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Abstract

Mounting scientific evidence over the past decades in the field of psychiatry has shown community engagement in
research produces more relevant research, increased uptake of research findings, and better clinical outcomes. Despite
the need for the integration of community engagement methodologies into the scientific method, doctoral and mastet's
level competencies in the field of psychiatry commonly do not include dedicated training or coursework on community
engagement methodologies. Without appropriate training or research experience, attempts to facilitate community
engagement are often ineffective and burdensome and leave stakeholders feeling disenfranchised. The goal of this study
was to co-produce an instrument designed to improve the quality of community engagement research practices by
measuring the degree to which researchers have partnered with psychiatric patient stakeholders. The development of
the Quality of Patient-Centered Outcomes Research Partnerships Instrument included an iterative co-production process with
psychiatric patient stakeholders and scientists, including item formulation, followed by two phases of cognitive
interviews with psychiatric patient stakeholders to assess and refine instrument items. A pilot study was conducted to
assess acceptability and feasibility. The pilot study of the Patient-Centered Outcomes Research Partnerships Instrument suggested
feasibility and acceptability among psychiatric patient stakeholders. The Quality of Patient-Centered Outcomes Research
Partnerships Instrument may be a valuable tool to enhance the quality of community engagement research practices within
the field of psychiatry.
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Introduction

Mounting scientific evidence over the past decades in the
field of psychiatry has shown community engagement in
research produces more relevant research, increased
uptake of research findings, and better clinical outcomes.!-’
Community engagement is defined as “a process of
working collaboratively with groups of people who are
affiliated by geographic proximity, special interests, or
similar situations, with respect to issues affecting their
well-being.”13 Despite the need for the integration of
community engagement methodologies into the scientific
inquity, doctoral and mastet's level competencies in the

field of psychiatry commonly do not include dedicated
training or coursework on community engagement
methodologies.® Without appropriate training or research
experience, attempts to facilitate community engagement
in research are often ineffective, burdensome, and leave
stakeholders feeling disengaged.’

Metrics of community engagement commonly rely on
retrospective accounts of stakeholders’ experience working
with researchers—including qualitative interviews!0-13;
process outcomes such as patient stakeholder and faculty
training in research, grants funded, and publications,'* and
focus groups.>!>17 Retrospective accounts can only modify
community engagement practices affer study completion---
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thus, not offering an opportunity for feedback, critique,
and improvement. Further, the current design of
retrospective accounts commonly does not take into the
account the unique needs of people with mental health
conditions,'® including offering reasonable
accommodations to offset limited educational
backgrounds, low literacy levels, or potential cognitive
impairments!® that may impact psychiatric patient
stakeholders’ capacity to understand and accurately
complete current instruments.

Patient-Centered Outcomes Research Institute (PCORI) is
a government-sponsored organization built to focus on
and financially support community engagement in research
and patient-centered outcomes to help patients make fully
informed decisions about their health care. As of 2019,
there have been 65 research standards developed to
support patient-centered outcomes research, including
“Standards Associated with Patient Centeredness”
designed to guide researchers in engaging communities
and stakeholders to advance patient-centered research.?
Yet, in a survey of researchers (N=103) funded by
PCORI, none reported having specific instruments to
examine the community engagement process.!>

Significant investment in the science of community
engagement is needed to examine and improve the
community engagement in patient-centered outcomes
research (PCOR) process in psychiatric research. Through
high-quality partnerships with patient stakeholders, fields
of study have developed new insights to address complex
issues among patient and stakeholder communities. For
example, engaging psychiatric patient stakeholders
throughout the research process has the potential to
enhance clinical and translational psychiatric research
through mutually respectful relationships and shared
responsibilities to harness local assets and build healthier
communities.?! Yet, not 2/ community engagement
approaches are effective or needed with @/ populations.
For instance, methodologies that produce results among
highly non-disadvantaged populations (e.g., general
population) often result in failure when applied to
disadvantaged populations (e.g., American Indians/Native
Americans).1* Other common research methodologies
used to develop programs and services (e.g., focus groups,
surveys) that produce positive outcomes among the
general population often results in non-relevant research,
limited uptake of research findings, and subsequently,
poorer outcomes when applied to disadvantaged
populations!# (e.g., people with mental health conditions).
We call this the paradox of the scientific method with
vulnerable populations. In general, the more vulnerable
and historically marginalized a group, the greater need for
patient stakeholder involvement with the decision-making
and research activities.3* Thus, when working with people
with mental health conditions utilizing a patient
stakeholder and researcher partnership framework that

shows a high degree of engagement may produce the best
progtam and/or service and clinical outcomes.

Considering the need for and the benefits of community
engagement in research,!”7 it is widely recognized that
patient inclusion in psychiatric research, as partners, may
lead to new advancements in mental health care.?>? As
psychiatric patient stakeholders are increasingly involved in
community-engaged research,?* an instrument that takes
into account the unique needs of psychiatric patients
stakeholders!® and includes opportunities for feedback,
critique and improvement is needed to sustain
stakeholders’ commitment to PCOR. The goal of this
study was to co-produce an instrument through initial item
development, cognitive testing, and a pilot study designed
to improve the quality of community engagement research
practices by measuring the degree to which researchers
have partnered with psychiatric patient stakeholders.

Methods

The development of the Quality of Patient-Centered Outcomes
Research Partnerships Instrument (QPCOR) included an
iterative co-production process based on research
methodology for instrument development.?> This co-
production process included scientists and patient partners
as equal partners with complete decision-making authority
in all phases of development and research on QPCOR.
Using the Academic-Peer Partnership Model for
Community Engagement,?® phase one included a co-
production team of four patient stakeholders including
people diagnosed with mental health conditions and peer
support specialists (i.e., individuals with a mental health
condition, trained and accredited by their respective state
to offer support services to similar others?’), and two
scientists skilled in community-engaged research and
instrument development discussed the need for the
QPCOR. This co-production team delineated and selected
methods to design such instrument, and developed the
original set of items based on their experiences conducting
community-engaged research and principles of community
engagement.?

After item formulation, two sets of group cognitive
interviews were conducted with psychiatric patient
stakeholders over the telephone through a one-hour group
cognitive interview guided by the 15t and 5% author. Phase
two included five psychiatric patient stakeholders currently
engaged in PCOR research projects and phase three
included four psychiatric patient stakeholders currently
engaged in PCOR research projects. All psychiatric patient
stakeholders were emailed the draft QPCOR hours prior
to the group cognitive interview and were instructed to
read through the instrument prior to attending the one-
hour group meeting. In phase four, 16 psychiatric patient
stakeholders completed the items electronically and
provided feedback. For the pilot in phase four, we
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administered an online version of the QPCOR to 16
psychiatric patient stakeholders involved in PCOR projects
that employ the Academic-Peer Partnership Model for
Community Engagement® (see Figure 1).

The Committee for the Protection of Human Subjects at
the [blinded for review| Institutional Review Board
approved the project.

Phase One: Item Formulation

Initial item formulation focused on core aspects of the
principles of community engagement in research?® and on
an analysis of existing community engagement
measurement challenges for people with mental health
conditions (e.g., usefulness during community engagement
process and complexity as determined by terms, number
of words used per sentence, number of syllables per word,
sentence structure, length). Core elements of community
engagement in research included the following item
domains (a) purpose, goal, and population; (b)
respect/tespect community diversity and culture; (c)
inclusion/activate community assets; (d) co-
learning/develop capacity; (¢) become knowledgeable
about the community; (f) self-determination; (g) shared-
decision making/pattner with the community; (h)

petceived support/interact and establish relationships with
the community; (i) flexibility; and (j)
sustainability/commitment to long term collaboration.?
Based on the domains, the co-production team generated
several versions of instrument items and explored these
elements from patient stakeholders’ perspective through
group cognitive interviews.

Phase Two and Three: Group Cognitive Interviews
In an effort to reduce bias, two phases of cognitive
interviews with different samples were conducted. The
initial items were assessed in phase two. Refined items
were assessed in phase three and further modifications
made to items. Cognitive interviews are an evidence-based
method designed to investigate whether an item
accomplishes its planned purpose.?? We wanted to know
how individuals would interpret items and assessed their
views with regard to whether the item aligned well with
principles of community engagement.?®

During phase two and phase three group cognitive
interviews, participants were given ten minutes to read a
set of proposed items before each group call. To elicit
information to tailor the instrument to the specific needs
and values of the target population, researchers employed

Figure 1. Patient-Centered Outcomes Research Partnerships Instruments Iterative Co-Production Process

Phase 1
A co-production team of four patient stakeholders including

people diagnosed with mental health conditions and peer support

specialists, and two scientists skilled in community-engaged

research and instrument development discussed the need for the

Patient-Centered Outcomes Research Partnerships Instrument.
This co-production team delineated and selected methods to
design such an instrument, and developed the original set of

items based on their experiences conducting community-engaged

research and principles of community engagement.

Phase 3

Second set of cognitive interviews were conducted with four
psychiatric patient stakeholders currently engaged in PCOR

research projects. Modifications were made based on interviews.

Phase 2
First set of cognitive interviews were conducted with psychiatric
patient stakeholders over the telephone through a one-hour group
cognitive interview guided by the 1st and 5th author. Phase two
included five psychiatric patient stakeholders currently engaged in
PCOR research projects. Modifications were made based on
interviews.

Phase 4

Sixteen psychiatric patient stakeholders completed the items
electronically and provided feedback.

Patient-Centered Outcomes Research Partnerships Instrument
The final version of the Patient-Centered Outcomes Research Partnerships Instrument included eleven-items in the following
domains: (1) purpose, goal, and population; (2) respect; (3) empowerment; (4) co-leaming/ develop capacity; (5) self-
determination; (6) shared-decision making/partner with the community; (7) inclusion/activate community assets; (8) respect
community diversity and culture; (9) sustainability/ commit to long term collaboration; (10) comfort; and (11) valued.

Patient Experience Journal, Volume 8, Issue 1 — 2021
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verbal probing.® Verbal probing is an active form of data
collection in which interviewers administer a series of
questions.?? Standardized, sample verbal probing
questions, included “Do the words in the question make
sense?”’; “Is there anything you find confusing or pootly
worded?”; “What does the term ‘healthcare provider’ mean
to you”; “What does the term ‘how much effort’ mean to
you,” and “In your own words, what do you think the
question is asking?”

Phase Four: Pilot Study

In phase four, a final set of items was piloted with a
different group of 15 peer support specialists and one
patient currently engaged in PCOR research projects to
assess acceptability, ease of use, and relevance of items. Of
note, this pilot study did not explore and confirm the
reliability and validity of this instrument, determine cut-off
points, or determine scientifically the ideal timeframe to
use QPCOR within PCOR research studies with
heterogeneous populations. During phase four, the
instrument was emailed to each sample participants’ email
address. Participants were given instructions to complete
the online instrument.

Data collection and analysis

We recruited a convenience sample of a total of 22 peer
support specialists and three people diagnosed with a
mental health condition currently engaged as partners in
PCOR research projects with the co-production team with
the 15t and 5% author. One-hour telephone group cognitive
interviews were conducted by two tesearchers (1%t and 5
author), audio-recorded, and transcribed. Participant
comments, concerns, misunderstandings and
misinterpretations about each item were identified through
thematic analysis' and compared. When no new
comments were received in the first interview phase, items
were considered finalized, prior to the second interview
phase.

Results

Participants

A total of five peer support specialists were interviewed in
phase two. Phase three included two people diagnosed
with a mental health condition and two peer support
specialists cutrrently engaged in PCOR research projects. In
phase four, 15 peer support specialists and one person
diagnosed with a mental health condition completed the
items electronically and provided feedback (see Table 1).

Item Development and Pilot Test

Table 2 below shows how items were initiated, modified
and finalized during each phase of QPCOR development
(see Appendix for final instrument).

Approach to Scoring

The tesearchers originally sought binatry yes/no responses
for the brief survey; however, phase three sample
participants indicated binary responses eliminate the
opportunity for nuances in participants’ responses. A
scoring mechanism that included a scale of 0-10 could
potentially allow for a broad range of responses to
questions on the research partnership domains. The co-
production team determined a scale of sequential numbers
versus “strongly disagree” to “strongly agree” would be less
complex to comprehend. To our knowledge, this level of
scale development has not been explored scientifically.
This scoring method also provides the opportunity to
calculate means-based differences between groups.

Pilot

Sixteen participants provided brief demographic details
and completed the final version of the Quality of Patient-
Centered Outcomes Research Partnerships Instrument (QPCOR).
Participants were instruction to consider their PCOR
partnerships to date in one specific project and respond on
a scale from 0 = “No effort was made by researchers” to
10 = “Every effort was made by researchers.” All
participants completed each item in less than one minute.
Participants liked that the instrument was quick and
potentially gave them a voice in improving the quality of
patient-centered research. Participants stated in reference
to the QPCOR, “my experiences with patient centered ontcome
research have been very good. I think these questions are good,” “these
questions [sic] will be belpful,” and ““it was good they asked the right
questions.” Participants recommended items with a score of
6 or lower indicated a need for improvement.

Discussion

The goal of this study was to co-produce an instrument
through initial item development, cognitive testing, and a
pilot study designed to improve the quality of community
engagement research practices by measuring the degree to
which researchers have partnered with psychiatric patient
stakeholders. Through an iterative co-production process
using cognitive interviewing, we co-produced the QPCOR.
At the conclusion of the cognitive interviews, we pilot
tested the finalized items with a small sample of patient
stakeholders and found QPCOR was feasible to
implement and acceptable among psychiatric patient
stakeholders. This instrument may provide a guide for
developing quality PCOR partnerships between psychiatric
patient stakeholders and scientists. Examining
psychometrics properties of this instrument in future
studies may delineate its usefulness in PCOR.

Patient Experience Journal, Volume 8, Issue 1 — 2021
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Table 1. Sample Characteristics of Group Cognitive Interviews and Pilot

1st Group 2 Group
Cognitive Interview  Cognitive interview Pilot
(IN=5) (IN=4) (IN=16)

Demographic Characteristics
Gender
Male 1 (20%) 2 (50%) 2 (12.5%)
Female 4 (80%) 2 (50%) 14 (87.5%)
Age
18-44 0 (0%) 0 (0%) 4(0.25)
45-64 5 (100%) 3 (%) 9 (56.25%)
265 0 (0%) 1 (%) 2 (12.5%)
Not reported

0 (0%) 0 (0%) 1 (062%)
Race

3 (60%) 1 (25%) 0 (0%)
Aftican-American
Asian 0 (0%) 0 (0%) 0 (0%)
Caucasian 2 (40%) 3(75) 12 (75%)
Hispanic 0 (0%) 0 (0%) 0 (0%)
More than one race 0 (0%) 0 (0%) 4 (25%)
Highest Level of Education
Postgraduate 0 (0%) 3 (%) 2 (12.5%)
Bachelot’s 0 (0%) 0 (0%) 6 (37.5%)
Associate’s 0 (0%) 1 (%) 3 (18.75%)
Some college 0 (0%) 0 (0%) 2 (12.5%)
High school diploma 4 (100%) 0 (0%) 3 (18.75%)
Patient Stakeholder Role
Peer support specialist 5 (100%) 2 (50%) 15 (93%)
Person diagnosed with a mental health 0 (0%) 2 (50%) 1.(7%)

condition

The QPCOR was found to be feasible to implement and
acceptable among psychiatric patient stakeholders.
QPCOR can be implemented at multiple time points
throughout a study to ensure improvements can be made
to the partnership during the PCOR. Our co-production
team recommends implementation at the beginning of
PCOR and then one-month to three-month intervals

depending on the length of the study. Items with a score
of 6 or lower indicate need for improvement and should

be addressed. To date, there are no benchmarks for
comparison of results; thus, this manuscript is an

important strep, yet a psychometric study of PCOR is an
important next phase of development.

Patient Experience Journal, Volume 8, Issue 1 — 2021
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Table 2. QPCOR Item Development

Domains

Original Items

Group Cognitive
Interview (N=5)

Group Cognitive
Interview (IN=4)

1. Purpose, goal, and
population

2. Respect

3. Empowerment

4. Co-learning/develop
capacity

5. Self-determination

6. Shared-decision
making/partner with
the community

7. Inclusion/activate
community assets

8. Respect community
diversity and culture

9. Sustainability/
commit to long term
collaboration

10. Comfort**

11. Valued**

I had a clear understanding of
the purpose, goal, and
community involved in the
research study

I felt listened to

I received the appropriate
training to be an equal partner
in the research study.

Researchers were
knowledgeable about people
like me.

I believe that I had choices in
how I could engage in the
research study.

I was presented with options of
how I could meaningfully help
with the research study.

I felt supported by all members
of the research study team.

I had a clear understanding
of the purpose of the study.

I felt listened to

I feel prepared to be an
equal partner in the
research study.

Researchers were
knowledgeable about
people like me or were
willing to learn about
people like me.

I believe that I had choices
in how I could be a part of
the research study.

I feel prepared to be an
equal partner in the
research study.

1 felt accepted by all
members of the research
study team.

Researchers used language
that was consistent with
my values and culture

Both community members
and researchers are
thinking of ways we can
continue to work together
in the future

I felt comfortable
engaging with the
members of the research
study team.

I felt my views were
incorporated into the
research study

I had a clear understanding of
the purpose of the study.

I felt listened to

I feel prepared to be an equal
partner in the research study.

Researchers were
knowledgeable about people
like me or were willing to
learn about people like me.

I believe that I had choices in
how I could be a part of the
research study.

I feel prepared to be an equal
partner in the research study.

I felt accepted by all members
of the research study team.

Researchers used language
that was consistent with my
values and culture

Both community members
and researchers are thinking
of ways we can continue to
work together in the future

I felt comfortable engaging
with the members of the
research study team.

I felt my views were
incorporated into the research
study

Note: “*” did not have item at this time point; “**” not aligned with community engagement principles.
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Potential benefits of utilizing the QPCOR include real-
time account of stakeholders experience working with
process—potentially leading to higher-quality, lasting
partnerships, novel research questions, new tools and
techniques, better clinical outcomes, the establishment of
best practices and clinical guidelines, research informed
practices for end users, and better uptake of findings?®.
Examining psychometrics properties of this instrument in
future studies may delineate its usefulness in PCOR and
lead to potential adaption to other diverse groups (i.e.,
American Indians/Native Americans or people with
hearing, visual, and physical disabilities).

A Likert-type scoring (0-10) used with the QPCOR may
be particularly useful in evaluating the differing degrees of
community engagement based on the framework of
community engagement employed. Community
engagement methodology can be viewed as a continuum
ranging from low patient stakeholder engagement (e.g.,
focus groups), medium patient stakeholder engagement
(e.g., community engagement studios) to high patient
stakeholder engagement>* (e.g., community-based
participatory research). Participants engaged in research
on this continuum may then vary in responses across
domains of the QPCOR. Future studies could consider
exploring cut-off points based on multiple models of
community engagement.

This study is not without limitations. First, while verbal
probes are efficient and provide data that is easier to
analyze than think-aloud,?” verbal questions may create
bias in the subject’s response as verbal probing may lead to
more thought-out responses that may not have been
collected through survey research methods.?? Verbal
probing gives researchers the opportunity to ask questions
and expand or follow-up on participants’ answers, which
may result in accidentally leading participants towards one
answer or another depending on the way in which the
probes are presented. Second, bias may also be present
due to sample size in instrument development.?’ Through
an iterative design process commonly accepted, we aimed
to reduce bias through a series of interviews and different
sample participants. The total sample is consistent with
commonly accepted instrument development
procedures.> Third, variation may exist based on
participants’ demographics. Exploring the application of
the QPCOR with heterogeneous samples may
demonstrate variations in utility and outcomes by
characteristics (e.g., psychiatric diagnosis, age, peer support
specialist or people diagnosed with a mental health
condition status, educational level, cognitive status). Last,
because of the small sample size of participants enrolled in
the pilot phase, we cannot yet establish the psychometric
validity of this instrument. Future research should recruit a
large, diverse sample to evaluate and confirm the reliability
and validity of this instrument, determine cut-off points,
and determine scientifically the ideal timeframe to use

QPCOR within PCOR research studies with
heterogeneous populations.

The QPCOR was co-produced to assess psychiatric
patient stakeholder involvement in research partnerships.
This is the first ever study on developing an instrument for
patient stakeholder partnerships in psychiatric research.
This study followed the guidelines it set forth by
promoting equal partnerships throughout the research
process. From co-producing the original items for the
community engagement measure, the two group cognitive
interviews, and the pilot study, the authors and patient
stakeholders actively engaged in the model that is set forth.
The instrument presented may provide a general guide for
community-engaged research with psychiatric patient
stakeholders and may supplement training that academic
professionals currently lack while not placing undue
burden on patient stakeholders involved in the process.
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Appendix

Quality of Patient-Centered Outcomes Research Partnerships Instrument

Instructions: Consider your Patient-Centered Outcomes Research partnerships to date in one specific project and respond to
each of the following questions on a scale from 0 = “No effort was made by researchers” to 10 = “Every effort was made by
researchers”. You do not need to place your name on the instrument. Of note, implement this instrument at multiple time
points throughout your study, including the beginning of PCOR and at one-month or three-month intervals depending on the

length of the PCOR.

Question Write in a Score 0-10

1. Thad a clear understanding of the purpose of the study.

2. Ifelt listened to

3. Ifeel prepared to be an equal partner in the research study.

4. Researchers were knowledgeable about people like me or were willing to learn about people like me.
5. I believe that I had choices in how I could be a part of the research study.

6. I feel prepared to be an equal partner in the research study.

7. I felt accepted by all members of the research study team.

8. Researchers used language that was consistent with my values and culture

9. Both community members and researchers are thinking of ways we can continue
to work together in the future

10. T felt comfortable engaging with the members of the research study team.

11. T felt my views were incorporated into the research study

Scoring: Items with a score of 6 or lower should be addressed PCOR teams
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