveness of peer-to-peer sup-
port vs. usual community services in helping older adults
age well in their communities.16, 17 Due to the team’s
commitment to stakeholder engagement, we embedded
several engagement strategies commonly used in CBPR
to ensure that community members would have meaning-
ful participation.
We formed a research team of 24 people from academia, the

Alliance, leadership of the CBOs, program directors of aging
services, and representatives from each community of older
adults receiving peer services, caregivers of older adults pro-
viding peer services, and community members who have a
passion for promoting health in their community. At the start
of the study, we came together to talk about what meaningful
engagement would look like and agreed that it results from
having agreed-upon shared goals, a willingness to push
boundaries, mutual respect, and equitable partnerships.

Data Collection

One and a half years into the three-year peer-to-peer research
project, the Associate Director of the Alliance’s Center for
Engagement and Neighborhood Building conducted 12 qual-
itative one-on-one phone interviews with members of the
research team to better understand where and how we
succeeded and failed at creating and maintaining meaningful
engagement across state lines and time zones. The interviewer
used a semi-structured interview guide designed to elicit in-
formation about how the project design activated or hindered
meaningful engagement across the various roles of the re-
search team and where we could improve engagement. Inter-
views were recorded and transcribed. The study was deemed
exempt from IRB review by the University of Wisconsin
Health Sciences IRB.

Data Analysis

The interview transcripts were analyzed by an Alliance project
staff and two Alliance non-project staff using constant compar-
ative method of coding and analyzed for themes.18 Transcripts
were independently coded; coded themes were discussed by a
small group of the research team to check interpretation and
clarify meaning. Once initial themes were identified, the inter-
views and codes were shared with an external consultant out-
side of the project team, who could provide a level of indepen-
dence and reduce bias in interpreting results, who recoded all 12
transcripts and conducted further analysis and interpretation.
Documentation from research team meetings was used to fur-
ther validate and develop primary findings. Participants includ-
ed representatives from each of the five partnering organizations
and all identified roles: three research assistants, three commu-
nity stakeholders, three representatives from the leadership of
the CBOs (site PIs), two overall investigators, and a represen-
tative from the statistician team.

RESULTS

Our respondents talked about engagement and how it differed
in two different phases of the research: the partnership, pro-
posal, study design and planning phase, and the participant
enrollment and data collection phase.

Strategies That Facilitate Meaningful
Engagement in the Partnership, Proposal, Study
Design, and Planning Phase

Meaningful engagement started with the development of the
research team’s relationship, in how we chose the research
topic, and in the budgeting for engagement activities, includ-
ing compensation of stakeholders.

Use of Community to Identify Research Needs. The focus of
the research on peer-to-peer support was a product of our
deliberate engagement process. We surveyed CBOs to identify
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common community initiatives that they believed positively
influenced health. Stakeholder input on the survey served as
the source for the identification of the population of interest, the
promising initiatives being implemented, and the communities
where engagement practices were actively being used to pro-
mote outcomes. Further refinement of the research focus and
design evolved from interviews with CEOs, clustered around
work with older adults implementing peer-to-peer support to
determine whether enough commonalities existed in implemen-
tation to meet the criteria for a comparative effectiveness trial.
The interviews helped identify and shape the research ques-
tions. Once selected, work began with the communities input to
develop the full PCORI application including the research
design and the PCORI required engagement rubric.19

Equitable Compensation and Leadership.Key leaders within
each organization (e.g., CEO, VPs) were included in the
leadership team of the peer-to-peer research study as site-PIs
and compensated for their expertise and substantial contribu-
tions. Their budgets also included funds to hire an embedded
researcher employed by the local CBO, rather than the univer-
sity. The academic PI approved the hire and directed research
responsibilities, but this position was employed by and super-
vised by the CBO. This arrangement provided the substantial
support needed for CBOs to partner in research, as nonprofits
often operate with very little margin in their budgets, and have
few dollars to allocate to ongoing research and evaluation,
even when they are not in the lead. Team members from the
community conveyed the importance of equitable compensa-
tion for the work needed to support research activities in their
organization when we interviewed them about engagement
practices:

For community organizations and researchers too,
there is an actual financial cost to have a commu-
nity organization involved in a research project. As
researchers are designing these projects, remember
to support the collaborating organizations financial-
ly. Whether that be cash resources or other re-
sources …, having the research assistants fully-
funded by the research project [ensures] they are
compensated for it.Embedded researchers also
brought valuable research knowledge to CBOs.
They were responsible for the day-to-day work of
research implementation related to participant re-
cruitment, longitudinal data collection, and trouble-
shooting. They could also answer staff questions
and respond to concerns around how the research
process would impact service, a core concern of
CBOs when they get involved in research.

In each of the communities, two stakeholders were
employed as paid members of the research team with
full participation in all research meetings and activities.
These stakeholders provided important input into the

day-to-day lives of older adults and their experiences
which helped inform the research instruments and recruit-
ment strategies.

Budgeting for Engagement. The PCORI Engagement Plan
included financial resources for engagement activities to
support critical research tasks from design to dissemination,
including annual face-to-face meetings and community site
visits for the full team. Regularly scheduled calls and commu-
nity engagement learning opportunities that did not include
discussions of the research protocol were also planned with the
purpose of monitoring and engagement of stakeholders
throughout the length of the project. These practices
established rapport and the value of the stakeholders in the
research process, but also built team culture and trust, and
ultimately, improved the conduct of the study. Engagement
activities were led by a “cultural broker” from the Alliance,
who has deep expertise in developing community
engagement.

Strategies That Facilitate Meaningful
Engagement During the Research

Three additional strategies promoted meaningful engagement
once the peer-to-peer research project was funded, including
the active use of cultural brokers, weekly data calls between
the academic PI and embedded research assistants, and main-
taining joint ownership of the research.

Active Use of Cultural Brokers. Cultural brokering is defined
as “bridging, linking, or mediating between groups or persons
of different cultural backgrounds to effect change”.20 The
peer-to-peer research project employed the use of a “cultural
broker”—the Alliance—who served as a bridge between the
academic partner and the CBOs. This role was twofold1: to
serve as a “translator” to help the academic researchers and
community-based practitioners understand each other and
their different assumptions and values they brought to the
project; and2 to monitor best practices around engagement,
serving as a professional development coach for the full team
to further bolster the effectiveness of what can sometimes be
competing goals. As one team member said:

Cultural brokering is the right term; there are different
ways that each sector speaks. Understanding the day-to-
day of both sectors, and in both research and practice,
has been valuable.This role was key to meaningful
engagement throughout the peer-to-peer research project
because the research involved multiple institutions, each
with their own communication style, culture, geographic
nuances, and perspectives of community-engaged,
patient-centered research. In the first 18 months, build-
ing shared language between academic research and
community-based practice was key, allowing both sides
to assert their individual goals, as well as shared goals
for the peer-to-peer research project.
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For one site, the use of a cultural broker was essential to
their participation. As this site PI indicated, when we
interviewed them about engagement practices, they likely
would not have participated in such an opportunity if it had
not been for the use of this cultural broker:

I don’t think I would have engaged in this kind of
research project with a university like Wisconsin, or
that matter, any university without the Alliance act-
ing as the third part of the stool. As much as I would
have wanted to get the data at the end of the study, I
am not sure that we, as social service agencies belong
in the world of medical studies. I’m just not sure that
is our bailiwick and I think because of the application
of engagement, this changed everything for me. Now
we are going to be able to be engaged in applying the
peer relationship piece and get a lot out of the project
for ourselves.

In the engagement interviews, team members empha-
sized the importance of co-defining and agreeing on
roles and responsibilities up front. Roles were spelled
out in the proposal stage but defined again at the outset
of the project, sometimes redefined through staff chang-
es or for other reasons throughout the project—a chal-
lenge alerted to us through the interview process. The
intentional exercise of re-defining roles as a group
through neutral facilitation by a cultural broker meant
each member could identify ways they could contribute
their expertise and experience, bring to light other as-
sumptions and expectations, and create a pathway for
input and engagement rather than being assigned a role,
further contributing to a positive team culture. This
process, facilitated by the cultural broker, reinforced
the distribution of power among the team members
through shared understanding of the value each member
brought to the table.
Alignment and building a common understanding of the

value of “engagement” in the research project and goals pro-
vided a foundation for preventing and addressing challenges
that can arise in a large, multi-site research project:

We learn a lot from one another. We’re all working
from the same purpose, and we are all there to share our
experiences and that engagement is really important
[to] creating a real great team.

The cultural broker was used as a sounding board for
both stakeholder groups, which allowed the team to be
more proactive rather than reactive. This was one way
in which the cultural broker monitored engagement
practices and served as “coach” for the research team.
As one participant explained through the engagement
interviews:

Their involvement in this project has been really
valuable because I do really see them as a cultural
broker for helping communities understand the re-
search side and for helping me understand how to
work with this particular social service agency. I’ve
worked with communities before, but not with
agencies like this and really understanding how
they work had been helpful for me.

The cultural broker, was in part, responsible for ensur-
ing meaningful engagement happened and that there was
a plan in place to address any issues that may arise.
Another challenge brought to our attention through the
engagement interviews was how well the sites were en-
gaging the older adult stakeholders in the research pro-
ject; once the study was up and running and input had
been received and incorporated into the design and im-
plementation of the project, sites did not know how to
engage the older adults further in the research project.
The team developed a plan for when and how to commu-
nicate when conflict and problems, such as this one, arose
during the research project, regardless of the type of
problem. This extended beyond just who had the author-
ity to make decisions, but how those decisions were going
to be made, who was going to be included in those
decisions, and what forms of communication were accept-
able to those involved for addressing those decisions. The
cultural broker held calls which included some discus-
sions without the academic members of the team to ex-
plore the balance of power in the research process. Issues
that surfaced during these calls, with the support of the
cultural broker, could then be brought to larger team
meetings for discussion with the full research team. The
cultural broker provided translation and intervention when
interpersonal conflict and miscommunication occurred, as
this was most often a result of external pressures coming
from within one’s own discipline or sector that were not
understood by other parties:

I feel like I can come to the cultural broker and the
CBOs can also come to the cultural broker at differ-
ent points and say, ‘I’m worried about this, how
should I approach the academic partner?’ or I can
go to them and ask how I should approach the CBO.
Having that touchstone to think about how to do that
has been really valuable and created a space and an
avenue for actually thinking about the problem be-
fore acting on addressing it, which has made us more
proactive than reactive.

Weekly Data Calls Between the PI and the Embedded
Researchers at the CBOs. Weekly data calls were held
between the academic PI and the embedded research
assistants. The research team cited the importance of these
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weekly data calls to bring forth and address questions related
to recruitment goals, data collection experiences, data
monitoring, and general updates, among others, when we
interviewed them about engagement practices:

The weekly calls are a really good place for others
to get an update, see how everybody is doing, but
also a place to bounce off ideas or questions, as the
team can work through it together, which is great…
this has been a smooth process from the start
really—the open communication and willingness
to help each other.

These calls also provided context for unique community
challenges that could be discussed and problem-solved as
a group either on that call or via other calls held with the
larger research team. Weekly data calls were also a way to
build the notion of “team,” provide reassurance to the PI
and others that the research was progressing at an accept-
able rate, or if not, allow for problem-solving between the
PI and sites. The calls facilitated the flow of information
on how to adapt or change research protocols and pro-
cesses to allow for better data to be collected. Given the
national, multi-site team structure, intentional efforts to
build the team and provide training through regular calls,
in addition to in-person meetings, contributed to the suc-
cess of the project by building trust and strong working
relationships across long distances:

Face-to-face meetings are very important, in addition
to the regular calls. This really builds community.

Maintain Joint Ownership for Research. Using researchers
employed at the CBO fostered joint ownership by the CBO
and academic partner of the research process. This offered
community influence over implementation of data collection
informed by needs of program participants and treatment of
participants in the study. It also benefited the research,
specifically working to answer the question for potential
study participants, why would participation in research be
meaningful to me? This practice was identified by the
academic partner as a unique aspect of the research that
made the study better:

…This is a really unique setup and it benefitted the
study design, the recruitment and data collection…
many of the sites were experts in recruiting patients
and experts in running programs so what ended up
happening was UW being able to get quality data
and the sites being able to recruit patients [who
needed peer to peer support].Embedded research
staff at the CBO helped ensure the research
progressed, in part due to the weekly data calls
between the academic PIs and the community-

based team, but also since they were physically
on-site:

Having people onsite is definitely beneficial. I think the
other [research] projects we have worked on; no one
was onsite. It was done out of the university, and there
were issues with even getting information back and
forth because of HIPPA; things have to be picked up
and dropped off, they couldn’t be mailed. So, having
people right on site has been extremely beneficial.

Researchers hired by the CBO put research as a real practice
within organizations. Research assistants challenged existing
perceptions that research gets done “to” community at the
expense of the CBO and their mission. CBOs modeled this
strategy as they implemented the research project within and
throughout their organizations, as one team member de-
scribed:

We have made a point to meet with [older adult]
stakeholders on a regular basis to let them know what
is going on and allowing them to ask questions [about
the study].

This strategy also leverages the cultural capital and relation-
ships of CBOs to engage and recruit members of the commu-
nity who otherwise might not engage in research:

… [This] recognizes and is respectful of the stature
that these organizations have in their community. In
respecting this, we are successful in recruitment
and collaboration.

The leaders of the CBOs indicated theywould not engage in
“traditional” research, if there was no respect for the CBO,
their mission, and their expertise:

… The only way I could justify participating in a
project like this – what was important to me was that
we not get involved in something that was presented
as ‘here it is, roll it out. Do it and don’t ask questions’.
We should be protective of our clients, although there
is an IRB, I really need to make sure that we were
going to be getting involved with something that was
really, as an organization, something that had checks
and balances.

The benefits of community ownership extended beyond the
data collection. The academic researcher recognized benefits
to engaging a diverse research team and releasing some con-
trol of the research processes so that the results of the research
could be better translated and used in the broader field of
healthcare research:
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The purpose of stakeholder engagement is to make
the research as successful as possible by really
understanding the need and issues of older adults
and their caregivers in the community, and there-
fore, [the stakeholders] contribute to the design,
provide original ideas, but also problem-solve in
helping us understand how we can do what we’re
doing from a research standpoint, even better so
that we have more meaningful research and
results.Finally, an often overstated but under prac-
ticed concept that fosters ownership is communica-
tion. Research team members interviewed could not
understate the value of good, frequent communica-
tion. Good communication takes time, as one team
member put it—“go slow, to go fast”; investing
time up front in regular, transparent communication
can payoff in the long term. This structure did not
only benefit the research goals, but also increased
the research capacity at the community level.

DISCUSSION

With influential institutions like PCORI and the NIH
recognizing how stakeholder engagement in research can
lead to better solutions for complex health problems,
achieving the type of team structure and engagement we
described is becoming an important ideal.7, 21 The re-
search team did not sacrifice the rigor of research or the
meaningful engagement of stakeholders, but rather found
a way for the two to complement each other and extend
the benefits of the knowledge and learning process, as
other PCORI-funded teams have found.22, 23

Results from our engagement interviews suggest that
meaningful engagement was kept front and center
through all aspects of the peer-to-peer research project
from how the project was initiated, designed, and pro-
posed through the conduct and successful completion of
the study. The research team was intentional about en-
gagement and what meaningful engagement meant to
each stakeholder group and member, another common
theme across engagement research.20 The focus and
intentionality around engagement through a cultural bro-
ker created a research model that was mutually benefi-
cial to CBOs and academic researchers, an approach not
well documented in engagement strategies for research
in the literature. Both groups saw benefit in the data
collected, CBOs had a desire to have “hard data” as
evidence to the impact of their programs, the academic
researcher sought answers to the research questions, and
both the academic researcher and the CBO had a desire
to understand what interventions allow older adults to
age in place longer. Most, if not all, team members were
predisposed to community-engaged research; therefore,

there was a willingness and openness to learn about
what works for certain stakeholders and a flexibility to
change aspects of the research design, process, and
strategies. In this case, the facilitation by the cultural
broker, and the identification of a shared goal around
engagement and what engagement means to the team,
was a driving force that contributed to the success in
implementing the peer-to-peer research project.
Our findings demonstrate how CBPR principles can be

successfully applied in other research contexts and that
they add to the success of other types of research designs.
Our findings suggest that researchers and stakeholders
need to invest in engagement strategies upfront—“go slow
to go fast” and that the investment in the use of neutral
cultural brokers for large, multi-site research projects can
enhance the research. In this case, the cultural broker
facilitated the identification of challenges or issues expe-
rienced by the team, individually and collectively, and
aided in communication and problem-solving. Our inter-
views revealed that although roles for team members had
been clearly defined at the outset of the project, after
18 months, there had been shifts in personnel and pro-
cesses that necessitated a re-examining of roles. It also
became clear that community stakeholders had an uneven
experience across sites in the level of their engagement
during various stages of the peer-to-peer research project.
Having a cultural broker made it possible to work with the
site leads to develop a set of common guidelines (see
online appendices) for stakeholder engagement, which
were then reviewed by, and shared with the full research
team without slowing or interfering with the implementa-
tion of the research.
While this study provides us with insights into how

CBPR principals can be applied in other research con-
texts, limitations do exist. The intent of the project was
process improvement, specifically around engagement.
The choice in interviewer, a member of the research team,
and the director of engagement had the potential to intro-
duce bias; however, the primary role of this individual
was to identify and address any issues in stakeholder
engagement. The director of engagement and the Alliance
were seen as neutral parties/collaborators interested in
seeing both academic and CBO stakeholders achieve their
goals for the project. This was well known by all members
of the team and established early in the project.
As results from the trial are being reviewed, the re-

search team has had the opportunity to review and con-
tribute to the analysis. While the peer-to-peer research
project has concluded, the team will be disseminating
the results of the research to each of the participating
communities, paying attention to relevant communication
channels for stakeholder groups. In addition, the team has
submitted proposals for broader dissemination and repli-
cation of the program model in new communities.
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