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Abstract

Engagement activities are defined along a continuum that
analyzes and represents nonacademic stakeholder activities
and interactions with academic researchers. Proposed continua
begin with none to limited stakeholder inclusion and input

into research and continue with descriptions of increasing
presence, input, and participation in decision-making. Despite
some agreement in the literature, development of consistent
terminology and definitions has been recommended to
promote the common understanding of strategies in engaged
research. This paper sought to develop and understand
classifications and definitions of community-engaged research
that can serve as the foundation of a measure of engaged
research that permits comparisons among engagement
strategies and the outcomes that they produce in health- and
healthcare-related research studies. Data on academic and
stakeholder perceptions and understandings of classifications
and definitions were obtained using Delphi process (N = 19)
via online and face-to-face survey and cognitive response
interviews (N = 16). Participants suggested the need for more
nuanced understanding of engagement along portions of

the continuum, with active involvement and decision-making
as engagement progressed. Cognitive interview responses
suggested that outreach and education is a more advanced
level of engagement than previously discussed in the literature
and viewed consultation negatively because it required work
without guaranteeing community benefit. It is possible to define
a continuum of patient- and community-engaged research that
is understood and accepted by both academic researchers and
community members. However, future research should revisit
the understanding and depiction of the strategies that are to be
used in measure development.
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INTRODUCTION

As the scientific community increasingly focuses on
translation and implementation of scientific discov-
eries [1-3], stakeholder engagement is receiving in-
creased attention in research as a key component
in the process of tailoring best practices for specific
populations [4-6]. However, as ongoing research
and analysis indicate [7], there continues to be a
need to reach agreement on the terminology and
definitions used in the field of engaged research.
To examine critical issues in the field, a consortium

Implications

Practice: It is possible for researchers and stake-
holders to clarify terminology so that roles, par-
ticipation, and benefits are clear at each level of
community engagement along the continuum.

Policy: Policymakers who want to encourage
community-engaged research must consider
similarities and differences that may emerge
in community and academic perceptions of
community-engaged research.

Research: Future research is needed to clarify
the understanding and depiction of community
engagement activities and strategies that guide
measure development.

was formed, composed of individuals from the
USA, Canada, UK, and Australia who recognized
the importance and potential impact of funder ad-
vancement of patient- and stakeholder-engaged
research. One of the issues that the consortium
members undertook was an examination of defin-
itional issues in engaged research. The group recog-
nized variation in the terminology used [7]. Thus,
the authors recommended that consistent termin-
ology and definitions be generated to promote the
common understanding of strategies in engaged
research. At the same time, the authors remained
flexible, encouraging continued growth and innov-
ation in the field. The recommendations included
use of the term engagement as opposed to participation
and involvement, which were deemed either overly
narrow or too broad. The consortium proposed
the definition of research engagement as “an active
partnership between stakeholders and researchers
in production of new healthcare knowledge and
evidence” [7] (p. 7). The field’s acceptance of this
foundational definition would suggest the need to
clarify definitions of classifications and the con-
tinua of engagement.

In terms of engagement, the literature has
consistently  divided
that which is considered nonengaged, advisory,
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symbolic, collaborative, or full engagement [8-11].
Engagement activities are defined along a con-
tinuum that analyzes and represents nonacademic
stakeholder activities and interactions with aca-
demic researchers. In the continuum of engage-
ment, engagement may represent an effort to share
education and information with the community, but
at another point on the continuum, engagement
may involve shared decision-making throughout the
research process. There seems to be agreement in
the literature on the trajectory of the continua and
what activities and strategies represent the endpoint
of authentic engagement [5,8-11]. The continua
proposed begin with none to limited stakeholder in-
clusion and input into research, and continue with
descriptions of progressively increasing presence,
input, and participation in decision-making. There
seems to be less agreement on how stakeholder
engagement strategies are defined and positioned
along the continua proposed as researchers and
stakeholders form collaborations and partnerships.
For example, the number of strategies included and
described varies, as does the inclusion of strategies
such as education, outreach, and informational strat-
egies. In addition, whether outreach and education,
as well as informative and consultative strategies are
combined varies in descriptions of the stakeholder
engagement continua.

Fundamental to classifications of strategies for
engaged research are the questions of whether,
how, and when stakeholder voices are heard and
carry weight and whether the voices of academic
researchers overpower those of the nonacademic
stakeholders [7,9-11]. If stakeholders are allowed
to advise but the researchers have the ultimate
decision-making power, stakeholder presence may
give the appearance of engagement although the
stakeholders may not be meaningfully engaged.
Several scholars contend that meaningful engage-
ment requires some shared decision-making [9-11].
Previously research suggested a classification system
that moved from nonengaged to engaged partici-
pation [9]. Nonparticipation is represented by out-
reach and education, with researchers developing,
implementing, and evaluating strategies to reach
the community of interest and with researchers pro-
viding education to try to educate nonacademic
stakeholders about a particular topic [9]. The con-
tinuum continues with symbolic participation, which in-
cludes the following: (a) coordination with researchers
in which researchers gather community stakeholders
together to assess important elements of a project or
activity and in which community members provide
feedback to academic researchers and (b) cooperation
where researchers ask community members for
help with a project, instead of just asking for advice.
The final category on the continuum is collaboration,
with two categories that reference researchers and
community members being actively involved in

the design and implementation of the project and
in the interpretation of the findings. One of the
two types of collaboration is patient-centered collabor-
ation, with patients, caregivers, and advocacy groups
determining the priority setting for research choices
and controlling the design and implementation of
the project activities in addition to the interpret-
ation and publication of findings. The other type of
collaboration is community-based participatory research
(CBPR), which is a population health approach to
the patient-centered engagement model [9,12].

In this paper, we report on efforts to subject our
engagement classifications and definitions to re-
searcher and stakeholder scrutiny and feedback.
This paper seeks to understand the changes in classi-
fication and definition that were required to achieve
agreement among researchers and stakeholders.
Classifications and definitions that are agreed upon
can serve as the foundation of a measure of engaged
research that might allow comparisons among en-
gagement strategies and the outcomes that they
produce in a variety of health- and healthcare-
related research studies.

METHODS
The study and consent procedures described re-
ceived institutional review board approval.

Development of definitions for stakeholder-engaged re-
search classifications

The Disparities Elimination Advisory Committee
(DEAC) of the Program for Elimination of Cancer
Disparities (PECaD) of a comprehensive cancer
center [12] worked collaboratively with study in-
vestigators to develop a standardized measure of
stakeholder engagement [13]. In addition, this
measurement development group sought a way to
classify strategies of engaged research and, specif-
ically, how programs and projects adhered to com-
munity engagement principles. The team initiated
discussion using the definition of stakeholder-engaged
research provided by the CDC [13] and the principles
outlined in the work of Israel [10,11]. The process
began in April 2014 with DEAC members (n = 15)
participating in a focus group on perceptions of the
implementation of CBPR principles used in each
PECaD project and by each PECaD cancer partner-
ship. The DEAC members consisted of 3 (20%) men,
12 (80%) women, 8 (53%) Black, 5 (33%) White, and
2 (13%) Native American participants.

As work proceeded, the DEAC members and the
academic researchers used the definition of patient-
engaged research—as offered by the Patient-Centered
Outcomes Research Institute (PCORI) [14]—to de-
velop definitions for the strategies included on the
continuum of stakeholder-engaged research: co-
ordination, cooperation, patient-centered collabor-
ation, and CBPR collaboration [9]. PCORI defines
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patient-engaged research as, “The meaningful in-
volvement of patients, caregivers, clinicians, and
other healthcare stakeholders throughout the entire
research process—from planning the study, to con-
ducting the study, and disseminating study results”
[14]. In the spring of 2017, the research team con-
ducted an extensive literature review on measures
of community engagement, which led to revised
definitions.

The final iteration of the effort involved add-
itional input from the DEAC members and the
Patient Research Advisory Board (PRAB) at a mid-
western school of medicine [15]. The PRAB includes
the alumni of a program that provided a 15-week
training program on research methods, who are cer-
tified to conduct research with human subjects by
the university human research protections office.
The PRAB is designed to help investigators with
community-engaged or community-based research
proposals/projects by having community members
review proposals and give feedback. The additional
interaction with DEAC and PRAB resulted in the
addition of a fifth category of engagement: outreach
and education [9]. In the spring of 2017, study in-
vestigators reviewed PCORI-Hfunded projects for
definitions and examples of engagement that were
used in patientcentered outcomes research and
activities. The definitions were presented to the

DEAC members for comment in April 2017. To ob-
tain more in-depth input and feedback, volunteers
were solicited; six members (DEAC or PRAB mem-

bers) agreed to provide feedback on the definitions
in June 2017.

Delphi panel process

As CBPR practitioners, the research team believed
that it was important that a measure of stakeholder-
engaged research be developed in a way that was
consistent with CBPR principles, particularly the
inclusion of stakeholder input into the classification
of engagement and their definitions. A modified
Delphi process was designed to fulfill this goal; thus,
the Delphi panel was convened. The Delphi method
uses structured communication among individuals
with expertise on a topic, with the goal of reaching
agreement on a designated outcome [16]. The pro-
cess involves administration of multiple rounds of
individual surveys (online and in-person), with ag-
gregation of responses and participant receipt of
feedback on the group response for each round until
reaching majority agreement.

Sample
Nineteen participants, composed of academic re-
searchers and nonacademic members (see Table 1)

Table 1 | Demographics of Delphi panel (N=19)

Characteristic Category N (%)
Race African American or Black 12 (63.2%)
White 6(31.6%)
Multiracial 1(5.3%)
Ethnicity Hispanic or Latino 1(5.3%)
Non-Hispanic or non-Latino 18 (94.7%)
Sex Male 2 (10.5%)
Female 17 (89.5%)
Education Some college or associate degree 4(21.1%)
College degree 1(5.3%)
Graduate degree 14 (73.7%)
Nationality American/U.S. 18 (94.7%)
Dominican 1(5.3%)
Community or academic Academic 8 (42.1%)
Community 11 (57.9%)
Focus on certain disease Yes 8(42.1%)
No 11 (57.9%)
Direct service provider Current 4(21.0%)
Past 5 (26.3%)
Never 10 (52.6%)
Median (range)
Age, years 55 (26-76)
Years of research experience 10 (0-35)
Years of CBPR research 10 (0-30)
Years of direct provider experience (n = 9)° 18 (2-30)

CBPR community-based participatory research.

“Not all Delphi panel members were providers; nine were current or past service providers.
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with expertise in community engagement in re-
search, were recruited through the authors’ net-
works and were asked to participate in a panel for
a study on developing and validating a quantitative
measure of community engagement in research
[17]. The panel purposefully consisted of both stake-
holders/community partners (57.9%) and academic
researchers (42.1%). Most panelists did not focus on
a specific disease or health condition in their work
(57.9%). For the other panelists, the health condi-
tions of focus included HIV/AIDS, hepatitis C,
mental illnesses, respiratory illnesses, health behav-
iors and prevention, breast cancer, sickle cell, cancer
in general, or hypertension. One panelist dropped
after completing the first of the five rounds of the
Delphi process, leaving 18 panelists remaining en-
gaged throughout the entire process.

Procedures
An introductory webinar was held to inform the
panel members about the Delphi process. The intro-
ductory webinar was followed by three computer
rounds, one face-to-face round, and a final computer
round. In each round, panelists were asked whether
they agreed or disagreed with the definitions for the
classifications of stakeholder engagement research,
and they were asked to suggest modifications. The
goal of the process was to reach agreement (>80%).

Round 1 was focused on items that might measure
strategies of stakeholder-engaged research. The
stakeholder engagement classifications and def-
initions were presented to panelists in October
2017, during Round 2 of the Delphi process. The
stakeholder engagement classifications and their
definitions had been determined by the DEAC-
PRAB working group. Input and refinement con-
tinued through Round 5 (August 2018). Rounds 2,
3, and 5 of the Delphi process were online surveys
(via Qualtrics platform) that allowed for feedback.
Round 4 was an in-person meeting conducted over
2 days [17]. Three polling activities took place at
the in-person meeting during Round 4. There were
eight people who could not attend the in-person
meeting, but were able to participate by using an on-
line meeting platform (GoToMeeting) or by submit-
ting a premeeting survey before the first day. Three
of the six panelists who completed the premeeting
survey attended the in-person meeting virtually
at varied times throughout the 2-day meeting. All
but two panelists were able to participate in some
format for Round 4. During the in-person meeting,
notes were taken by the research team and a pro-
fessional editor to explain key changes and areas of
disagreement. The professional editor also checked
for grammar and consistency issues.

The definitions for the proposed DEAC-PRAB
stakeholder engagement classifications were based
on a literature review and synthesis first presented

by the research team [9]. The original strategies of
engagement and their definitions, as informed by
CDC/ATSDR [13], Israel [10,11], and the DEAC
team [12], were the following:

Outreach: Researchers develop, implement, and evaluate
strategies to reach the target population. Key members
of the target population (gatekeepers) can be engaged
as advisors and can make key connections.

Education: Researchers are trying to educate stakeholders
about a particular topic. This is usually combined
with outreach efforts to gain audiences for education
sessions and/or materials.

Coordination: Researchers gather community health stake-
holders together to assess important elements of a pro-
ject or activity. Community members give feedback, and
this feedback informs researchers’ decisions. However, it
is the researchers’ responsibility to design and implement
the study with no help expected from the community
members. Research and related programs are strength-
ened through community outreach, and results are dis-
seminated through community groups and gatekeepers.

Cooperation: Researchers ask community members for help
with a project, instead of just asking for advice. There
is some activity on the part of community members in
defined aspects of the project, including recruitment,
implementation of interventions, measurement, and
interpretation of outcomes. Community health stake-
holders are ongoing partners in the decision-making
for the project. Community health stakeholders’
understanding of research and its potential importance
are enhanced through participation in activities.

Collaboration: Both researchers and community members are
actively involved in the design and implementation of the
project and in the interpretation of the findings. In add-
ition, all stakeholders benefit in some way from working to-
gether, including increased capacity of community groups
to engage in research implementation. Community health
stakeholders collaborate in decision-making and resource
allocation with an equitable balance of power that values
input from the community health stakeholders.

Patient-centered: Patients, caregivers, and advocacy groups
dictate the priority setting for research choices and con-
trol the design and implementation of the project activ-
ities in addition to the interpretation and publication
of findings. Researchers use their expertise to move
these components along, but community health stake-
holders make all major decisions about research ap-
proaches. Systems are in place for patient participation
in research at all points of the engagement continuum.
Community health stakeholders have the capacity to
engage in partnerships with an equitable balance of
power for governance and a strong level of account-
ability to the public or community.

Community-based participatory research: CBPR is the popula-
tion health approach to the patient-centered engage-
ment model. The principles of CBPR highlight trust
among partners, respect for each partner’s expertise

and contributions, mutual benefit among all partners,
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and a community-driven partnership with equitable
and shared decision-making [9] (p. 487).

Cognitive response interviews

Cognitive response interviews were conducted
to identify problems with survey items and def-
inition wording and to help us modify the defin-
itions to improve their use in community-engaged
research [18]. Cognitive response interviewing is an
evidence-based method of examining participant
understanding and interpretation of survey items.
Participants are asked to answer questions about
their interpretation of items, paraphrase items,
and identify words, phrases, or item components
that are problematic [18], after each individually
present item.

Sample

A purposive sample of 16 individuals (see Table 2)
was recruited to complete one-on-one cognitive re-
sponse interviews in November of 2018. Eligibility
criteria for the cognitive response interviews were
that participants had to be adults (18 years or older)
and that they had to have experience partnering
with researchers on patient- or community-engaged
research. Participants were recruited through a data-
base of alumni who had completed the Community
Research Fellows Training (CRFT) program in a
mid-western city [19] and through referral by CRFT
alumni. CRFT was established in 2013 and main-
tains an opt-in database of graduates of four cohorts
(n = 125), 94 (75%) of whom are active alumni and
have updated contact information.

Interviewer training and interviews

The lead author of the manuscript trained the pro-
ject manager and two research assistants (n = 4
interviewers, including the lead author) on how to

conduct in-depth cognitive interviewing to ensure
consistent interview and data collection procedures.
The training also provided an orientation to the
interview guide and protocol. The project manager
provided interviewers instruction on the use of tab-
lets to administer the cognitive response interview
to assure consistency and ease of administration.
Although tablets were used during the interview to
capture responses to survey items and quantitative
questions, computer-assisted personal interview soft-
ware was not used, and participant qualitative re-
sponses were captured using a digital recorder.

The one-on-one, semistructured interviews were
completed in person. In order to assure that respond-
ents understood their role in the cognitive response
interviews, interviewers explained that the purpose
of the interview was to identify problems with survey
items and definition wording and to help us modify
the definitions to improve their use in community-
engaged research. The interviews lasted 90-120 min,
and each session’s digital recording was profession-
ally transcribed. Each individual received a $50 gift
card for participation. Each participant completed
16 (50%) of 32 items on the quality and 16 (50%) of
32 items quantity scales. Interviews were conducted
using verbal probing after participant responses.

The primary means of administering survey ques-
tions was by tablet, participants were provided
with the option to use a paper version if preferred.
Participants were then presented with six classifica-
tions of stakeholder-engaged research definitions,
which were presented in pairs, and the participants
were asked to explain the difference between them
for a total of three separate comparisons. To min-
imize the impact that the order of questions had on
the overall results, we used four different versions of
the questionnaire, which listed definition compari-
sons in different orders, and we randomly assigned
the questionnaires to participants.

Table 2 | Demographics of cognitive interview participants (N= 16)

Characteristic Category N (%)

Race Non-Hispanic/Latino(a) Black 10 (62.5%)
Non-Hispanic/Latino(a) White 4 (25.0%)
Hispanic/Latino(a) 1(6.3%)
Other/Multiracial/Unknown 1(6.3%)

Sex Male 2 (12.5%)
Female 13 (81.3%)
Unknown 1(6.3%)

Education HS degree or GED 2 (12.5%)
Some college or associate degree 4 (25.0%)
College degree 2(12.5%)
Graduate degree 7 (43.8%)
Unknown 1(6.3%)

Median (range)
Age, years 46.5 (24-73)

GED general education diploma; HS high school.
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Coding and analysis

After reviewing the project goals, the content of
the interviews, and the existing literature, the first
author developed a defined coding guide that pre-
scribed rules and categories for identifying and re-
cording content. The coding was completed in three
phases. In the first phase, the study investigator and
one research assistant coded the transcripts based
on the participant’s discernment (understood or
misunderstood) for definitions. Additional codes
were developed to note if participants’ explan-
ations included certain keywords or themes (e.g.,
control/power, decision-making). The coders read
and coded the interview transcripts individually,
identifying text units that addressed the participants’
understanding of engagement definitions and ra-
tionale for differentiating between the classifications
of stakeholder-engaged research.

In the second phase of coding, the two coders (the
senior investigator and the research assistant) met to
reach agreement on the definitions and examples
used to code the interview transcripts. Finally, on
completion of coding and development of agree-
ment, the coders reconvened to formulate core
ideas and general themes that emerged from each
interview.

RESULTS

Results of polling and discussion on Delphi panel definitions
The Delphi panel provided input and voted on
three iterations of engagement strategies and def-
initions during Rounds 2 through 5 (see Figure 1)
to reach agreement (94.4%-100.0%; Table 3). At the
end of Round 2 of the Delphi process, nonacademic
researchers reached strong agreement on defin-
itions of the engaged research classification: out-
reach and education (80%), coordination (100%),
cooperation (90%), patient-centered collaboration
(100%), and CBPR collaboration (100%). However,
academic stakeholders did not reach strong agree-
ment on any of the definitions: outreach and edu-
cation (75%), coordination (75%), cooperation (75%),
patient-centered collaboration (75%), and CBPR col-
laboration (75%). In Round 3, academic researchers

reached strong agreement only on the definition
for cooperation (88%, ranged from 63% to 75% for
all others), while nonacademic researchers reached
strong agreement on all definitions, 80%-100% (80%
agreement for collaboration, 90% for outreach and
engagement, 100% for both cooperation and con-
sultation). Also, collaboration, which had been of
two types previously, was classified as one category
in Round 3 and coordination was renamed consult-
ation. A fifth classification of engaged research,
partnership, was added in Round 4 and remained
in Round 5. The in-person meeting and discussion
(Round 4) made a substantial difference in recon-
ciling divergent perspectives on classification defin-
itions (see Table 3), reaching 80% agreement among
participants. However, lower and variable participa-
tion (no participation, presurvey/on and off virtual,
presurvey only) may have influenced the flow and
direction of the discussion, affecting the validity of
the Round 4 process. Because some panelists did
not vote and to assure that everyone’s input was in-
corporated, a final online round, Round 5, was com-
pleted. Only one dissenting opinion was recorded in
the last online survey (Round 5), and this was for the
collaboration definition (see Table 3).

On the basis of the Round 2 survey feedback, aca-
demic researcher members of the Delphi panel wanted
definitions to be more concise, and they expressed
concerns about terminology used to categorize the
strategies of engagement. In particular, their concerns
were related to differences in how the categories were
represented in the community-based participatory
and patient-centered research literatures. Community
members seemed most concerned that definitions
state exactly how community members would be
provided services (e.g., provision of culturally appro-
priate education) and how they would be involved in
research (i.e., in outreach efforts). In the Round 3 def-
initions, academic researchers, again, called for con-
cise terms to improve applicability, while community
members had fewer suggestions and mostly small edits
(e.g., do not use the word “target” when referring to
community members).

Community stakeholders and academic re-
searchers had extended discussions about how to

Collaboration .
Outreach & —— . - Collaboration
Round 2 Education Coordination Cooperation (Patient- (CBPR)
Centered)
Outreach & . . .
> Round 3 > Education Consultation Cooperation Collaboration
Rounds
Outreac.h & Consultation Cooperation Collaboration Partnership
Education
Fig 1 | Change of categories in continuum of community-engaged research, Rounds 2-5 of Delphi panel.
BM
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Table 3 | Agreement of Delphi panel in online surveys on definitions in the community-engaged research continuum

18)

Round 5 (n

12)°

12 (100%)
12 (100%)
12 (100%)
12 (100%)

13 (100%)

Round 4 (n

Second revised continuum

18)

Round 3 (n

First revised continuum

18)

Round 2 (n

Original continuum

18 (100%)
18 (100%)
18 (100%)
17 (94.4%)
18 (100%)

Outreach and education

Consultation

14 (77.8%)
16 (88.9%)
17 (94.4%)
13 (72.2%)

Outreach and education

Consultation
Cooperation

14 (77.8%)
16 (88.9%)
15 (83.3%)
16 (88.9%)
16 (88.9%)

Outreach and education

Coordination

Cooperation

Cooperation

Collaboration

Collaboration

Collaboration—PC

Partnership

Collaboration”~CBPR

CBPR community-based participatory research; PC patient centered.

13 for Day 2 voting on partnership (due to the number of virtual participants differing throughout the day).

“Delphi panel members voting on the Round 4 surveys (present or online); N

"Collaboration—CBPR and Collaboration—PC were combined as a classification during the first revision and changed to Collaboration in Round 3.

classify who was on the research team (e.g., what
happens when “researchers are the community and
not ‘academic researchers’”) and about using the
right language to be as inclusive as possible (e.g.,
using “community members/patients” vs. “patients,
caregivers, partner organizations, etc.”; see Table 4).
Community stakeholders and academic researchers
also wanted stronger wording. An academic re-
searcher suggested describing and highlighting what
constitutes equity in engaged research, and one
community stakeholder suggested a category that
represented long-term relationships between com-
munity stakeholders and researchers to be the gold
standard (i.e., partnership). In the third and fourth
rounds, strong agreement existed, and few defin-
itional modifications were developed (see Table 4).

Results from cognitive response interviews

The discussion and recommendations of the Delphi
panel resulted in a final set of engagement strategies
and definitions that were examined using cognitive
response interviews of a purposive sample of 16
interviewees. The terms and definitions tested were
the following:

1.Outreach and Education

Definition: Research team members develop, imple-
ment, and evaluate strategies to reach the population
of interest. Organizational partners can be engaged as
advisors and can make key connections. In some in-
stances, researchers are trying to educate community
residents and/or patients about a particular topic. In
these cases, outreach efforts are used to gain audiences
for education sessions and/or materials.

2.Consultation

Definition: Researchers ask community residents and/
or patients for advice on important elements of a
project or activity. The provided feedback informs
the research, but the researchers are responsible for
designing and implementing projects with no help ex-

pected from the people who were consulted.
3.Cooperation

Definition: Researchers ask community residents and/or
patients for advice and help with a project. Such help
may include activity in defined aspects of the project,
including recruitment, activities related to doing the
intervention, the creation of study questions and meas-
ures, and the interpretation of outcomes. Researchers
and community residents and/or patients work to-
gether to make decisions throughout the project.

4.Collaboration

Definition: Patients, caregivers, clinicians, researchers,

page 447 of 451



17 punoy 151X3 S9s5a204d diysiaupeq 92e)d u1 sainynas diysiauled
17 punoy panjeA aly panjea Suleg
€ punoy 12adsai jenynw pue JsnJj uo Jing sdiysuonyejas Sunsniy pue |nydadsal aaey 0} skem ssnasiq
uoleuIWasSSIp pue ‘uonelaldisiul/sisAjeue s3uipuy jo uonelaidialui ayy pue pafoid yd1easal ay} Jo Sonl
€ punoy ‘uonyejuawaidwi ‘usisap Apnis ‘saiy -AI}2e ‘SaInsesw pue suoisanb Apnis ‘quawiyinidai ‘usisep Apnis
€ punoy (yd1easal 3y Jo) 10adse AIaA3 ul Jauied U1 9101 0 3DI0A Jofew e aneH
¢ punoy Yy 1oe 0} }dwany
pasueyd swJ) pasuey) swug) jeuSo
punoy

suor}ae 1o suondudsap Sulhsse))

7 punoy sjuaized Jo/pue suapIsal Ajunwiwo) 2duaLIadXd panl] JueAd)al yum a1doad
€ punoy siauped jeuoneziuesiQ uone)ndod 1951e3 03 JE)ILUIS BIB OYM SISqLIBW Jels
€ punoy 15a193u1 Jo uonendod uonejndod 1951e]
Z punoy s1aquiaw AJunwiwod pue ‘suepiul)d ‘SI9AISaIeD ‘Sjuaned Ajunwwod ay)
Z punoy sisuped |y siaquisw AJunwiwod pue s1ayd1easal yiog
Z punoy sjuaijed Jo/pue SuapIsal Ajunwiwo) SIaployMelS
paSueyd punoy sw) paguey) swug} jeuiSo
9)doad SuiAyisse))

G—Z Spunoy ‘suoijuyap juawadeSua Ajunwiwod ul swia) Asy ul saSueyd sjaued iydiaq | 1 a)qel

TBM

page 448 of 451



ORIGINAL RESEARCH

TBM

and/or community members partner in every aspect
of the research, including setting priorities, study de-
sign, implementation, analysis/interpretation, and
dissemination. Collaborations are built on mutual re-
spect and trust. All partners are valued, benefit from
the research, and share decision-making, power, and

resources.

5.Partnership

Definition: A strong, bidirectional relationship exists
among patients, caregivers, clinicians, researchers,
and community members (or a combination of these
categories) regarding every aspect of the research,
including setting priorities, study design, implementa-
tion, analysis/interpretation, and dissemination. The
relationship is built on trust and mutual respect. All
partners are valued, benefit from the research, and
share decision-making, power, and resources. Strong
partnership processes exist for how resources are
shared, how decisions are made, and how ownership of
the work is determined and maintained. Partnerships
are the result of long-term relationships and have
moved beyond working on a single project. Partners
have a history of collaboration, having worked to-
gether previously.

Participants in the cognitive response interviews
considered two strategies of community engage-
ment at a time and the underlying rationale for
both in order to distinguish their differences.
Overall, 85% of cognitive response interviewees
agreed on such distinctions. The most misunder-
stood difference was between the outreach and
education level and the consultation level (37.5%
misunderstanding). Participants seemed to con-
fuse the strategies because they thought the out-
reach and education level was a higher form of
community-engaged research than cooperation.
Cognitive interview responses suggest that 37.5%
of participants found strong similarities between
cooperation and collaboration and that 50% of par-
ticipants did so between collaboration and part-
nership. Despite the perceived similarities, most
participants (87.5%) agreed on the distinctions.
A key distinction that participants made between
cooperation and collaboration was related to
decision-making, control, or power. Involvement
in decision-making, control, or power was an im-
portant feature of collaboration. A key distinction
between collaboration and partnership was the
number of projects researchers and community
members had collaborated on. All of the eight
participants who completed the collaboration/
partnership comparison used the words long-term,
ongoing, or history to describe the important fea-
tures of partnership.

DISCUSSION

Over the rounds of review for the Delphi panel,
the categorization of community members and re-
searchers shifted toward more common vernacular
(i-e., community residents and/or patients) than research
language (i.e., stakeholders). Whereas the outreach
and education category was initially defined using
specific ideas such as “staff members who are similar
to target population” or “people with relevant lived
experience,” in the final definition, the category was
defined in broad terms like “organizational part-
ners” or “community residents and/or patients.”
Definitions of strategies of engagement further
along the continuum, such as collaboration, were de-
scribed in broad terms (e.g., “the community”) at the
beginning of the process but in specific groups (e.g.,
“patients, caregivers, clinicians, and community
members”) by the end. Also regarding categories
further along the continuum, such as collaboration
and partnership, Delphi and interview participants
desired that the terms reflect community members’
active involvement and decision-making influence
in the research process. In these stages of engage-
ment, researchers are not expected to merely make
the attempt to have a respectful and equal relation-
ship with community members; they are expected
to actually kave a respectful and equal relationship.
Trust and a strong relationship should be in place to
achieve a high level of engagement.

Participants seemed to believe that outreach and
education is a more advanced level of community
engagement than has been discussed in the histor-
ical literature, where it has been described as ranging
from nonparticipation to the lowest level of tokenism
[8,9]. Some participants negatively described con-
sultation because it required the most work from
them without guaranteeing anything in return. This
deficit in giving was a major problem, and the idea
that their efforts may not even influence the research
project was an additional injury. In contrast, with out-
reach and education, participants receive something,
and participants assumed that this stage naturally
incorporated feedback, as respondents talked about
community members being needed for outreach and
actively engaging in education sessions.

Because cognitive response participants judged
outreach and education as being an advanced stage
of engagement, we looked back at comments from
the Delphi panel when discussing outreach and edu-
cation. In the first round of definition changes from
the Delphi panel, one academic researcher com-
mented that the definition for outreach and educa-
tion seemed more involved than what the researchers
had seen before. At the same time, two community
members wanted the definition to involve commu-
nity members more in outreach activities and pro-
ducing appropriate educational materials. It was a
difference in perception of outreach and education
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Fig 2 | Recommended portrayal of continuum of community-engaged research interactions.

projects that continued to show up during cognitive
interviews and participant surveys predominantly
with community member participants. Explanations
from the cognitive response interviews and com-
ments on comparisons of category definitions and
position within the continuum suggested the need to
rethink the presentation of outreach and education
in comparison to consultation.
The PCORI Compensation Framework states:

Research and other research-related activities funded
by the Patient-Centered Outcomes Research Institute
(PCORI) should reflect the time and contributions
of all partners. Fair financial compensation demon-
strates that patients, caregivers, and patient/caregiver
organizations’ contributions to the research, including
related commitments of time and effort, are valuable
and valued. Compensation demonstrates recognition
of the value, worth, fairness of treatment with others
involved in the research project, and contributes to all
members of the research team being valued as con-
tributors to the research project [20].

Compensation was not discussed directly, but the
principles selected and the discussion of these during
cognitive interviews allude to the issues noted in the
PCORI framework. The Delphi panel discussion
and cognitive response interviews suggest an expect-
ation that community resources and contributions
be valued and compensated. These resources might
include compensation for the use of organizational
space, staff or community contributions to recruit-
ment, data collection, or other researchrelated pro-
jects and activities, but might also include appropriate
compensation of research participants. Hence, means
for compensation may include financial, along with
other kinds of intellectual and community investment.

It is possible that the standard single-axis ap-
proach to describing community-engaged research
continua does not adequately depict community
contributions and benefits for each engagement

strategy. We developed the framework shown in
Figure 2 as an alternative for consideration. This
depiction seems to adequately capture community
understanding of the contributions from researchers
and benefits to communities regarding outreach and
education compared to consultation.

Limitations

These findings should be interpreted cautiously
due to the small sample size. However, cognitive re-
sponse interviewing provides in-depth insight into
how participants are thinking about and interpreting
surveys, the factors that affect their interpretation
and responses, and how comfortable they feel with
the language, options, and coverage of topics im-
portant to an issue. In addition, the Delphi process
allows a diverse group of stakeholders to consider
issues of importance until agreement has been
reached. The findings and recommendations pre-
sented require quantitative assessment and discus-
sion in the literature.

CONCLUSIONS

The results of Delphi panel and cognitive response
interviews indicate that it is possible to define a con-
tinuum of patient- and community-engaged research
that is understood and accepted by both academic
researchers and community members. However,
responses from the cognitive response interviews
suggest the need to revisit the understanding and
depiction of the strategies that are to be used in
measure development. Cognitive response data also
indicate that terminology matters in the ability to
adequately convey roles, participation, and benefits
at each level of community engagement along the
continuum.
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